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SUMMARY

Aim and research questions:

The aim of the study described in this thesis was to explore the personal and
professional experience of consultant cardiologists, oncologists and old age
psychiatrists and the consequent impact on referral practices to specialist
palliative care services. The research questions attempted to develop an
understanding of the relationship between their perceptions of and attitudes to
palliative care and consequent decision making.

Methods:

The chosen methodological approach was interpretative phenomenological
analysis (IPA) which supported exploration of the consultants experience
together with facilitating their understanding of their idiographic experience.
Ten minimally structured individual interviews were conducted with four
cardiologists, four oncologists and two old age psychiatrists. Consistent with
the philosophical approach of IPA their individual experiences were analysed
— descriptively, conceptually and linguistically. The experiences of each
consultant group were then combined to elicit their shared experience before
being compared across groups.

The work was interpreted by detailed discussion which considered the
structural context, the influence of the macro, meso and micro levels of health
care and the political, historical and clinical aspects of palliative care on their
experience. Deeper exploration was undertaken by considering the
phenomenological concept of the life-world, ‘habitus’ and the philosophical
and theoretical contexts of knowing and clinical thinking. The use of language
and specifically metaphor supported increased understanding.

Findings:

The consultants’ experiences (both personal and professional) reflected the
primacy of their clinical expertise and their uncertainty as to whether a
palliative care referral was always in the best interests of their patient group.
The requirement for prognostication, identifying the transitions from active to
palliative care was especially problematic for heart failure and dementia
patients due to the uncertain disease trajectory. Many of the consultants
identified the personal cost and clinical dilemmas of determining the end of
life. Their stories, in particular identified the difficulties in establishing and
communicating an end of life prognosis reflecting their unique personal and
professional responsibility as medical consultants which contradicts the
perceived contemporary dominance of multi professional working.



ACKNOWLEDGEMENTS

This study would not have been possible without the active participation of the
consultant cardiologists, oncologists and old age psychiatrists who gave freely
of their time and engaged with interviews that made them explore potentially
personal, sensitive and complex experiences. Without their reflective stories
the thesis would not exist.

| also extend thanks to the supervisors who initially engaged with the
embryonic development of the thesis, Dr Annette Lankshear, Dr Paul Bennett
and Dr Kate Bullen. Dr Lankshear has remained involved throughout.
Thanks to her and to Dr Jane Harden, who became my principal supervisor
after the first year. Jane has supported, challenged and guided me especially
when the PhD journey became a struggle. Both made me believe that
studying for and completing this thesis was possible, despite my many
uncertainties.

Thank you to Cardiff University School of Nursing and Midwifery Studies who
have financially supported my PhD study and to Gail Williams, my manager,
who helped me organise and prioritise my workload. My colleague Ben
Hannigan, provided advice and challenge especially in relation to the
structural contexts of care and in the practical aspects of thesis writing.

My thanks also go my many colleagues (both at Cardiff and elsewhere) and to
Sian Clifton Anna Jones and Christine Wheeler in particular who recognised
when times were tough and offered a sounding board for my thoughts and
ideas.

My appreciation and thanks also go to Bernadette Coles for her meticulous
bibliographic skills, to Gail Sullivan for her invaluable help in transcribing and
to Rosemary Williams who, late in the day, helped with editing and proof
reading.

Finally without the amazing support of my family Annie (my partner), Ryland
(my son), my Mother and late Father this thesis would never have been
completed. Especial thanks to Annie who provided me with time and space to
work when | know she would rather have been on the golf course.



CONTENTS

SUMM A RY e I
DECLARATION ...ttt e s i
STATEMENT L. e e i
STATEMENT 2. e i
ST ATEMENT S e e i
ACKNOWLEDGEMENTS . ... e v
CONTENT S L. e e e e e e v
LIST OF FIGURES ..ot viii
LIST OF TABLES ... .o iX
PREFACE ...t 1
1 INTRODUCTION ..ot et
11 INTRODUCTION TO THE THESIS ... 3

1.2 WHY STUDY THE FACTORS INFLUENCING PHYSICIANS
REFERRAL DECISION MAKING TO SPECIALIST PALLIATIVE CARE

SERVICES ... et 4
1.3 THE RESEARCHER: AN INTRODUCTION.....cccvvtiiiiiiieeeieeeeiiiinn 7
1.4 THE RESEARCH QUESTION.....coiiiiiiii e 7
15 THEORETICALCONSIDERATIONS ... 8
15 THE STUDY oo e s 10
1.6 ORGANISATION OF THE THESIS ... 11

PART 1 BACKGROUND TO THE STUDY

2 STRUCTURAL CONTEXT: SPECIALIST PALLIATIVE CARE

2.1 INTRODUCTION ...ttt 12
2.2 PALLIATIVE CARE IN CONTEXT: HISTORICAL & POLITICAL
PERSPECTIVES ...

2.2.1 Setting the SCeNe.........vviiiiii e, 14
2.2.2 Historical and political developments...........ccccceevvieevieennnn. 17
2.3 CLINICAL DIAGNOSIS ...,
2.3.1 CANCEI e 23
2.3.2 Heart failure ... 25
2.3.3 DEMENTIA....ccci i 27
2.4 DISEASE TRAJECTORIES ......ouuiiiiiiiiiiiiiiiiiiiiiinnes 30
2.5 PROGNOSTICATION ...iuiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiininnnnneneennnenenennnnnnnne 34
2.6 PATIENT PERSPECTIVES. .......ouiiiiiiiiiiiiiiiiiiiines 40
2.7 PHYSICIAN PERSPECTIVES........ouiiiiiiiiiiiiee 45
2.8 CONCLUSION . ..ot 55

3 THE THEORETICAL CONTEXT: CLINICAL THINKING & KNOWING IN
PRACTICE. ... e

3.1 INTRODUCTION ...oiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeees 57
3.2 CONTEMPORARY MEDICAL PRACTICE - SETTING THE
SCENE .
3.2.2 INtrodUCtioN .oooeeeeieeeeee 58
3.2.2 The epistemology of practiCe ......cccceeevveviiiiiiiiiiiiiceiiiie e, 58
3.3 THE LIFE-WORLD OF PRACTICE ....cccvttiiiiiiiiiiiieeeeeeeeeeiieeeeeeeeeeeee 61



3.4 KINOWING ... e 68

3.4.1 Philosophical and historical antecedents of knowing ...... 68
3.4.2 Clinical knowing: knowing in and for practice.................. 73
3.4.3 Medical KNOWING ..coooiiiiiiiiiieeee 78
3.5 DECISION MAKING ...ttt 84
3.5.1 Medical UNCertainNty.......ccccccvriiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeee e 86
3.5.2 Judgement-based Care........ccccccvviiiiiiiiiiiiiiiiiieeeeeee 89
3.6 CONCLUSION...ccttiieeie ittt a e e 91
4 THE RESEARCH PROCESS ..ottt
4.1 INTRODUCTION ...ttt 93
4.2 JUSTIFICATION AND SPECIFIC OBJECTIVES.........cccocveeeeeeens 93
o R @ Y= YT P 93
4.2.2 Methodological background ..........ccccceevviiiiiiiiiiiiiiiiiiiiiieee, 94
4.2.3 Aim and objectives of the study .......ccoovvvviiiiiiiiiiiiiiiiiiiieee, 96
4.3 RESEARCH DESIGN AND METHODS
4.3.1 Justification for Interpretative Phenomenological Analysis
(22 TP PERERRR 98
4.3.2 Why IPA in preference to other qualitative approaches 103
4.4 ETHICAL APPROVAL & ACCESSING PARTICIPANTS ............ 106
4.4.1 Research governance and ethical approval ..................... 106
4.4.2 Accessing and recruiting participants ..........cccccccecnnnnnnnns 108
4.4.3 SAMPIE .o 111
A 4.4 INTEIVIEBWS ...uiiiiiiiiiiiiiiiiii e 112
4.4.5 The INTErVIEW PrOCESSS ..uuuuiiiiieeeieeeeiiiiiie e e e e eeeeaaaan e e e eeaes 112
4.4.6 The interview qUESTIONS .....covieeeeiiieeiiiiie e 115
4.4.7 Researcher involvement.........cccccoviiiiiiiiiiii 120
4.4.8 PractiCalitieS ........uuuuuuuuiiiiiiiiiiiiii e 121
4.4.9 CONCIUSTON L.uuiiiiiiiiiii e 122
PART 2 THE PARTICIPANTS EXPERIENCE
5 DATA MANAGEMENT, ANALYSIS & REFLECTION ......cccccccvvveeennnns 124
5.1 INTRODUCTION ...ttt 124
5.2 DESCRIPTIVE DATA ANALYSIS ...t 125
5.2 LOVEIVIEBW ..oiiiiiiiiiiieieeeeeee ettt 125
5.2.2 Descriptive analysis - the process.......ccccccccvieeeiiiieeeiennnnn, 125
5.3 DESCRIPTIVE DATA ANALYSIS - THE FINDINGS .................... 129
5.3.1 The CardiolOgiStS .....uuiiiiiiieiiiieiiiiei e 129
5.3.1 The ONCOlOQIStS...covuiiiiiiiii e 136
5.3.1 The Old Age Psychiatrists .......ccccceeeviiiiiiiiiiiiiiiie e, 145
5.4 CONCEPTUAL DATA ANALYSIS ...t 149
T I @Y= VT = 149
5.4.2 Conceptual data analysis - the process..........ccccevvvvvnnnnn.. 150
5.5 REFLECTIONS ...t 155
5.6 CONCLUSION. ..ottt e e 155
6 THE CARDIOLOGISTS .. .ottt
6.1 INTRODUCTION ...ttt 157
6.2 THEIR IDIOGRAPHIC EXPERIENCE ...ttt 158
B.2.1 ALEX ..ot 158

Vi



B.2.2 BEN ... 160

B.2.3 CHRIS ..o 162
B.2.4 DAN ...t 163
B.2.5 CONCIUSION 1.cviiiiii e 165
6.3 THE CARDIOLOGISTS SHARED EXPERIENCE .........ccveiiiiiiiieeeeeiene.
(S22 M [ 11 o Yo 10 o 4 o 1 o I 165
6.3.2 The shared experienCe.........ccccoveiii 165
B.3.3 CONCIUSION «.ceviii e a e 178
7 THE ONCOLOGISTS oot e et e e e
7.1 INTRODUCTION. ...ttt e e e e et e e et ereaaeees 180
7.2 THEIR IDIOGRAPHIC EXPERIENCE .......oiiieieiieeeeeeeeeee v 180
A R A/ 180
A2 I 1 N | 184
T2.3 GREG oo 186
T2.1LHERMIONE ..o 187
T7.2.1 CONCIUSION e e 188
7.3 THE ONCOLOGISTS SHARED EXPERIENCE ......ccooovivviiieeiieeeeeee
< 20 R 114 o Yo 10 o 4 o 1 [T 188
7.3.2 The shared experienCe.........ccccoeviiiii 189
7.3.3 CONCIUSION wcetiieii e a e 201
8 THE OLD AGE PSYCHIATRISTS .. oot
8.1 INTRODUCTION. ...ttt e e e e e e eans 202
8.2 THEIR IDIOGRAPHIC EXPERIENCE .......cccooviiiiieeieeeeeeeeeeeee, 202
BL.2. 1 AN Lo 202
B.2.2 MAIR oo 204
8.3 THE OLD AGE PSYCHIATRISTS SHARED EXPERIENCE.....................
8.3.1 INtroOdUCTION c.uuiiii e 206
8.3.2 The shared eXperiencCe........cccvuvvvviiii e eeeeeeeeee e e e 206
8.3.3 CONCIUSION couviiiiii e 214

PART 3 LOCATING THE THESIS IN THE WIDER CONTEXT
9 DISCUSSION STRUCTURAL CONTEXT: CLINICAL & PATIENT

PERSPECTIVES

9.1 INTRODUCTION. .. .uttiiiiiieeeiiiiiitiiiete e e e e e e e e e s s ssnnbrrneeeeaaeeeaans 216

9.2 CLINICAL & PROFESSIONAL DIMENSIONS OF EXPERIENCE............
0.2.1 CoNtexts Of Care.....covvviiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeee e 216
9.2.2 Clinical speciality and referral. ..........ccccvveeiiiiieeiiieeiin. 221
9.2.3 Trajectories and prognostication ..........ccccceeeieeeerveeeeiiinnnnnn. 226
9.2.4 Patient PersPeCLIVES ......ccovveeiiiiiiiie et 235
9.2.5 Physician perspectives ........ccveeeiiieeeiiiieiiiie e 239
9.2.6 CONCIUSION eeiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeee et 244

10 DISCUSSION THEORETICAL CONTEXT: CLINICAL THINKING &
KNOWLEDGE IN PRACTICE

10.1 INTRODUCTION. . .uttttuuuttuuutunrnitnnnnnneeenenneersreneeeeneeraeeeeennneeneeennnnnnn. 244
10.1.1 Theoretical contexts — setting the scene. ......................... 245
10.1.2 Typologies of Knowing and Knowledge ........c.....cccevvunnn.n. 245
10.2.3 KNOWING iN PracCtiCe ....cccuuiiiiiiiiiiieeiiiiis e 248

vii



10.1.4 Clinical thinKing ........cccoooiii 252

10.2 THE LIFE WORLD......uutttiiiiiiiiiiiiiiiiii e 254
10.2.1 The life-world in practiCe.........ccccoeeimmiiiiiiiiis 255
10.3 JUDGEMENT BASED PRACTICE.........uuttiiiiiiiiiiiiiiiiiiiii 258
10.3.1 Clinical deciSion MakKing .........cccccceummmimmmmmiiiiianes 260
10.4 LITTLE GEM...oiiiiiiiiiiiiiiiiiiiiiieiiii e 261
10.5 CONCLUSION AND SUMMARY OF THE DISCUSSION ................. 264
11 LANGUAGE AND METAPHOR. ...oiiiiiiiiiiiiiiiiiiiiiiiii e
11.1 INTRODUCTION. .. cuttttutitiiiiiniiiiiiiiieieieiiieeeieeabeeee e 267
11.2 THEORETICAL BACKGROUND .......cuuutiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiinees 268
11.3 LINGUISTIC ANALYSIS: THE PROCESS..........cuuviiiiiiiiiiiiiiiiiiiiinnns 272
11.4 LINGUISTIC ANALYSIS: DISCUSSION .......uuvuiimiiiiiiiiiiiiiiiiiiiiiiiiinnns 274
11.4.1 The CardiolOgiStS .......uuuuumuuiiiiiiiiiiiiiii e 276
11.4.2 The ONCOIOQISES ...uuuiiiiiiiiiiiiiii e 280
11.4.3 The Old Age PSyChiatriStS........ccccoouuummimiiiiiiiiiiiies 284
11.5 CONCLUSION ... outttttitiiiiitiittitieeibeeebbebbb bbb 287

12 VALIDITY & QUALITY ISSUES, TOGETHER WITH REFLECTIONS ON
THE RESEARCH JOURNEY ...t

12.1 INTRODUCTION. ... ..ttt e e e e aa s 289

12.2 REFLEXIVITY oottt e e 289

12.3 OPENNESS ......oittiitiiiiiiiiiiiiir e aaannnnes 292

12.4 DIMENSIONS OF QUALITY wortiiiiii it 295

12.4.1 Sensitivity t0 CONTEXT ....uuuuiiiiii e 296

12.4.2 Commitment and MgOUr.....cccoeeeiiieeeeiiiee e 297

12.4.3 Transparency and CONErence .......ccccceeevvieeeiiieeeiiiiiiieeeeeee, 297

12.4.4 Impact and iMPOrtANCEe.....ccevviieeieeeeeicee e 299

12.4.5 CONCIUSTON ..ttt 299

12.5 REFLECTIONS....coiii ittt ettt e e e e e ee e s

12.5.1 Methodological........c.ooviriiiiiiii e 300

12.5.2 PErSONAI ...uuiiiiiiiiiiiii e 301

12.6 CONCLUSION ...ciiiiiiiiii ittt e s e e e e e e e e s enneeees 304

13 CONCLUSION. ..cctttee ettt e e e e e e e e s s ssnrareeeeeas

13.1 SUMMARISING THE STUDY ..covviiiiiiiiiiiiiieeeee e 305

13.2 KEY LESSONS ARISING FROM THIS STUDY .....cccoovivveeeeeeiiinnee 306
13.3 THE ORIGINAL CONTRIBUTION MADE BY THIS STUDY, AND

WHERE NEXT ...ttt e s n e e e e e e e 311

REFERENCES ...ttt a e e a e e e e e e s e ennneees 315

APPENDICES: ..ottt ettt ettt e e e e e e e e e e e e s e r e e e e e e e

APPENDIX 1: LITERATURE SEARCH STRATEGY ....vvvvviiiieeiiiiiiiiiieeenn. 351

APPENDIX 2: THE ETHICAL REVIEW PROCESS .......ccccccvveeiviiiiiiiee. 355

APPENDIX 3: PARTICIPANT INVITATION LETTER ...oovvvvviieeiiiiiiiiiee. 358

APPENDIX 4: PARTICIPANT INFORMATION SHEET ....coooeevviiiiiiiiien. 361

APPENDIX 5: CONSENT FORM ....ccoiiiiiiiiiiiiee ettt 366

APPENDIX 6: ETHICAL APPROVAL LETTER ......ccooiiiiiiiieeee e 368

viii



APPENDIX 7: SCANNED PICTURE OF POST-IT NOTES SUPPORTING

DATA ANALYSIS .. 372
LIST OF FIGURES ...
FIGURE 1: ILLNESS TRAJECTORIES & PALLIATIVE CARE ..........ovveeenn. 33
FIGURE 2: NEEDS BASED PROGNOSTIC CODING .........ccoiiiieiiiieeiiiiinnnn 38
FIGURE 3: THE FOUR CORE STRUCTURAL DIMENSIONS OF
PERSONAL EPISTEMOLOGY ...ootiiiiiiiiieiiiieei et 75
FIGURE 4: MILLER’S PYRAMID OF ASSESSABLE COMPETENCIES .....85
LIST OF TABLES ... oo
TABLE 1. CHRONOLOGY OF TERMS ASSOCIATED WITH CARING FOR
DYING PEOPLE ...t 15
TABLE 2: THEORETICAL & PRACTICAL KNOWLEDGE..............cccevveinnns 60
TABLE 3: WAYS OF CONCEPTUALISING MINDLINES .........ccoooiviiiiiinnns 83



PREFACE

My personal experiences of death and dying have, in part, motivated this
thesis. My grandmother, who brought me up for the first 6 years of my life,
was physically compromised by respiratory and peripheral vascular disease
(PVD) following a major heart attack when | was 10. My memories of that
time were of her struggling to breathe despite continuous oxygen via a mask.
She was largely ignored by the nursing and medical staff. | was forbidden to
see her in the last few days and was excluded from her funeral. For many

years it made me believe that dying was something to be feared and hidden.

Nearly a decade later my first ward placement as a nurse was on a ward that
specialised in acute haematology and general medicine, where care for those
who were curable was the primary focus. Those who were dying were treated
with caution and uncertainty. Although most were aware of their impending
death, the level of support for them was compromised by a lack of
professional knowledge and skill. For me it was this group of patients who
presented a challenge and provided me with an awareness of my own lack of
knowledge. Although I always felt able to talk with them about their fears and

anxieties, other skills such as symptom control were more embryonic.

This was a revelation and appears to have set the plan for my future career
being involved in the care of all people with life-threatening illnesses, whether

malignant or non-malignant diseases.

My father was diagnosed with Parkinson’s disease in 1990 just as | was
appointed as a Clinical Nurse Specialist in Palliative Care. It was a post which
offered a service to both cancer and non-cancer patients. This proved difficult
for the hospital staff as they had a cancer-centric and embryonic view of
palliative care. Ten years later after a major heart attack and successful
resuscitation, consequent heart failure added to his illness burden. He never
acknowledged that his life was threatened but, in 2009, he gave my sister and

| Medical Power of Attorney providing we ensured he was resuscitated.



In the summer of 2010, due to increasing physical frailty, he had a major fall
which caused a brain haemorrhage and a period of mental confusion. We
planned for the worst and talked about institutional care. He rallied and
became more coherent. | later visited him and we had a difficult discussion,
which in retrospect | feel so privileged to have had, in which he stated that he

was ‘so very tired and had had enough’.

As a family we talked with his medical team and a Do Not Attempt
Resuscitation Order (DNAR) was agreed, with the focus of care subsequently
being to keep him comfortable. In August 2010 he became breathless and
collapsed, dying peacefully. For us it was sad, but tempered with relief in that

we felt it was how he planned it, how he wanted it to be.

These reflections have commonality. The themes emerging relate to death
being a natural part of living that it is not death itself but the process of dying

and the care provided that makes a difference to all involved.



CLINICAL THINKING, KNOWLEDGE AND THE REFERRAL PRACTICES
OF CONSULTANT PHYSICIANS TO SPECIALIST PALLIATIVE CARE
SERVICES - AN INTERPRETATIVE PHENOMENOLOGICAL ANALYSIS
CHAPTER ONE - INTRODUCTION

Dying is a natural process which in a civilised
society should be supported with good palliative
care. (Royal College of Physicians 2007:vii).

1.1 INTRODUCTION TO THE THESIS

This thesis is about specialist palliative care with particular emphasis on
identifying the factors that may contribute to the referral practices of medical
consultants to Specialist Palliative Care Services (SPCS) in Wales. It will
compare their referrals in relation to patient populations suffering from
advanced cancer, heart failure and dementia. The study will, inter alia,
consider clinical factors such as diagnosis, disease trajectories and
prognostication, models of service provision and patient characteristics. It will
also look at physician related issues especially focussing on the consultants’
personal experiences of death and dying and how these impact on their
relationships and the support offered to their dying patients. In particular it will
explore how the consultants exercise clinical thinking, knowledge in practice

and the decision-making process.

Underpinning this investigation are philosophical, phenomenological and
psychological theories, these include the concepts of knowing, the life-world,
judgement-based care and clinical mindlines. The study will also attempt to
understand and interpret the physicians’ language and its influence on
‘meaning making’. At a clinical level it will focus on the complex and

unpredictable nature of end of life care.

It will also consider the structural context of 21° century healthcare together
with the influence of strategic, organisational and operational factors on the
provision and delivery of end of life care and specialist palliative care.
Strategic factors include both organisational and United Kingdom (UK)
national level policy. In considering the organisational level, this thesis

explores where local voluntary, statutory, professional and patient bodies



influence and plan for service delivery as well as those operational factors
which influence the day to day clinical care for the individual patient or groups
of patients.

1.2 WHY STUDY THE FACTORS INFLUENCING PHYSICIANS REFERRAL
DECISION MAKING TO SPECIALIST PALLIATIVE CARE SERVICES?

The relevance of this thesis has been reinforced by current national and
global end of life and palliative care strategies mandating improved access to
SPCS for both cancer and non-cancer patient populations (Department of
Health (DH) 2008, 2010a, 2011a; Welsh Assembly Government (WAG) 2008;
2009a). Palliative care services have been described as needing ‘to be
available for diseases other than cancer and offered based on need rather
than diagnosis or prognosis’ (World Health Organisation (WHO) 2011:1).
Therefore the increasing political awareness of end of life care underlines the
importance of this exploration of referral practices and validates its selection

for doctoral level study.

It is acknowledged that care of people at the end of life (whether the diagnosis
is a cancer or non-cancer illness) is a measure of the nature and compassion
of our society. This is therefore an important area of study both from an

ethical and professional perspective.

A Working Party report published by the Royal College of Physicians (RCP)
(2007) argues that palliative care is relevant for most physicians and that it
requires a fundamental shift in attitude from seeing death as a failure towards
acknowledging it as a natural part of life. RCP members are encouraged to
provide care that is both responsive and informed. In practice it is often the
consultants who are seen as the ‘gatekeepers’ to SPCS by supporting or
restricting referral and thus the focus of the study will be the experiences of

those consultants.

The UK General Medical Council (GMC) guidance on end of life care, adopted
in July 2010, supported and extended the RCP recommendations (2007). It



specifically states that doctors must ensure that impending death should be
made:

An explicit discussion point when patients are likely to

die within 12 months, and that medical paternalism on

the subject, however benignly intended, must be

replaced by patient choice (Bell 2010:312).
Their advice is consistent with the previously outlined policy initiatives, these
highlight the need for health professionals to recognise patients coming
towards the end of their life to ensure the appropriate transition from active to

palliative approaches to care (DOH 2008; Boyd & Murray 2010; GMC 2010).

This research will compare cancer and non-cancer patient populations. By
developing an understanding of referral practices we might be able to
describe the relationship between physician perceptions and attitudes towards

palliative care and how this relates to referral decisions.

Two of the RCP’s recommendations resonate, in particular, with the aims and
focus of this thesis. Firstly, in relation to referral they state:

Referrals are often made late, when patients have
multiple problems and significant distress. Clinicians
must recognise that end-of-life care does not mean that
someone is going to die imminently but that the
approach to their care should change (RCP 2007:xi).

Secondly the report articulates the need for research to inform practice in the
precise area of this study’s focus:

In order to improve access and equity of provision,
research is needed into the development and evaluation
of new approaches to the clinical assessment of need for
palliative care in the context of uncertain prognosis in a
range of diseases and care settings. Identification of
clear triggers for referral throughout the course of an
illness, where there is evidence of benefit from palliative
care services, is important (RCP 2007:xiv).

For cancer patients’ palliative care appears to be routinely offered, often
irrespective of actual need given that many patients were well managed by
generalist providers. For this group, referral was not restricted to those who

met the written criteria for those with more complex and intractable problems



(National Institute of Clinical Excellence (NICE) 2004). This positive finding
may be related to the historical evolution of palliative care which has been
accepted as relevant to cancer, a patient group for whom the diagnosis of the
dying phase is often more easily identifiable. Service developments have
been largely influenced by the cancer-focussed charitable sector such as
Marie Curie Cancer Care and Macmillan Cancer Relief (National Council for
Palliative Care (NCPC) 2006a). Consequently, the needs of cancer patients
are more likely to have been met in comparison to those with other life-
threatening conditions. Evidence supports the premise that clinical diagnosis
impacts on access to services and that this results in unmet needs amongst
non-cancer groups (Addington-Hall & Higginson 2001; NCPC 2003; Audit
Scotland 2008; WAG 2008).

Recent evidence from the Palliative Care Funding Review for England
recognised that almost 100,000 terminally ill people ‘do not get proper
palliative care’ (DH 2011a:6). The authors estimate that in England between
70-80% of all deaths irrespective of diagnosis are likely to need palliative input
and the median estimate is therefore that around 355,000 people will require
palliative care every year. The equivalent figures for Wales are not yet
available but are likely to present a similar picture of unmet need.
Government priorities currently focus attention on non-cancer patient

populations.

One of the reasons suggested for the lack of palliative care input to those with
a wider range of conditions is their uncertain disease progression or trajectory.
It is for this reason that this study seeks to compare consultant oncologists
who, evidence suggests, are dealing with individuals where the timeline is
easier to predict, with consultants working with people suffering from
dementia, neurological disease and heart failure where there is greater
difficulty in ‘diagnosing dying’. This comparative approach is supported by the
increasing importance and profile of these patient populations in strategic

documents and operational guidelines (WHO 2011).



The important areas for exploration reflect the macro (strategic and national
policy), meso (organisational and service development) and micro
(operational and service delivery) levels of health and social care provision
(Mohan 1996; Pilgrim & Rogers 1999; Griffiths 2003). At a macro level the
thesis is supported by national strategic documents which recommend equity
of access to palliative care for all patients at the end of life. At the meso level
University and Local Health Boards, statutory and voluntary providers are
working together to develop more inclusive and patient-centred palliative care
services. At the micro level practitioners are attempting to work with people at
the end of life whose disease journey is characterised by complexity and
uncertainty. This third level is the main focus of the thesis but will not
consider service user perspectives. The macro and meso levels of health

care will provide contextual background to the exploration and discussion.

1.3 THE RESEARCHER: AN INTRODUCTION

Professionally this study has been motivated by my clinical concerns, over
more than thirty years in practice, related to the apparent lack of access by
non-cancer patient populations to specialist palliative care services and
reflects my observation that sub-optimal care is frequently offered to those
with advanced dementias and progressive neurological, respiratory and
cardiac conditions. The experience of patients and their families was often
very distressing, with uncontrolled symptoms and lack of preparation for
impending death. This always felt professionally troubling, unsatisfactory and

unethical.

1.4 THE RESEARCH QUESTION
After extensive reflection and reading, the following research questions were
developed:

1. Is there a significant relationship between physicians’ perceptions and
attitudes towards palliative care and their referral decisions?

2. What is their view of the appropriateness of palliative care for differing
populations?

3. Is there a difference between those consultants working with cancer
patients and those with non-cancer patient populations?



However, the iterative nature of the research process adopted led to the
gradual evolution of more focussed questions. Preliminary analysis of the first
two cardiologist interviews led to the emergence of unexpected elements
related to their personal experiences, knowledge bases and to the clinical
context. Thus the concept of ‘clinical mindlines’ emerged, with the suggestion
that the decision to refer or not was contingent on explicit knowledge (Gabbay
& leMay 2011).

At this time it became clear that my professional colleagues’ personal
experiences of death and dying (their personal knowing) had a considerable
impact on how they related to their dying patients and the support they were
able to offer. In particular it influenced how they exercised clinical judgement
and made decisions. Little research has been undertaken as to how past
personal experience of death and dying impacts on the professional role.
There is however a body of literature that relates to the impact of concurrent
events (imminent death of a loved one or being newly bereaved) on the care

of dying patients (Lowry 1997; Jackson et al 2005).

It is these elements of the thesis together with my own professional and
personal experience that clearly link with the chosen philosophical and
methodological approach — Interpretative Phenomenological Analysis (IPA)
outlined by Smith et al (2009).

1.5 THEORETICAL CONSIDERATIONS

From its inception in the early twentieth century Phenomenology has become
recognised as a way of investigating and understanding human experiences
in health care research. There are a number of variations and approaches to
its use. Phenomenology is both a research method and a philosophy whose
evolution has been influenced by the perceived need for rigour in qualitative
research.  Phenomenology was developed into a more interpretative
approach by Gadamer and Heidegger that encouraged activity which looked

beyond the individual data by considering the context.



The theoretical perspectives which have influenced this study are combined in
the qualitative research methodology of IPA with its focus on three elements:
Heideggerian phenomenology (Giorgi 1995), Gadamerian hermeneutics and
symbolic interactionism (Denzin 1995) to inform its approach (Smith et al
20009).

Heideggerian phenomenology is derived from the philosophical science of
consciousness which focuses on how things appear to us as individuals and
in our experience, and how we perceive and talk about objects and events.
Hermeneutics is the branch of philosophy that is concerned with the study and
interpretation of human behaviour, structures of society, and how people
function within these structures. Symbolic interactionism is concerned with
individual meanings which are only accessible through an interpretative
process that acknowledges the complexity of individual experience when

living in the world.

IPA has been derived from these perspectives and supports the idiographic
approach and twofold interpretative activity in uncovering and interpreting
meaning. Thus its focus is on the subjective individual experience that is
interpreted and reflected on by both the participant and the researcher and

forms the analytical account (Brocki & Wearden 2006).

Hermeneutic phenomenology is described as having both descriptive and
interpretive elements, so IPA allows many different phenomenological stances
to be incorporated into one approach. It gives a structured framework to
validate the practical application of phenomenology, although it still is difficult
to identify what is important in the individual experience and does not seek to
make generalisations. [PA attempts to combine opposing schools of thought
in phenomenology and is helpful in supporting a pragmatic but robust

approach to an appropriate and meaningful application of phenomenology.

Another important aspect of IPA is its focus on language as an important
element of the interpretative activity of making meaning of the participants’

experiences. In the initial stages of this thesis language was cursorily



considered but as the exploration of the participants’ experiences progressed
it became clear that it was an important aspect in achieving understanding
and providing a useful adjunct to the analysis. The participants’ language did
not merely reflect their experience but was also a way of achieving a shared
understanding. In this it is unlike discourse analysis which has its focus on
the use of language as a social performance (Willig cited in Smith 2008).

1.6 THE STUDY

The process of doctoral study followed a series of stages which are presented
in Appendix 1. The production of the PhD thesis has been characterised by a
‘roller coaster’ experience with periods of intense activity particularly since
June 2010. Earlier engagement was affected by external events necessitating
lack of involvement for a prolonged period between late 2007 and early 2009
and again between September 2009 and June 2010 when data collection
started. Changes in primary supervisor also had an impact that, on reflection,
was helpful; the first supervisor's approach was appropriate and enabling,
supporting the development of the research focus, proposal and choice of
methods - the ‘thinking and planning’ part of the thesis. The second primary
supervisor’s approach was equally apposite in supporting and challenging the
‘doing’ of the thesis, in making it happen and in broadening my theoretical and
philosophical horizons. Constancy has been maintained throughout by the

same second supervisor being present.

The research reported in this thesis explored the experiences of consultants
working in secondary care with patients in three patient population groups:
advanced Cancer, Heart Failure (HF) and advanced progressive Neurological
Disease (APND) such as Multiple Sclerosis. Subsequently specialists in
APND were replaced by old age psychiatrists dealing with people with
dementia. This change was made because of the unwillingness of
neurologists to participate. The reasons for this were given as heavy
workloads and lack of time. On reflection the inclusion of old age psychiatrists
was fortuitous due to the increasing strategic profile of dementia and the
perceived needs of dementia patients at the end of life (Welsh Government
(WG) 2010; WHO 2011).

10



The study sought to explore consultants’ experiences in relation to the pattern
of referral of their patients to SPCS. Through minimally structured interviews
and meticulous data analysis it firstly sought to discover their individual
(idiographic) experience and then moved on to identify the shared experience
of each consultant group. Subsequently it sought to establish patterns and
connections between all the consultants across the three groups. Finally it
identified a unique element of one individual's experience - a ‘little gem’ that
provided rich data (Polkinghorne 2004).

The aim of this thesis is to locate the participants’ experiences within
theoretical frameworks that contributed to informing and understanding their
referral practices in end of life care. The findings from the study will be made
known in journal articles and other publications (one article in relation to
personal experiences impacting on clinical practice in end of life care is
already in preparation) and by national and conference presentations. It is
also envisaged that the outcomes of this research will be presented to the
Palliative Care Implementation Board of the Welsh Government and may
impact on models of service delivery and professional education and support.
It is hoped that areas for further research will evolve, especially related to

developing clinical mindlines to support care at the end of life.

1.7 ORGANISATION OF THE THESIS

| have divided the thesis into four parts. The first part sets the scene for the
study and provides the structural and theoretical context. Part two explores
and describes the participants’ stories and experiences from an idiographic
and shared perspective. The third part interprets and discusses their
experiences, locating the work within the wider concepts of practice, clinical
thinking, knowing and decision making. The final part of the thesis offers an

evaluation of the study together with my experiences of the PhD journey.
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PART 1: BACKGROUND TO THE STUDY
CHAPTER TWO - STRUCTURAL CONTEXT: SPECIALIST PALLIATIVE
CARE.

All people have a right to receive high-quality care
during serious illness and to a dignified death. (WHO
2004a).

2.1. INTRODUCTION

This chapter provides a scene setting and contextualising framework that
locates the thesis within contemporary health and palliative care practice. It
will also explore the current literature related to patient and professional
perspectives of palliative care. Smith et al (2009), when discussing the writing
of IPA theses, suggest that it is not always necessary for a formal literature
review to be part of the structure. However, for this thesis, a literature review
enabled me to be more focussed. It identified elements and themes in the
literature which informed the interview questions, the reciprocal approach
adopted in engaging with the participants and in dealing with their narrative
data. It also identified theoretical frameworks which support the discussion as

outlined in the second part of the literature review in Chapter 3.

In supporting the approach adopted in the introductory chapter, this chapter
will explore the associations between the macro, meso and micro levels of
health care evidence that inform and sometimes complicate professionals’
practice in end of life care. Palliative and end of life care is supported by a
large amount of literature. It is the focus for much strategic and organisational
policy development both nationally and globally, being influenced by voluntary
organisations supporting patient and family perspectives and intense media

attention.

Whilst utilising research evidence from the United States it is important to
acknowledge their different approach to end of life care provision. As in the
UK hospice is primarily a concept of care, not a specific place of care. It
offers a comprehensive program of care to patients dealing with a life
threatening illness in the last months or days of their life. Uniquely in the

United States healthcare practices are largely defined by the Medicare
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system, a social insurance programme, and other health insurance providers.

Thus hospice care is made available in the United States to patients of any
age with any terminal prognosis who are medically certified to have less than
six months to live and who agree to forgo curative interventions. Thus many
physicians are slow to refer to hospice care, waiting until they are absolutely
certain of a terminal prognosis. Some physicians believe that the patient must
have a six month prognosis or less to receive hospice care, while others are
overly optimistic in their assessment of prognosis, presuming treatment will be
more effective than it is (Christakis 1999, Kuebler et al 2006). As a result, the
majority of patients are referred to hospice in the very end-stages of their
diseases. This six month requirement has influenced much American work on
disease trajectories and prognostication (Christakis 1999; Teno et al 2001,
Lunney et al 2002; Lynn & Adamson 2003) which is discussed in sections 2.4
and 2.5 of this chapter. The study populations and context are very different
from that in the UK but were important to include in the literature review as
they have provided the impetus for more recent UK initiatives that suggest
access to SPCS should be linked to the identification of the last year of life
(Gold Standards Framework 2006). This requirement supports contemporary
criticism by patient and carer groups that death is becoming increasingly

medicalised and technological.

Almost on a daily basis, new initiatives in the international and national news
have the potential to relate to this study. Examples include the UK healthcare
policy focus on dementia, and Terry Pratchett’s high profile advocacy for the
Alzheimer’'s Society which has rekindled the debate related to Physician
Assisted Suicide and complex issues associated with a diagnosis of dementia

and end of life.

The literature search strategy was supported initially by a wide-ranging
systematic scoping search (see Appendix 1) which included accessing eight
health and social science electronic databases: MEDLINE (Ovid); the
Cumulative Index of Nursing and Allied Health Literature (CINAHL); the Allied
and Complementary Medicine database (AMED); EMBASE; British Nursing
Index (BNI); Clin Psych; EBSCO and PubMed. The scoping approach
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enabled the identification and evaluation of the large amount of literature
available which initially appeared daunting, but ‘endnote’ enabled the
identification and removal of duplicate references. This time consuming
process was supported by guidance from a librarian colleague whose
expertise in accessing evidence in support of systematic reviews ensured a
robust approach. Subsequent hand searching of the abstracts retrieved was
undertaken to identify the specific references which linked with the themes
and aims of the study. Further literature was accessed through backward
chaining.

Daily ZETOC alerts were set up following the initial search process using the
themes identified to ensure the thesis continued to be informed by current
evidence and opinion. Literature was accessed until the end of November
2011.

2.2. PALLIATIVE CARE IN CONTEXT: HISTORICAL AND POLITICAL
PERSPECTIVES.

2.2.1 Setting the scene

Palliative care is described as ‘an approach that improves the quality of life of
patients and their families facing the problems associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual’ (WHO 2002, 2010). This WHO
definition replaced an older definition that was restricted to patients ‘whose
disease is not responsive to curative treatment’ (WHO 1990). Subsequent
WHO definitions extend the scope of palliative care to patients and families
‘facing the problems associated with life-threatening illnesses’ and avoids the
focus on specific diseases (WHO 2002, 2010). It indicates the importance of
the active professional role and responsibility, across all care settings, in
relation to impeccable assessment skills involving a range of supportive
interventions including symptom control, psychological support therapies and
complementary therapies for patients and their families (Sepulveda et al
2002). The term ‘life limiting (threatening) illness’ moves the focus beyond

cancer to illnesses that:
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can be reasonably expected to cause the death of the
patient within a foreseeable future. This definition is
inclusive of both a malignant and non-malignant iliness.
Life limiting illnesses might be expected to shorten an
individual’s life. This differs from chronic illnesses where,
even though there may be significant impact on the
patients’ abilities and quality of life, there is likely to be a
less direct relationship between the illness and the
person’s death. (Palliative Care Australia 2005:6).

Palliative care advocates an approach to care which is person-centred and
based on neither diagnosis nor prognosis but on patient and carer needs
(Boyd & Murray 2010). Specialist palliative care (SPC) focuses on people
with the most complex needs (physical and psychosocial) whatever their
diagnosis and is provided by professionals who specialise in palliative care.
Specialist teams also provide support, guidance and education for generalist
practitioners who care for the majority of patients at the end of life with less
complex needs. These services have great proficiency in caring for people

with cancer but less expertise in caring for those dying from other diagnoses.

Palliative care is a term used mainly by professionals, providers and patients
whereas the term ‘end of life care’ has been predominantly linked to UK
strategic and political initiatives. For this thesis, reflecting the macro, meso
and micro levels of health care impacting on referral practices, ‘end of life
care’ (EoLC) will be used interchangeably with ‘palliative care’ reflecting their
shared understanding. The term ‘terminal care’ will not be used, as currently

it is only used to describe care in the last days of life.

Table 1: Chronology of terms associated with caring for dying people:

= Hospice care

= Terminal care

= Continuing care
= Care of the dying
= Palliative care

= End-of-life care

= Supportive care
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Source: Payne, Seymour & Ingleton 2008 p3.

The proper use and appraisal of specialist palliative care services relies on the
belief that its philosophy, ideas and language are commonly understood by all
doctors. Evidence suggests that this is not the case. Pastrana et al’'s (2008)
discourse analysis of the terms used in global, national, strategic, operational
and research literature reveals a heterogeneity in the definitions of palliative
care. In the UK end of life care terminology has developed over time being
influenced by historical and service developments. As well as a response to
governmental policies and agendas and the need for palliative care to be
accepted by mainstream services. Social and health care terminology at the
end of life may relate to both in the client groups to be cared for, and in the
timing of the involvement of palliative care services during the illness

trajectory.

The World Health Organisation (2011) report poses the important question
Isn’t palliative care just good health care’? Their answer makes the
distinction that it is a component of health care that offers a flexible approach
to patients and families enabling them to cope with and manage their
changing circumstances. ‘It is a component of health care that can be needed
at any time in life, starting at a low base and rising to eventually become the
predominant theme for many people’ (WHO 2011:6). It is also a problem-
solving approach that offers help as the patient's and family’s situation
changes and becomes holistically more complex (Lynn & Adamson 2003).
The aim of support at the end of life is to enable patients and their families to:

maintain the best quality of life throughout their illness
and allow people to have a good death, where the
wishes of the patient and their family are respected
(Audit Scotland 2008:3).

Thus the unique nature of palliative care might be its flexible, person-centred
approach that supports individuals with uncertainty in the context of a major

stressful life event (Holmes & Rahe 1967).
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In relation to demonstrable outcomes, there is limited evidence that in cancer,
specialist palliative care improved symptom control, reduced time spent in
hospital, improved patient and carer satisfaction and choice, and reduced
overall costs of care (Edmonds et al 1998; NICE 2004; Jack et al 2004;
Addicott & Hiley 2011). There is a lack of research evidence regarding
efficacy and effectiveness of palliative care services (McWhinney et al 1994;
Higginson 1999; Hanks et al 2003; Higginson et al 2003; Simon & Higginson
2009). Kendall et al (2007) highlight methodological weaknesses, ethical
sensitivities and practical difficulties in conducting research at the end of life
as being factors responsible for the lack of scientific evidence supporting the

validity of palliative care services.

There is even less evidence of non-cancer patients benefiting from SPC, with
no clarity as to how the previously demonstrated outcomes for cancer are
replicated in the non-cancer populations. This may also relate to the lack of
research or audit evidence available (Addington-Hall 2002; Addington-Hall et
al 2007; RCP 2007; NAO 2008). This rather limited evidence as to the
benefits of SPC does not appear to have had a deleterious impact on strategic

directives and service developments.

2.2.2 Historical and political developments

Globally there are about fifty-six million deaths per year of which an estimated
60% might benefit from some form of palliative care (Stjernsward & Clark
2003). In the UK, about 1% of the population dies each year. This equates to
over half a million people dying each year in England and Wales, almost two
thirds of whom are aged over 75 years. Almost three quarters of these deaths
are predictable and follow a period of chronic illness such as cancer or heart
disease (Office of National Statistics (ONS) 2004, 2010, National Audit Office
(NAO) 2008). A high percentage of these deaths are likely to be from causes
where people may benefit from palliative care interventions. Higginson (2001)
calculated that the number of people requiring palliative care would include all
those dying from advanced cancer and two thirds of all other deaths. This
would equate to 76% of all deaths in England requiring palliative care. An

Australian working party concurs and approximates the population for
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palliative care as being between 50-89% of all dying patients (McNamara et al
2006).

Historically palliative care focussed on, and became synonymous with, the
care of people with advanced cancer. It was recognised as a specialty for
individuals with advanced cancer in 1987, evolving as an approach to care
that took over when attempts to control the malignant growth failed, pain had
become intractable and a more holistic approach to care was required. In the
early 1990’s, following health service reorganisation, recommendations were
made to widen access to Specialist Palliative Care Services (SPCS) (Welsh
Office 1996; National Council for Hospices and Specialist Palliative Care
Services (NCHSPS) 1998) whereby all patients needing them should have

access to palliative care services.

It was anticipated that the NICE guidance (2004) Improving Supportive and
Palliative Care for Adults with Cancer would inform the development of
effective service models for other groups of dying patients focussing on
service configuration and not clinical care. No similar guidance has as yet
been commissioned for other diseases. Subsequent political changes in the
NHS: the purchaser and provider split, Clinical Governance and National
Service Frameworks (NSF’s) also supported the extension of palliative care
beyond cancer (National Council for Hospices and Specialist Palliative Care
Services (NCHSPCS) 1998; NCPC 2003; 2004a; 2004b; DOH 2006; NCPC
2010). The NCPC minimum data sets (MDS) 2004-2005 (NCPC 2006b)
illustrated the lack of access to specialist palliative care services for patients
with non-cancer diagnoses. They appear to make up only about 3% of the
palliative care patient population - these patients predominantly having a

neurological or HIV diagnosis.

However in comparing service activity in the last five years there has been a
demonstrably small increase in both the percentage and the number of non-
cancer patients who have been cared for. This is most striking in the hospital
setting where it has increased from 5.9% to 17.3%, while for specialist

palliative care inpatient units it has increased from 3.3% to 9.3%. Outpatient
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services have the highest percentage increase at 25% (MDS) NCPC 2009-10
(NCPC 2005; 2011). These are still disappointing figures as cancer accounts
for only 27% of all UK deaths (Cancer Research UK 2010a). It also does not
reflect the strategic intent and direction outlined in governmental, professional
and organisational documents which have focussed on palliative care being
extended to non-cancer patient populations.

Cancer focussed palliative care services have promoted an understanding of
the needs of patients and carers at the end of life and supported the
development of the specific knowledge base in relation to pain and symptom
control. The needs identified are held in common with people with other life-
threatening conditions (Gomes & Higginson 2008). Many guidelines and
policy documents have explored whether cancer is unique in relation to end of
life care. Most conclude that cancer palliative care is not distinctive and
consequently support the National Council for Palliative Care's (NCPC)
mission ‘to promote palliative care for all who need it’ across diagnostic and
population groups (NCPC 2004b; 2005; NCPC 2006c; 2006d; 2006e; DOH
2008).

Most referrals relate to the management of complex symptoms and situations
especially relating to psychological, family and spiritual distress (Murray et al
2005). Specialist hospital palliative care support teams report that patients
with a cancer diagnosis were accountable for 86% of their new referrals in
2009-2010 (MDS); in-patient figures reflected a similar figure of 90% new
patients having a primary diagnosis of cancer (NCPC 2011).

Following much inter-organisational collaboration, one of the identified key
themes of the End of Life Care Strategy in England is the focus on helping
professionals identify people reaching the end of their lives and supporting
them with plans for care (NICE 2004; DH 2008; Marie Curie Cancer Care
2009, 2010; DH 2011a). This has influenced many strategic, organisational
and operational guidelines related to the resourcing and clinical development

of services.
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Strategic and political drivers have been instrumental in promoting widening
access to palliative care services to the non cancer patient population. Health
policy, as stated in various NSFs (DOH 2001; 2005) and Quality Indicator and
Improvement Guidance (WG 2011a), makes it clear that palliative care must
form an intrinsic part of the range of care in heart disease and Alzheimer’s
disease, for example. The NAO Survey (2005) ‘Tackling cancer’ confirmed
inequities in palliative care provision for both cancer and non-cancer patient
populations. The most recent end of life policy directives from the four UK
governments (WAG 2005; DH 2006, 2008; WAG 2008; WG 2010; Scottish
Parliament (SP) 2008a, 2008b; 2009; Northern Ireland Executive (NIE) 2010)
focus on improving end of life care where diagnosis is immaterial. All explicitly
require practitioners to introduce palliative and supportive care much earlier in
the illness trajectory (DH 2000a; NICE 2004; DH 2006, 2010b).

End of life care services are characteristically funded and delivered by a mix
of providers from the health (NHS), social (local authority) and voluntary
sectors (such as Marie Curie, Macmillan Cancer Support and hospices).
Historically this has had an impact on the location of service developments
and the cancer centric models of service delivery (NCPC 2006a; NCPC
2006b). Others involved include independent agencies and increasingly
individual, family or informal carers (Addicott & Hiley 2011). The contribution
and challenges for family and informal carers to care at the end of life is
evidenced by their importance in determining place of care and access to
specialist services (Higginson & Sen-Gupta 2000; Agar et al 2008; ONS 2010;
EAPC 2010a; Warren 2011) and in the cost savings made by their
involvement in delivering care (Maher & Green 2002). Little is known about
the health economics of palliative care but it is important to bear in mind that,
indirectly, a significant proportion of the cost burden of this care will fall on the

patient and their carers.

There is little knowledge of the health and social care needs of people at the
end of life nor of the cost and resource implications of providing for their care
(NAO 2008; Hughes-Hallett et al 2010). The diversity in service provision

across settings and sectors can result in significant variation in availability of
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and co-ordination between services (DH 2008; 2010a). As a result end of life
care can be fragmented and ineffective, making transitions between providers
difficult and contributing to patient and family distress, professional concerns
and poor clinical outcomes (DH 2008; Gomes & Higginson 2008; Addicott &
Ashton 2010; NCPC 2010; Hughes-Hallett et al 2011). This is especially
problematic in the acute hospital setting (DOH 2010a; GMC 2010; GSF 2010).

The National Audit Office (NAO) (2008) found that some people approaching
the end of their life receive a high quality service, but acknowledge that there
is room for improved coordination between health and social care services in
planning and delivering end of life care. An investigation of complaints in
relation to End of Life Care (EoLC) received by the Healthcare Commission
(NAO 2008) identified a number of common issues. These included poor
support, inattention to holistic care needs and, of particular relevance to this
thesis, concerns related to the shift in the focus of interventions from care to
cure which were ‘not clearly communicated, leading to needless and painful
interventions, that diminished the patient's quality of life, and referrals to
specialist palliative care teams were sometimes made too late or not at all’
(NAO 2008:16).

Initiatives from a public health perspective suggest that access to SPCS
should be based on levels of distress or disease burden rather than diagnostic
group (Foley 2003). The contemporary debate continues to be focussed on
whether access to palliative care should be needs based or based on
diagnostic categories (Skilbeck & Payne 2005). The current tension exists
between improving the care of the dying, which was the focus of early
palliative care, and the requirement to extend services to those earlier in their
illness trajectory, and from a variety of diagnostic groups, with identified

significant problems (Payne et al 2008; Hanks et al 2010).

Evidence indicates that the symptom profile, psychological and spiritual
distress together with increasing dependence characterises the end of life
experience of many individuals dying from conditions other than cancer. Their

experiences mirror, in part, the problems experienced by cancer patients at
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the end of life. This similarity supports the extension of palliative care beyond
cancer. The ethical argument related to the extension of palliative care to the
non-cancer patient population is based on justice and equity, on need rather
than pathology. As Wasson & George (2001) assert, palliative care should be
for all.

The inquiry into palliative care by the House of Commons Health Committee
(2004) highlighted inequalities by diagnosis, geographical location and patient
demographics, particularly age and ethnicity. Barriers to access to hospice
and palliative care have also been categorised as being at societal,
organisational, professional, family and individual level (Roscoe &
Schonwetter 2006; Gott et al 2011).

In the UK the Welsh Strategic Review of Palliative and End of Life Care (WAG
2008; WG 2009) complements the already published End of Life Care
Strategy (DH 2006 and 2008) and the Review of Palliative Care Services
(Audit Scotland 2008). Evidence from these strategic documents supports
earlier evidence that the availability of specialist palliative care services and
the feasibility of accessing them, still varies significantly within each of the UK
countries (WAG 2008; WG 2009). The current system of commissioning end
of life care needs to encourage more integration of services across providers
to meet the needs and preferences of patients within the current financial
constraints (Addicott & Hiley 2011). Access is dependent on service
availability, funding models and disease status but may also be influenced by

patient reluctance and practitioners’ unwillingness to refer (Gott et al 2011).

Disease patterns at the end of life are changing, with more individuals dying
from chronic debilitating conditions including cardiovascular disease, chronic
obstructive pulmonary disease, diabetes, cancer and dementia. Clinically the
provision of end of life care is becoming increasingly complex. People with
cancer and heart disease are living longer due to improved treatments and
interventions. Demand for palliative care services is likely to increase, with
demographic changes and an increasingly elderly population living with

increasing physical and mental frailty and the consequences of life-
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threatening and chronic illness (Gomes & Higginson 2006; EAPC 2009,
2010b). In elderly populations many of these conditions co-exist causing
multiple health problems (Addington-Hall et al 1998a, 1998b; WHO 2011).

Thus clinical diagnoses, other than advanced cancer, may act as both a
barrier and trigger to referral, specifically relating to the disease trajectories
and difficulties in establishing an end of life diagnosis. For example there is
evidence of considerable unmet need for those with heart failure and
dementia. It also appears that people with a high complexity of need may
benefit from access to specialist palliative care services or to professionals
with palliative care skills within their existing teams. In their last year of life
dementia patients’ need for help with activities of daily living and coping at
home was greater than for those with cancer (McCarthy et al 1997; NCPC
2009a). Care should be based on needs rather than time or prognosis (Main
2006; NCPC 2009b).

The next part of the literature review considers how clinical diagnoses,
disease trajectories, prognostication, patient and physician perspectives

impact on referral practices.

2.3 CLINICAL DIAGNOSIS
An overview of each of the diagnostic groups studied in this thesis will be

presented in order to identify their unique and complementary needs.

2.3.1 Cancer

In the UK over 309,000 people are diagnosed with cancer each year and it is
responsible for over 150,000 deaths. One person in three will develop cancer
during their lifetime and of those one in four individuals will die as a primary
consequence of their disease. It is predominantly a disease of the ageing
population, with 67% of diagnoses made in those over the age of 60 (Cancer
Research UK 2009, 2011). More recent analysis by Cancer Research UK
(2011) indicates that 40% of people who die prematurely are ‘killed’ [their

choice of word] by cancer, more than those with heart disease and AIDS.
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In Wales approximately 15,000 new diagnoses are registered each year, a
rate higher than that in England but lower than that in Scotland. The
incidence of cancer in men in Wales is the highest of all UK countries. It is
one of the two biggest causes of early death in Wales (Cancer Services
Coordinating Group, WAG 2006) accounting for around 27% of male deaths
and 23% of female deaths. Therefore it remains one of the largest killers in
the UK accounting for 24-27% of all deaths (Gold Standards Framework
(GSF) 2005; Cancer Research UK 2010a, 2011; ONS 2010).

Cancer is a feared disease thought of as synonymous with death and
suffering in the minds of the British public. At diagnosis the clinical
progression of cancer is uncertain, its clinical outcomes unpredictable and
even for many of those ‘cured’ the fear of its return adversely impacts on their
future (Cancer Research UK 2010b). Kearney et al’s (2003) survey of
oncology health care professionals (doctors, nurses and radiographers),
identified that they also hold negative feelings towards cancer, being
especially fearful of being in the cancer situation themselves. Societal
attitudes and personal experience appear to prevail over their professional,
educational and clinical experiences. Susan Sontag (1989) described her
personal situation thus:

When | became a cancer patient ...what particularly
enraged me — and distracted me from my own terror and
despair at my doctors’ gloomy prognosis - was seeing
how much the very reputation of this illness added to the
suffering of those who had it (p.97).

This appears to confirm the negative perceptions held by many professionals.

For those with cancer referral to palliative care may occur at any stage in their
journey where there is perceived need, irrespective of prognosis. Its trajectory
is sometimes more predictable in enabling easy identification of ‘tipping
points’, often early in the disease process. Many patients will concurrently
receive active and palliative care, the goal being to improve or maintain quality

of life.
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Ellershaw & Wards (2003) clinical review combined the professional and
clinical perspectives of specialist palliative care and cardiology, identifying the
differences and similarities in the diagnosing of dying for people with
advanced cancer and heart failure. In cancer, predictability of the dying phase
Is easier. It is rarely precipitous or linked to an acute event such as massive
haemorrhage. More commonly it is preceded by a gradual deterioration in
functional status with individuals becoming bed-bound, exhibiting a
decreasing or fluctuating level of consciousness and reduced ability to take
food, fluids and oral medication (Higgs 1999). The identification of end of life
or dying in advanced cancer appears more straightforward than for other
diseases (Lunney et al 2003).

2.3.2. Heart failure (HF)

In the UK there are approximately 70,000 new cases of heart failure
diagnosed in a year with approximately 55% of diagnoses made in men and
45% in women. Around 900,000 people in the UK today are living with heart
failure. The NSF for Cardiac Diseases (WAG 2009b) identifies that there are
over 45,000 people in Wales aged 45 years and above living with heart
failure. The incidence and prevalence of heart failure appears to increase
sharply with age, with the average age of first diagnosis being at 76 years.
The risk of heart failure is higher in men than in women in all age groups, but
there are more women than men with heart failure due to population

demographics (Cowie et al 1997; British Heart Foundation 2010).

Heart failure occurs as a consequence of damage to the left ventricle of the
heart following myocardial infarction in younger patients; in older patients
additional factors are implicated such as hypertension, atrial fibrillation and
heart valve disease. It is a disabling progressive and common condition that
carries a poor prognosis (Camm & Bunce cited by Margereson & Trenoweth
2010). Typical heart failure trajectories include the risk of sudden death, but it
is more usually characterised by periods of stability interrupted by acute
exacerbations (Goodlin 2009; Hupcey et al 2009). Owing to the significant
risk of sudden death at all stages of the disease, there may be a role for

‘prospective’ management of uncertainty in all patients. This might include
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planning for the future and discussion of resuscitation preferences. There is
no typical dying trajectory, the unpredictable course of the disease makes the
prediction of the terminal phase problematic, the difficulty of recognition of
reversible or non-reversible precipitants of deterioration lessens choice and
makes access to SPCS more difficult (Horne & Payne 2004; Task Force of the
European Society of Cardiology 2005; Gott et al 2007; Goodlin & Cassell
2008; Hupcey et al 2009).

Worsening heart failure may not always be related to underlying pathological
deterioration. Reversible causes such as chest infection or anaemia may
coexist and be ameliorated, contributing to improved quality of life. The
prognosis in patients with heart failure can be considered the least certain of
any chronic disease, with at least half of all patients showing no worsening in
symptoms prior to death (RCP 2007; National Heart Failure Audit 2009).

People with uncontrollable symptoms of heart failure or who may be dying
should benefit from high quality, compassionate care based on good symptom
control, psychological support and open communication about disease
outcomes (NSF DOH 2000b; GSF 2005). Despite these strategic directives
there is still evidence of considerable unmet need for those with heart failure,
with only 6% of those dying being referred to palliative care. Most people with
heart failure remain, throughout the disease trajectory, in the care of the
Cardiology Team (National Heart Failure Audit 2009). Of the 2,669 new
patients with a non-cancer diagnosis receiving in-patient palliative care only
9% had a heart failure diagnosis, 239 individuals in total (NCPC 2011); this is
a 4% decrease from the previous year’s data (NCPC 2011).

Heart failure has a poor prognosis with just under 40% of patients diagnosed
with heart failure dying within the first year, thereafter the mortality is less than
10% of those surviving each year (Cowie et al 2000). The mortality is 60% at
5 years, and has been described as being the major cause of mortality and
morbidity in 21 century Europe (Allender et al 2008). In the context of cancer

care, survival rates from heart failure are similar to those from cancer of the
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colon, and worse than those from cancer of the breast or prostate (Cowie et al
2000; Stewart et al 2001; NCPC 2006d; ONS 2010).

A prospective review by Ellershaw & Ward (2003) indicates that it is possible
to identify a small sub-group of heart failure patients for whom the following
factors characterise that they are reaching the end of their lives:

previous admissions with worsening heart failure

no identifiable reversible precipitant

receiving optimum tolerated conventional drugs

deteriorating renal function

failure to respond within 2 or 3 days to appropriate changes in diuretic
or vasodilator drugs

Despite these end of life predictors, evidence from America indicates that less
than 10% of people with heart failure receive palliative care (Pantilat & Steimle
2004). By contrast in the UK, of the 60,000 who die each year from HF only
4% receive any specialist palliative care (Kendall 2004 cited in Pooler et al
2007). Heart failure is described by Hauptman & Havranek (2005) as the
'Cinderella of cardiology’ (p850).

2.3.3. Dementia

The prevalence and incidence of dementia increases with age. It is estimated
that approximately 700,000 people in the UK have dementia and 100,000 will
die each year. This represents 5% of the total population aged 65 and over,
rising to 20% of the population aged 80 and over. It is estimated that by 2026
there will be 840,000 people with dementia in the UK, rising to 1.2 million by
2050 with 60,000 deaths each year being directly attributable to dementia
(Alzheimer’s Disease Society 2010). In Wales the number of people with
dementia is currently, at the time of writing, 36,532, with a projected increase
of almost a third by 2021 (Dementia UK 2007).

‘Dementia’ is a generic term describing the symptoms that occur when the
brain is affected by certain diseases or conditions. These symptoms are
caused by structural and chemical changes in the brain as a result of physical

diseases such as Alzheimer’s (Dementia UK 2007). This is the most common
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cause of dementia, affecting around 465,000 people in the UK. Itis a physical
disease affecting the brain in which plagues and ‘'tangles' develop in the
structure of the brain, leading to the death of brain cells and a shortage of
neuro-transmitter chemicals. It is a progressive debilitating disease, which
means that as parts of the brain are damaged the symptoms become more
severe often including a decline in memory, reasoning and communication

skills, and a gradual loss of skills needed to carry out daily activities.

Dementia is one of the main causes of disability in later life. In a worldwide
consensus consultation for the World Health Organisation’s Global Burden of
Disease 2003 report, disability from dementia was accorded a higher weight
than that for almost any other condition, with the exception of spinal cord
injury and terminal cancer. Older people are likely to have multiple health
conditions — chronic physical diseases affecting different organ systems,
coexisting with mental and cognitive disorders. Co-existing dementia,
however, has a disproportionate impact on capacity for independent living with
its global public health significance being underappreciated and

misunderstood.

Deaths in which dementia is the primary or contributory cause are often
marked by an uncertain trajectory. Cox & Cook (2002) describe mechanisms
of dying with dementia. Individuals may die with a medical condition that is
not related to the dementia. For example this might include a person with mild
dementia, who develops and subsequently dies from cancer. Secondly,
people with dementia may die with a complex mix of mental and physical
problems where dementia is not the primary cause of death although the
conditions interact. Thirdly, people may die from complications arising from
end-stage dementia. The most frequent symptoms experienced in the last
year of life are cognitive impairment, incontinence, pain, low mood,
constipation and anorexia. This symptom profile is similar to those
experienced by individuals with advanced cancer but people with dementia
experience them for longer (McCarthy et al 1997). Recent national figures
indicate that 15% of all deaths are directly attributable to dementia (National
End of Life Care Intelligence Network 2010).
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In an editorial, Hertogh (2006) suggests that the central problem for this
patient group is that dementia is rarely recognised as a terminal condition.
There is a higher rate of depression and psychosis earlier on in the illness and
reduced levels of understanding. Such unique characteristics of the disease
require different methods of planning and delivering of palliative care (NCPC
2006e).

Sampson et al (2006), in a UK retrospective case note audit comparing older
people dying with or without dementia, describe significant findings in that
those with dementia are less likely to be referred to SPC (9-29%) and are
prescribed fewer palliative medications (28-51%). The same study replicated
in an American nursing home found dementia patients were burdened by
active and intrusive interventions, with 25% being tube fed, 49% having
laboratory investigations following venepuncture and 11% being subject to
physical restraints. The NCPC (2009a) indicate that questions about when
the dying phase has been entered, how symptoms (such as pain) should be
assessed and managed when communication is no longer possible with the
person, together with decisions about the cessation of, or continuation of
treatments, particularly where those involve artificial feeding or hydration, and
issues about the place in which the person should be cared for, are all

complex and difficult to address in practice.

Early data suggested the median length of survival from diagnosis of
dementia to death was eight years and during this time ability and awareness
gradually decrease whilst symptom load (for example confusion, incontinence,
pain, distress, problems with eating and sleeping) increases (Van der Steen et
al 2002). More recent evidence from a population based cohort study (Xie et
al 2008) indicate a shorter life expectancy of 4.5 years and therefore
advanced care planning and proactive management are more crucial. Thus
there is a recommendation for more integration between dementia and end of
life care services (NCPC 2009e). There is a clear dichotomy in relation to
management, as identified by the NHS Chief Executive David Nicholson
(2008):
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Dementia is, on the one hand, a long term condition, but it is, on
the other hand, an issue in relation to end-of-life care. What we
have not done yet is put together a set of pathways that would be
applicable in most circumstances. That is one of the things that
the strategy [the National Dementia Strategy] will have as a
priority.

The earlier Regional Study of Care of the Dying found that more patients with
dementia experienced pain in the last six months of their life than patients with
cancer. They are also less likely than other people to be admitted to hospital
or a hospice in the last year of life (McCarthy et al 1997). 2,669 new patients
with a non-cancer diagnosis received in-patient palliative care of which the
number of dementia patients was recorded at 4%; the authors suggest this
may relate to under diagnosis of dementia or the possibility that it may be an
underlying condition in a significant number of cases (NCPC MDS 2011:22).
In an effort to improve this situation the NICE & SCIE (2007) guidelines
recommend that dementia care should incorporate a palliative care approach

from the time of diagnosis to death.

The percentage of research papers (since 2002) devoted to these chronic life-
threatening disorders at the end of life reveals an ordering of research funding
priorities: cancer 23.5%, cardiovascular disease 17.6%, musculoskeletal
disorders 6.9%, stroke 3.1% and dementia 1.4% that does not appear to
reflect their incidence, morbidity or burden (Dementia UK 2007). These
priorities also reflect the clinical picture of SPC in which those with a non-

cancer diagnosis are under-represented.

In conclusion, in relation to clinical diagnosis there appears to be a lack of
understanding as to who, and when, to refer (Ahmed et al 2004). Recognition
of the need for palliative care is a difficult process as the course of many life-
threatening illnesses is difficult to predict (GMC 2010). As a consequence itis
not considered as an option until very late in the illness trajectory (Ellershaw &

Ward 2003), which can result in unmet needs and poor outcomes.

2.4 DISEASE TRAJECTORIES

Causes of death in the UK can be categorised in the following ways:
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e 8% as a result of a sudden, unpredicted event,

e 32% as a result of organ failure (most commonly respiratory or heart
disease),

e 32% as a result of increasing frailty, dementia and co-morbidities,

e 24% as a consequence of advanced cancer, and

e 4% not categorised

(Gold Standards Framework 2006).

The clinical course of patients with eventually fatal chronic illness seems to
follow three trajectories or patterns of care needs (Teno et al 2001; Lunney et
al 2002; Lynn & Adamson 2003; Murray et al 2005; Dy & Lynn 2007; Murray &
Sheikh 2008). A disease selected from each of these three trajectories has

been chosen for comparative exploration in this thesis.

The trajectories outlined by Lynn & Adamson (2003) and Murray et al (2005)
(see Figure 1) differ in one major respect, in that Murray and his colleagues
attempted to identify a time period for each trajectory. The first trajectory
model fits the traditional pattern for cancer and its growing recognition as a
chronic illness. It demonstrates a period of active treatment with the potential
for remission prior to relapse and a steady slow decline towards inevitable
death. The individual during this process becomes progressively weaker and
typically this trajectory is of a short duration lasting approximately 6 months.
For cancer patients most maintain comfort and functioning for a considerable
period. However, once their illness becomes overwhelming their functional
status usually declines rapidly in the final weeks and days before death
(Weissman 2004). Oncologists caring for individuals with advanced cancer

will be the second patrticipant group for this study.

The second trajectory relates to organ failure - lung, heart and kidney most
commonly. This trajectory is characterised by deterioration in functional ability
accompanied by unpredictable exacerbations of the disease which
necessitate acute interventions. The recovery from the acute events may not

promote recovery to the pre-existing state, with the outcomes of the acute
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events being difficult to predict. This slow downhill trajectory may last
anything up to 2 to 3 years. The individual’s overall health status is low in the
6-24 months prior to death but cognitive functioning is rarely impaired. In
comparison with cancer patients, prediction of death is more difficult until very
close to the event (Hallenback 2003). Heart failure is the exemplar of this
trajectory being used in the thesis, with cardiologists being the first consultant

group studied.

The third trajectory is predominantly associated with dementia and frailty. It
often includes people with a number of co-morbidities associated with organ
failure or even cancer. This group of individuals suffer from a prolonged
period of low function and inevitable decline, which may last for many years.
As discussed earlier in the previous section dementia shortens the lives of
those who develop the condition (Fitzpatrick et al 2005). Previously the care
of this patient group was delivered by care of the elderly services. Currently
their care is predominantly undertaken by Old Age Psychiatrists, who make up
the third group of participants in this thesis. The ordering of the participants’
stories in Chapters five to eight reflect the order in which they were

interviewed rather than the order of Murray et al’'s (2005) disease trajectories
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Figure 1: Murray et al. (2005) lliness trajectories and palliative care. BMJ 330:1008.

It appears that diagnosis of the dying phase is often more certain for people
with cancer, bringing about the ability to determine the future for the patient,
their family and professional staff. It may also make it easier to determine the
point at which specialist palliative care interventions are appropriate and
would offer useful outcomes. The clinical dilemmas in relation to individuals

with heart failure or dementia may be related to diagnosing approaching
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death, how treatment or access to care decisions should be timed and eliciting
which interventions would be helpful (NCPC 2006a; Murray & Sheikh 2008).
With non-malignant disease, the tipping point at which really sick becomes
dying is clinically and practically difficult to ascertain (Finucane 1999). Models
of palliative care would benefit from recognising that the trajectories of
different diseases differ and the timing and nature of palliation must reflect this
(RCP 2007). A recent DH (2007) review suggests that 29% of people aged
over 85 who have a diagnosis of cancer, heart or lung disease are also
affected by dementia. This is likely to further complicate understanding of

disease trajectories, prognostication and subsequent referral.

2.5 PROGNOSTICATION

In end of life care the significance and intention of establishing a prognosis is
threefold. Its clinical importance lies in providing individuals and their carers
with information about the future course of their disease and facilitates
consequent decision making. Personally it enables patients and families to
‘put their affairs in order’ and organisationally it acts as a tipping point in
supporting access to services, additional resources and benefits (Christakis
1999; Glare et al 2003a; Stevinson et al 2010).

In their systematic review, Ahmed et al (2004) highlighted the double
disadvantage experienced by many potential patients who are diagnosed with
a life-threatening illness that does not readily enable access to palliative care
services. Shah et al (2006) suggested that the provision of palliative care for
patients with non-cancer conditions is hindered by the difficulty of predicting
when people will die and fear of causing distress by raising end-of-life issues.
They compared patients’ and professionals’ estimations of prognosis,
perceptions of the seriousness of the illness and needs for supportive care. In
a prospective, comparative cohort study conducted in a teaching hospital and
a Marie Curie hospice in London, 20 patients with advanced non-malignant
disease (heart failure, chronic obstructive pulmonary disease and renal
failure), 20 patients with advanced cancer, and their consultant physicians
took part in a feasibility study using clinical vignettes to aid their estimation of

prognoses.
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The patients were willing and able to estimate their own life expectancy and
cancer patients correctly estimated that they had a poorer prognosis than non-
cancer patients. Non-cancer patients perceived that they had similar needs
for supportive care as cancer patients. Physicians made little distinction in
palliative care needs between patients with and without cancer, but tended to
make more pessimistic estimates of prognosis in non-cancer patients.
Patients appeared able to judge their health status and life expectancy and
did not object to questions about end-of-life care. The authors concluded that
cancer and non-cancer patients have similar needs for supportive care (Shah
et al 2006).

Use of palliative care services beyond cancer is compromised by the difficulty
in judging prognosis. Specific prognostic indicators for each of the end of life
patient groups, cancer, organ failure and the frail elderly, attempt an estimate
of a life expectancy of less than a year and serve as a rough guide in
identifying people who may benefit from palliative care. Most studies
exploring prognostic scoring consider patients with advanced cancer, although
their accuracy and transferability in predicting life expectancy for illnesses
other than cancer is now being explored (Fox et al 1999; Glare et al 2003b;
Hayden et al 2006). In a systematic review Coventry et al (2005) concluded
that current tools were impractical for the assessment of the palliative care
needs of older people with non-cancer life threatening diseases and as a

consequence they may be overlooked and their palliative care needs not met.

Compared with cancer patients, those with a non-cancer diagnosis are a
heterogeneous population with an unpredictable ‘up and down’ disease
pattern which does not fit with most tools that were initially developed to suit

the more predictable cancer trajectory.

The difficulties experienced by professionals in recognising dying and
predicting survival are well known across all diagnostic groups (Murtagh et al
2004). Evidence indicates that both doctors and nurses are inaccurate in their
predictions for their dying patients, generally being over-optimistic. Statistical

determinants as to which doctors are more accurate at prognostication were
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equivocal. Surgeons were more accurate than doctors in general practice,
cancer specialists ranked third, but they performed better than other
specialists. There was a slight tendency for more experienced physicians to
be better prognosticators. The better the physician knew the patient, the more
likely he or she was to optimistically err. Evidence suggested that in practice
neutral doctors, having less contact and personal involvement with the patient,

may provide more accurate prognoses (Christakis 1999).

Parkes’ early study (1972), which concentrated on a homogeneous cancer
patient population, identified that doctors were poor at predicting length of life
in their terminally ill patients. Almost thirty years later Christakis & Lamont
(2000) made similar findings suggesting that oncologists in particular may
become so involved in their patients’ care that they fail to recognise
deterioration in their clinical condition. Parkes’ (2000), in a reflective
commentary on Christakis & Lamont’s work, proposes that clinical predictions
would be more reliable if they were based on the use of a scoring system as
an adjunct to clinical judgement and intuition. This approach has been

confirmed by Gwilliam et al (2011).

Such apparent uniform prognostic inaccuracy may lead to unsatisfactory end-
of-life care. Physicians appear well trained in diagnosis and treatment but are
less informed about, ignore, and often actively avoid, prognosis. For many
reasons they are unwilling to make predictions about a patient’s future and act
as ‘gatekeepers’ influencing access to other services (Christakis 1999). This
may relate to the requirements for patients receiving hospice care in America
to rescind the opportunity for future active interventions. The ideal time for
entering a hospice, the researchers say, is about three months before death
(washyna & Christakis 1998). Characteristically patients only receive a
month of such care. Referral to a hospice or other forms of palliative care is
likely to be delayed or not facilitated.  Over-optimism may preclude
concentration on improving quality of remaining life, delay the use of narcotic

drugs and embark on futile therapeutic strategies.
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Diagnosing the last hours, days or weeks of an individual’s life is essential in
order to provide appropriate care (GMC 2010; Gott et al 2011). It is however
a complex process dependent both on the patient’s diagnosis and the place of
care. Vigano et al (2000), in their systematic review of 24 relevant published
English language cohort studies, concluded that survival predictors in cancer
patients at the end of life are hindered by methodological limitations including
accessing representative study cohorts, inappropriate statistical analyses and
methods. Despite this they found that performance status, clinical prediction
and the presence of cognitive impairment, weight loss, dysphagia, anorexia
and dyspnoea appear to be important prognostic factors of survival or
imminent death in this population, although they cannot be extrapolated to

predict the outcome for an individual patient.

In some countries prognostic indicators are commonly used to identify
individuals who may need or benefit from palliative/end of life care. It is
possible to classify them as survival curves, performance status indicators,
patient signs and symptoms, biochemical profiles, clinical prediction and
integrated models combining some of the preceding. None are able to predict
with certainty, are characterised by error and only able to provide a best
‘guestimate’. Despite resources being available to support their use in the UK

they are not widely considered (Stevinson et al 2010).

Gwilliam et al (2011) in the recent Prognosis in Palliative Care (PiPS) study
attempted to develop a novel prognostic indicator tool for use with patients
with advanced cancer that is an improvement on the over-optimistic, often
unreliable and subjective clinicians’ predictions of survival. They created two
scoring systems that are able to predict survival times in terms of days, weeks
and months and the authors are currently validating their use in practice.
Neither scale has proved to be significantly more accurate however than a

multi-professional survival estimate.
Clinical estimates and prognostic scoring systems, as discussed, are likely to

fail because of their uncertainty in predicting end of life in most non-cancer

conditions. A more pragmatic approach is emerging by the suggestion of
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using needs-based prognostic coding — including the 'surprise question’ to

predict main areas of need and support required.

A- Blue All B - Green ‘Benefits' - D51500 € - Yellow ‘Continuing Care’
from diagnosis Stable Unstable / Advanced disease Deteriorating

Year plus prognosis Months prognosis Weaks prognosis

Figure 2: Needs based prognostic coding. GSF in Primary Care Briefing Paper (2006).

The GSF ‘surprise’ question ‘Would you be surprised if this patient were to die
in the next 6-12months?’ is an intuitive question integrating co-morbidity,
social and other factors. The GSF (2006) indicates that if it would not be a
surprise, measures might be taken to improve patients’ quality of life now and
in preparation for the dying stage. Their surprise question can be applied to
years, months, weeks, days and trigger the appropriate actions. The aim is to
enable the right thing to happen, at the right time and in the right place (GSF
2010). For example, if days are predicted then the Integrated Care Pathway
for the dying might be helpful as a guide to care.

More recently they have reframed the question slightly, as some clinicians
reported finding it easier to ask themselves ‘Would you be surprised if this
patient were still alive in 6-12 months?’ (Prognostic Indicator Guidance Paper
GSF 2006:1). This reframing may confirm evidence of clinicians’ difficulty in
talking about and diagnosing dying (Christakis 1999). Irrespective of how the
guestion is phrased the responses should predicate appropriate clinical
actions. The RCP (2007) support this approach and recommend that

Clinicians should begin with the general identifier that

end-of-life should start when it would no longer be a

surprise if the patient should die in the next year (p.xi).
In considering the trajectories for non-cancer diagnoses it is suggested that
the identification of specific triggers along a disease care pathway could act
as a tipping point to promote end of life discussions and initiate palliative care
referral. These include the time of diagnosis, commencement or completion
of treatment, recurrence or relapse, recognition of incurability and the point at
which dying is diagnosed (Cancer Action Team 2007). Although these are

triggers suggested for those with a cancer diagnosis, their transferability is
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suggested to other diagnostic groups and may have relevance for those with
dementia although this lacks acknowledgement of, as explored previously, the

difficulties of the ‘roller coaster’ trajectory associated with organ failure.

Small et al (2010) suggests that the surprise question (GSF 2006) for those
with organ failure, particularly COPD and HF, is inappropriate and can deny
palliative care for this group of patients by acting as a screening tool. The
surprise question being reductionist and narrow in determining who is
appropriate for palliative care, its strength however may lie in it being the
starting point for discussions related to the changing goals of care for all

patient groups.

Models of palliative care offered to the non-cancer population that refute the
cancer prognosis-based approach, might facilitate more appropriate and
timely referral to SPCS (GSF (DOH) 2005; All Wales Integrated Care Pathway
for the End of Life WAG 2006). At a strategic level, as part of the End of Life
Care (EoLC) project (DOH 2006), professionals are being encouraged to
adopt prognostication as part of clinical care for all people with life-threatening
illnesses (GSF (DOH) 2006). They suggest that making a survival prediction
may also facilitate discussions regarding SPC referral. The European
Association of Palliative Care (EAPC) review of prognostication recommends
the establishment of an end of life prognosis for patients both with cancer and
with a non-cancer diagnosis, as a means of improving their clinical care in part
by facilitating appropriate SPCS referral and the establishing of new models of
collaborative working between the different professional specialities (Maltoni
et al 2005).

The Northern Ireland Cancer Network (2008) Model for Quality Palliative and
End of Life Care states that a number of triggers can prompt the initial
identification, assessment and recording of needs. These may include:

e Diagnosis of a progressive or life-limiting (threatening) condition

e Critical events or significant deterioration during the disease trajectory,
indicating the need for a ‘change of gear’ in clinical management

e Significant changes in patient or carer ability to “cope” indicating the
need for additional support
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e Prognostic indicators
e The surprise question
e Recognition of the last days of life when death is expected.

Their list was adapted from cited work developed by King’s College, London
(2007) and reinforces the importance of using a myriad of strategies to
determine or establish an end of life prognosis.

Montgomery (2006) summarises the difficulties for clinicians in establishing an
end of life prognosis as being compromised by ‘therapeutic optimism, doubt
about the relevance of statistics to the individual patient, a wariness of self-
fulfilling prophecies, and the fear of death’ (p126). These factors potentially,
(either collectively or individually) impact on physicians’ referral to SPCS.

If professionals find it difficult to establish (and communicate) an end of life
prognosis with confidence, they are less likely to make onward referrals to
appropriate services. The combination of these two barriers (prognosis and
referral) will have a serious consequence on the planning and co-ordination of
care. They will also act as a barrier in ascertaining and discussing patient
(and family) end of life care choices (Addicott & Ashton 2010; Gott et al 2011).

2.6 PATIENT PERSPECTIVES

Research has identified a number of factors related to the patient that mitigate
against referral to SPCS, these may include the economically disadvantaged
living in deprived neighbourhoods, in either urban or rural areas, individuals
with mental health problems, older people, those with physical and mental
disabilities and people from black and ethnic minority groups. The influences
of the family, the media, culture and religiosity also all appear to impact
(Koffman et al 2001).

In Wales the impact of geographical and cultural factors are acknowledged
and recognised (WAG 2006) specifically in relation to service planning and
delivery:

The unique and varied characteristics of Wales — the
complex pattern of settlement, ranging from inner cities
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to very sparsely populated areas, and the mix of
languages and cultures - pose a difficult challenge in
ensuring equitable access to services that meet the
diverse needs of patients in a wide range of settings
(Cancer Services Co-ordinating Group, WAG 2006).

A number of studies confirm inequities in access to SPCS which are apparent
for the elderly, minority ethnic groups and those within the rural population
(Karim et al 2000; Firth 2001; Bestall et al 2004; Audit Scotland 2008; Rolls et
al 2010). This links with geographical evidence that some people are not
referred to these services because they are socially excluded, for example by
living in areas of social deprivation, being homeless or in institutional care
(Addington-Hall et al 1998b; Katz et al 1999; Koffman & Camps 2004). There
is evidence in the UK that although palliative care services for cancer are well
developed the chances of dying in a hospice lessens with increasing age
(Lock & Higginson 2005).

Palliative care services are used mainly by people with cancer (NCPC 2006a).
Cancer incidence and mortality is relatively lower in most minority ethnic
groups (Aspinall & Jacobson 2004; Evans et al 2011). Wider studies show
that access to services for minority ethnic groups can be limited particularly by
the ‘gate-keeping’ behaviour of GPs (Smaje & Field 1995; Koffman &
Higginson, 2001). Questions related to access to care for ethnic minority
populations in the NCPC minimum dataset survey (2008 to 2009) identified
that it had improved, suggesting that the percentage of non-white patients is
increasing. This ranged from 11.4% in bereavement support up to over a third
of non white patients receiving day care (34.8%). Recent data from 2010
indicates that palliative care services were only able to ethnically categorise
their patients in 88% of cases. On average 5% of inpatients categorised
themselves as non-white: 2% black (African, Caribbean or other), 1% Indian,
Pakistani or Bangladeshi, 0% mixed race with 2% of other ethnicity including
Chinese (NCPC 2011). This reflected an increase of 2% since 2006. There is
also evidence of reluctance by some family members of ethnic minority

groups to access external support in relation to palliative care. They believe it
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Is an important family responsibility to be the principal carers for those who
are dying (Ahmed at 2004; NCPC 2006c¢).

Evans et al’'s (2011) recent interpretative systematic review of access to EoLC
for minority ethnic groups identified six themes from the literature. These
were structural inequality, inequality associated with diagnosis, referral
reluctance, place of care and death, communication and awareness issues
and lack of cultural competence in care. Except for the last theme, other
themes link with the experience of most patients at the end of life (DH 2011b).

The age profile of patients receiving SPC suggest that it is statistically more
likely for those between the ages 45-74 years than for those over the age of
75 years (WHO 2004b; ONS 2004; Help the Aged 2005). Burt & Raine (2006)
undertook a systematic review to examine the effect of age on referral to
SPCS; and found some evidence that cancer patients over 65 years were less
likely to be referred. The outcomes from this review were diluted by the
methodological inaccuracies reported in some of the studies. It is possible
however, that younger patients, may have more complex needs necessitating

specialist interventions (Grande et al 2002).

The media portrayal of palliative care is generally associated with younger
people, dying out of time, following a long battle with cancer. Examples of this
are the recent death of Steve Jobs from recurrent pancreatic cancer and Jade
Goody dying from advanced, mis-diagnosed cervical cancer. This may
influence patient and family attitudes to and perceptions of palliative care.
Only recently have deaths from conditions other than cancer achieved a

higher media profile as discussed in the introduction to this chapter.

The recent NCPC Minimum Data Sets (2011) described the age and gender
profile for new patients receiving palliative care in different settings.

The inpatient profile was as follows:31% of new patients were under 65
12% of new patients were over 84

13% of the older age group were women and 12% male

Fewer than 1% were under the age of 25.
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The specialist hospital palliative care support team profile being:

26% of new patients were under 65.

27% of those under 65 were women, 25% were men.
18% of new patients were over 84.

Fewer than 1% were between the ages of 16-24.

Thus the national profile identified that the majority of patients were in the age
group between 65 and 84, which perhaps links with age-related cancer
incidence and changes in population demographics. These figures do not
reflect the more global evidence of Burt & Raines’ (2006) systematic review.
The MDS (NCPC 2011) do not ascertain the presence of co-morbidities,
mental health and learning difficulties, educational level or household and
socio-economic profiles in their analysis of palliative care service activity. The
above factors were, however, all included in an earlier American study. Chen
et al (2003) compared hospice and hospital patients’ demographic, clinical,
and other characteristics. Multivariate statistical analysis was conducted to
identify variables associated with hospice care referral decisions. Patients
receiving hospice care were:

¢ significantly older (average age 69 vs 65 years, P =.009)

less educated (average 11.9 vs 12.9 years, P =.031)

from larger households (average 1.66 vs 1.16 persons, P =.019)

presenting with more co-morbidities (1.30 vs 0.93, P =.035)

assessed with worse activities of daily living scores (7.01 vs 6.23, P =
.030) than hospital patients.

There was lack of clarity made as to the variables associated with a cancer or

non-cancer diagnosis and their impact on referral.

People with dementia, learning difficulties, mental health and sensory
disabilities also appear to have reduced access to these services (Oliviére &
Monroe 2004). A census of primary care teams in England rated the groups
with most unmet needs in terms of EoLC as patients with conditions other
than cancer, people with mental health problems or dementia and older
people (NAO 2008).

Other variables relating to the patient that appear to impact on referral include

their diagnosis (see earlier) and family influences (Addington-Hall & Higginson
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2001; NICE 2004). There is some indication that patients with conditions
other than cancer may be reluctant to access palliative care seeing it as
synonymous with cancer and a precursor to impending death. Ahmed et al’s
systematic review (2004) also identified some reluctance on the part of
patients and families for a palliative care referral based on misunderstandings
and its association with impending death. This may also influence

professionals’ referral practices.

Rosenwax & McNamara’s (2006) retrospective quantitative cohort study
described the characteristics of people from Western Australia who did or did
not receive SPC during their last year of life. Barriers to referral related to
geographical remoteness and rurality, being a member of an indigenous
ethnic group or having a non-cancer diagnosis. Older people, those who were
single, widowed and divorced were also less likely to have received palliative
care. Individuals with a non-cancer diagnosis, particularly those with a
diagnosis of COPD and Alzheimer’s are less well represented, although it is
possible that there was a degree of under-reporting for some patient groups.
This study elicited data at a population level to inform service developments
but the individual information gleaned supports earlier evidence of service

inequality.

Patient and family reluctance for referral to SPCS is often related to their lack
of understanding of their disease and their sometimes unrealistic expectations
of treatment and its outcomes. Both dementia and heart failure are terminal
conditions but unlike cancer are not viewed as such by the general public and
many patients and carers. This is also linked to the death denying culture in
society which suggests that death can be ‘held at bay by technological

advances in medical and health care (NIE 2010).

Brett & Jersild (2003) considered that inappropriate treatment near the end of
life was often the result of a conflict between religious convictions and clinical
judgement. Using evidence published in the Archives of Internal Medicine
they indicate that, not infrequently, Christian patients and families provide

religious justifications for an insistence on aggressive medical care near the
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end of life. Four commonly invoked reasons are, hope for a miracle, refusal to
give up based on faith in God’s will, a conviction that every moment of life is a
gift from God and is worth preserving at any cost and belief that suffering can
have redemptive value. This is unlikely to be an exclusively Christian
perspective although there is only limited evidence in relation to other faith

groups.

Conversely other research has shown that many Christians understand and
accept the withdrawal or withholding of therapy at the end of life (Pauls &
Hutchinson 2002) and the Jewish legal perspective supports this approach for
dying patients. Jewish law requires the provision of palliative care to the
patient and family as part of the moral imperative to relieve suffering and
promote comfort (Mcintyre 2009). The same approach is supported for
Muslim patients where certainty of imminent death is assured and by most
Buddhists who believe there is no moral obligation to preserve life at all costs
(Bllow 2010).

There is a clear link between these faith perspectives, the WHO philosophy of
palliative care (WHO 2011) and an expectation that establishing an end of life

prognosis enables access to services and guides subsequent interventions.

2.7 PHYSICIAN PERSPECTIVES

Health service variations, knowledge of, and attitudes towards, SPCS and the
multidisciplinary team'’s experience of palliative care also contribute to referral
decisions (Farquar et al 2002; O’Leary & Tiernan 2008). Knapp et al (2009)
cite a number of studies where there is a significant difference between
hospital based physicians’ and general practitioners’ decisions to make a
referral to palliative care with hospital physicians being more reluctant to refer
(Dharmasena & Forbes 2001). In a recent English qualitative study exploring
transitions to a palliative care approach in the acute hospital setting, Gott et al
(2011) identified that barriers were related to prognosis being rarely discussed
with patients and lack of consensus within the clinical team about the
transition to palliative care which was exemplified by professional hierarchical

decision making and poor communication. Attitudes to and perceptions of
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palliative care did not appear to influence Gott’s participants, possibly the
focus group approach to data collection may have hindered more personal

disclosures.

It is suggested that non-clinical factors together with external and
organisational structures influence how health care professionals establish
that a person is nearing the end of their life and consider referral to SPCS
(Lynn & Adamson 2003). It may be that the triggers initiating referral to SPCS
occur independently of making an explicit end of life prognosis and that
referral based on clinical judgement and experience implicitly acknowledges
that end of life is imminent. For example a significant number of the
oncologists in Johnson et al’'s study (2008) agreed that all patients with
advanced cancer irrespective of specific need should be referred to SPCS.
Therefore their use of specialist services was largely indiscriminate and
routine and not based on the establishing of an end of life prognosis. In
relation to individual professionals’ referral practices Johnson et al (2008)
suggest other significant indicators in support of making a referral might
include the oncologists being female and also being a specialist practitioner

for more than 10 years.

Referrals to SPCS mostly require a medical referral. Physicians rightly
believe that decisions to refer are their responsibility. As a consequence it is
likely that all doctors sometimes act as ‘gatekeepers’ in supporting or denying
access. By not offering it as a therapeutic option they are influencing patient
treatment choices in relation to their options for care. It is suggested that
doctors’ positive or negative perceptions about palliative care may contribute
to their decisions to refer or not refer and therefore influences access to
specialist services (Johnson & Slaninka 1999; Friedman et al 2002; Johnson
et al 2008). Many doctors view referral to palliative care as being
synonymous with predicting end of life and death and this attitude may
therefore influence their referral decisions (Christakis 1999; Cherny & Catane
2003). Itis clear that in the acute hospital situation there is limited opportunity

for junior medical and nursing staff to input into decision-making related to the
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transition to palliative care, it is primarily seen as the consultant’s

responsibility, however onerous (Gott et al 2011).

Ward et al (2009) in a national Australian web-based survey sought to elicit
the views of oncologists towards collaboration with SPC. Most oncologists
who responded demonstrated a more collaborative approach by accessing
palliative care for 87.4% of their patients. Timing of referral for 75% of the
respondents was not an issue, neither was the feeling of professional failure if
a referral was made (for 97%). Reasons for non-referral were identified as
SPC services not taking a referral if the patient is receiving anti-cancer
treatment, not having adequate resources to take the referral and the
physicians’ belief that the patient and family would be reluctant for palliative
care involvement. Highlighting the response rate of 30%, Ward and her team
suggest that there is a potential response bias with those most interested and
holding the strongest views being the most likely to have completed the
survey. In comparison, in earlier but similar EU and US studies Feeg &
Elebiary (2005) identified that oncologists only accessed palliative care

services for 35.1% of their patients.

In both Ward et al (2009) and Feeg & Elebiary’s (2005) studies the
oncologists preferred service model was for concurrent rather than sequential
care. This is consistent with UK studies where GP’s preferences are for
shared care approaches (GSF 2005) and supported by strategic guidelines
proposed for end of life care for those with a non cancer diagnosis (DOH
2008).

A number of studies explore perceptions of palliative care and heart failure
and how these impact on referral practices. Hanratty et al’'s (2002) qualitative
focus group study of primary and secondary care physicians in Northern
England identified organisational barriers, prognostication difficulties, together
with conflicting medical roles and responsibilities as all impacting on referral.
They highlighted the inability of palliative care doctors to deal with the
complexity of heart failure and the unwillingness of cardiologists to refer their
patients to SPC.
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In a later, but related, study Hanratty et al (2006), using heart failure as the
exemplar, explored different specialist consultants’ views on the care of the
dying. All had some role in end of life care. The participants demonstrated an
understanding of the concept of palliative care but had difficulty in
appreciating its benefit beyond cancer. Their perceptions related to it being
about managing dying, the cardiologists stating that they did this too late,
finding it difficult to switch from ‘rescue to comfort’ (p 495), in letting go and
dealing with the messages that it might give the patient. The elderly care
physicians appeared more confident, stating that they manage it themselves.
All participants believed that palliative care was more the province of nurses in
that it was straightforward and did not require the technical knowledge and
specialist expertise that characterises the role of doctors. They also
acknowledged that palliative care was important and more than a service, that
it was a philosophy or a place of care. For most their clinical dilemma related

to establishing the appropriate timing for its use.

The researchers commenting on their study stated that the participants were
‘typical’ consultants (without clarifying what this meant). The focus groups
were undertaken as single speciality groups and as such there was minimal
challenge within the groups, but on reflection mixed groups might have
focussed and extended the responses. It appeared that the consultants had
knowledge but

for many doctors, the attitudes, beliefs and self-
perceptions that underpin professional practice may be
potent barriers to holistic [palliative] care (Hanratty et al
2006:497).

The medical model of care, focussed on empirics and interventions
associated with curative intent, are inculcated as part of physicians’ training.
Subsequent professional development suggests care of the dying is a difficult
task for physicians. Their role encompasses both technical and human skills
related to establishing and communicating a prognosis, symptom control and
the support of patients and relatives. Educational strategies with emphasis on
these aspects may be helpful and as shown by many authors are teachable
(Charlton 1993a; Hillier & Wee 2001; Field & Wee 2002). Although included
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in the undergraduate curriculum many newly qualified doctors feel ill prepared
(Herzler et al 2000) and experience a ‘tension between emotional concern
and professional detachment’ (Kelly & Nisker 2010:421). For more
experienced clinicians, lack of resources and the need for additional training
are often cited as barriers in providing palliative care to non-cancer patient
populations (Field & Addington-Hall 1999; Addington-Hall et al 2001; Hillier &
Wee 2001).

Hardy et al (2008) in a survey of palliative care professionals in Australia,
asked them to rank 42 pre-determined barriers (derived by a focus group),
that had been identified as militating against the provision of optimal palliative
care. The most significant barrier identified was related to their lack of
knowledge in relation to how to care for the dying. This was linked to them
viewing death as a professional failure and thus they tried to avoid it. They
also cited resource issues, with limited availability and access to palliative
care services which appeared linked to society giving a low priority to care of
the dying. This supports earlier American studies that identified limited
opportunities for training in palliative care, reluctance of physicians to refer,
believing hospice care was synonymous with death, unfamiliarity with the
range of services offered together with communication and prognostication
difficulties (Zabroff et al 2004; Feeg & Elebiary 2005).

Boyd & Murray (2010) suggest the existence of ‘prognostic paralysis’ as being
one of the barriers to providing an effective service model of palliative care for
people with heart failure. This paralysis was reinforced by difficulties in
recognising end of life due to prognostic uncertainty, managing co-morbidities
and the ‘roller coaster’ illness trajectory which supports reluctance to discuss
end of life issues (all discussed earlier in this chapter). In addition, factors
identified include professional lack of knowledge and understanding of what
palliative care is able to offer and that palliation is not perceived as a care
priority, with medical and device therapy being perceived as more urgent
(Hupcey et al 2009).
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An almost universal lack of understanding of palliative care exists, many
doctors believing that it is a method of service delivery rather than the reality
of it being a philosophy of care providing an ‘umbrella of services’ (Kendall
cited in Pooler et al 2007). Their perception that it is pre-death care, that
services will be overwhelmed by extension to non-cancer patient populations
(Field & Copp 1999; Murray et al 2005) and that patients and families believe
that heart failure ‘is a benign condition even in the later stages’ (Hermani &

Letizia 2008:101), all contribute to under use of services.

The bland assumption that palliative care is a better option in all clinical
situations is inappropriate, in heart failure there would be benefit in the shared
approach of providing optimal physiological support as in improving
oxygenation and the use of diuretics together with pain relief and
psychological support. This is demonstrated by some authors who believe
that as cardiologists they are providing key elements of palliative care as part
of their practice (Hupcey et al 2009), whilst others advocate a professional
shift to:

a paradigm of blending active and palliative care [which]
allows clinicians to succeed in providing excellent patient
care (Zambrowski, 2006:572).

Hauptman & Havranek (2005) describe a heart failure care approach which
supports integration between conventional and palliative care. This shared
therapeutic approach may also be applicable in old age care, specifically
dementia, where the management of the mental health aspects is undertaken
by old age psychiatrists and the concurrent physical symptoms by the
palliative care team (DH 2009b, 2010b; NCPC 2009e).

Workload factors impact on clinical decision making and referral. Clark &
Cleland (2005) state that there are ‘not enough cardiologists to serve the
population, and certainly no heart failure cardiologists to support a demanding
new role’ (p 849). Resource inequity is a barrier for this patient group. These
workload factors are supported albeit less explicitly by old age psychiatrists in
relation to balancing care for people with dementia, those with suicidal

ideation and acute episodes of mental ill health (WG 2010).
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End of life care pathways were developed for professionals to guide care at
the end of life by improving decision making, communication and care delivery
(Ellershaw et al 1997; Fowell et al 2002; 2003; Ellershaw 2007). The
Liverpool and All Wales Care Pathways evolved to support care in the dying
phase of palliation (especially in secondary care). Their aim is to improve the
deficiencies in symptom control, communication and basic care identified by
Mills et al's (1994) observational study of dying in acute hospitals and to
promote cost effective care by supporting appropriate patient management
such as ‘streamlined’ prescribing and reducing inappropriate interventions
(Ellershaw et al 2001).

Dainty & Leung (2008) describe a small scale study that used the Liverpool
Care Pathway (LCP) for the end of life to evaluate the standard of palliative
care in a patient cohort of elderly people with differing end-stage diseases.
The outcome supports the suggestion that palliative care offered to elderly
patients dying from non-malignant conditions requires improvement but the
use of LCP appeared to raise awareness and provided a valuable resource in

enabling clinicians to ‘work smarter’ (p330).

The recent Cochrane review of end-of-life care pathways for improving
outcomes in caring for the dying (Chan & Webster 2010; updated 2011)
attempted to determine whether their use was beneficial or burdensome for
dying patients and their carers. They were unable, on current evidence, to
recommend their use as there have been no robust evaluations undertaken
demonstrating their effectiveness. Anecdotal clinical evidence however
appears to suggest they have improved care at the end of life, in particular
related to symptom control, communicating that death was imminent and

supporting preferred place of care (Neate 2011 — personal communication).

The heart failure framework for implementation (NICE 2010) identifies barriers
to, and specific issues from, the professional perspective related to heart
failure patients’ access to SPC. The issues identified clearly link with the
practice of both oncologists and old age psychiatrists:

e The medical model of care.
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e Prognostic uncertainty and implied professional failure of not being able
to manage the patient’s situation.
e Clinical reluctance grounded in fear especially of upsetting patients and
carers.
e Change in goals of care.
e Lack of open dialogue related to needs and preferences.
e Patients and carers having little insight related to the implications and
significance of the diagnosis of heart failure.
The last point is the only issue not to echo the experiences of patients and
carers with cancer and dementia, as both of these diagnoses carry an implicit
and ever present fear of death from the outset (Cancer Research UK 2010b).
An earlier qualitative focus group and individual interview study undertaken in
Northern Ireland by Spence et al (2009) identified identical barriers being
present in the delivery of palliative care to the patient group with Chronic

Obstructive Pulmonary Disease (COPD).

Chugani et al (2010) identified, by the use of focus groups and personal
interviews, the barriers to accessing SPCS for non-cancer patients in Spain
after eliciting the views of patients, carers and professionals. The use of
prescribed topic discussion cards may have influenced the responses but the
following emerged as professional opinions: lack of clarity about prognosis
and the hegemony of the curative approach whereby professionals are trained
for curing not caring which have been explored earlier in the literature review.
An additional barrier, the desire to cheat death and avoid using certain words
associated with impending death, links with the medical model of care and the
death denying nature of contemporary society also considered earlier in the

chapter.

Although caring for patients who die is an intrinsic part of being a physician,
health care providers work in a medical culture where death is often viewed as
a physician’s failure (Lowry 1997; Meier et al 2001). Physicians’ professional
and personal experiences of death and dying and the impact on their use of
palliative care services appears under acknowledged. Lowry (1997) in
considering doctors’ fears suggests that caring for dying patients forces

physicians to confront their own mortality and personal experiences with
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death, dying, and life-threatening illness. There is evidence that professionals
with prolonged exposure to patients who are dying from a life-threatening
illness, such as cancer, or to those who die from an acute precipitate event,
such as cardiologists, are subject to a range of stresses that may lead to both
burnout and compassion fatigue (Lyckholm 2001; Jackson et al 2008;
Kearney et al 2009).

Kearney et al (2009) describe burnout as resulting from ‘stresses that arise
from the clinician’s interaction with the work environment’, whereas
‘compassion fatigue evolves specifically from the relationship between the
clinician and the patient’ (p1156). The dynamics of hope and hopelessness in

professionals may also be important (Sullivan 2003).

Over twenty years ago Whippen & Canellos (1991) explored burnout in
oncologists and found that 56% of respondents reported frustration and a
sense of personal failure in their work, concluding that coping with the
challenges of providing end-of-life care was the single most important
gualitative factor related to their burnout. Their experiences were reported
early in the development of palliative care services and do not resonate with a
more recent New Zealand study (of a wider physician cohort) that identifies
burnout as being present only in a minority of consultants, this was
predominantly related to organisational and workload factors impacting on job
satisfaction. There was no difference in the consultants’ clinical speciality
(Surgenor et al 2009). This links with the tensions described in the
introduction to the thesis between the macro, meso and micro levels of health
care (Pilgrim & Rogers 1999). However, Sturgenor and colleagues reported
an unexpected proportion of consultants experiencing robust emotional well-

being and healthy work engagement.

Jackson et al (2008), in a multi method study conducted over 2 years, sought
to understand the emotionally powerful experiences of white physicians in
caring for dying patients. During the interviews for the study physicians
recalled and acknowledged powerful experiences with death during all stages

of their careers. Their experiences of patient deaths generally fit into one of

53



three types: ‘good’, ‘overtreated’, or ‘shocking and unexpected’ (p. 648).
Physicians described having to learn, through experience, how to care for and
cope with dying patients. Many reported changes in their clinical behaviour
and career paths as a result, with emotional reactions to a patients’ death
appearing to affect both clinical care and their personal lives.

Meier et al (2001:3007) identified certain clinical situations that predispose
physicians to emotions that increase the risk of ‘overengagement’ or
‘underengagement’. Examples may be both internal (personal) and external
(contextual related to the patient, their illness and the clinical situation).
Internal factors include the patient being similar to an important person in the
physician’s life, or having a seriously ill family member, being recently
bereaved, or having an unresolved loss. External factors relate to a long-
standing and close patient-physician relationship, ambiguity and uncertainty
about prognosis and the shifting goals of care. These factors appear relevant

to all three specialist professional groups participating in this thesis.

The methodological approach adopted by both Meier et al (2001) and Jackson
et al (2008) in exploring physicians’ reflections on ‘critical incidents’, or their
clinical experiences, proved particularly useful in understanding important
interactions with patients and influenced future care. This links with the

methodological approach employed in this thesis.

Physicians’ religious faith and ethnicity and its relationship with decision
making at the end of life appears poorly represented in the literature.
Christakis (1999) observed physicians with deep religious beliefs avoiding
making a prognosis, describing it as ‘playing God’ suggesting an omniscience
that they find uncomfortable. He also acknowledged that doctors historically
rarely discuss their own religious beliefs. Wenger & Carmel (2004) in a
survey of American Jewish physicians’ religiosity identified it as having a
major effect on the way their patients die, specifically on the management of
pain. Those who were very religious were less likely to withdraw life
prolonging interventions or prescribe appropriate analgesia if there was a

perceived risk of it hastening death. Moderately religious or secular

54



physicians were more comfortable with supporting palliative (rather than
active) interventions at the end of life.

This was supported by Seale (2010) in a large postal survey of multi-faith and
ethnically diverse doctors working in the UK. He examined religiosity and
ethnicity and its impact on end of life decision making and concluded that a
doctor’s ethnicity was irrelevant in their making of controversial decisions.
However, doctors who described themselves as non-religious were more
likely to initiate discussions and make decisions with patients (perceived as
having capacity) regarding end of life care preferences. The decisions made
were related to ceasing aggressive interventions and not prolonging life and
are consistent with literature related to end of life decisions in intensive care
(Prendegast 2001; Bllow et al 2008).

There is an assumption at strategic and organisational level that referral to
palliative care is a good and desirable thing although there is little evidence to
support this perspective. At the operational practitioner level many specialist
doctors genuinely believe that they are the best people to keep the diseased
system of interest working to capacity, which keeps symptoms under control
and the patient comfortable. It appears that for many they see palliative care

only being useful for psychological care or in accessing specific resources.

2.8 CONCLUSION

This chapter started with an account of the historical evolution of palliative
care services from its initial cancer-centric focus; it discussed the impact and
influence of political strategies and agendas that may be compromised in
implementation by the current economic constraints. The clinical factors
associated with a cancer and non-cancer diagnosis were explored focussing
on the difficulty in identifying the tipping point when referral to palliative care
services might be indicated. Patient and physician perspectives were
explored in attempting to identify factors that acted as barriers or enablers in

supporting decision making related to SPC referral.

What became clear from the literature was:
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Referrals are often made late, when patients have

multiple problems and significant distress. Clinicians

must recognise that end-of-life care does not mean that

someone is going to die imminently but that [the]

approach to their care should change (RCP 2007:11).
Linking with the aim and focus of this thesis the RCP (2007) and GMC (2010)
suggest that the early identification of clinical triggers ensures timely, effective
and proper care is provided. This may require palliative care referrals to be
initiated early and appropriately or that the goals of care provided by specialist
physicians reflect the palliative and end of life care needs of their patient

group.
Moving beyond the structural context of specialist palliative care the next

chapter will explore the theoretical contexts of clinical thinking and knowing

considering how they might influence referral decision making.
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CHAPTER 3 - THEORETICAL CONTEXT: CLINICAL THINKING AND
KNOWING IN PRACTICE

As we know, there are known knowns. There are
things we know we know. We also know, there are
known unknowns. That is to say, we know there are
some things we do not know. But there are also
unknown unknowns, the ones we don't know we
don't know.

(Donald Rumsfeld, US Department of Defense news
briefing, 12 February 2002).

3.1 INTRODUCTION

The chapter will explore the nature of professional practice. It creates the
theoretical foundation on which we might build an understanding of the
knowledge bases and decision making of medical consultants in clinical
practice, specifically in relation to palliative care referral. This prepares the
way for the research approach of IPA (see Chapter 4), its design and methods
supporting the exploration and development of individual, and a shared

understanding of the consultants’ experience.

The key concepts which guided the implementation of the study were IPA’s
requirements to support rich description of the individual experience, the
double hermeneutic interpretative process that supported the participants and
my understanding of their particular experience. The phenomenological
perspective although systematic involved a particular way of creative and
imaginative thinking that was present throughout the research.  Specifically
the phenomenological concept of the lifeworld as outlined by Ashworth (2003)
deepened and enhanced understanding. It influenced my thinking by
encouraging me to think about the layers of analysis in my participants’ stories
by interrogating their understandings. This stance supported acceptance of
their stories at face value, encouraged a reflective and speculative approach
or a combination of both approaches. Thus it gave me the freedom to push
the analysis, which was helpful when revisiting the data at the time of writing
up. It was this activity that encouraged me to think about the concepts of
habitus, clinical mindlines and led me to consider more in depth concentration

on language and metaphor.
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It is acknowledged that it is not possible to address the totality of the
epistemology of practice in one chapter. Itis hoped that what is presented will
support the reader to locate the thesis by presenting an overview of the key
philosophical tenets as justification and underpinning the theoretical context of
the thesis. The theoretical foundation has been derived from selected
phenomenological, psychological, linguistic, philosophical and professional
literature and appears to have relevance for the consultants’ professional
practice. The concepts outlined, explored and developed in this chapter also
act as a framework for situating the findings in Part 3, the discussion section.

This chapter also provides a scene setting and contextualising framework that
positions the thesis within the contemporary pluralistic health and social care
arena. It will briefly consider medical practices and the role of the consultant
before exploring in greater depth the consultants’ life-world of practice, ways
of knowing, how they use knowledge in practice and demonstrate judgement
based approaches in relation to referral decision making.

3.2 CONTEMPORARY MEDICAL PRACTICE - SETTING THE SCENE

3.2.1 Introduction

Medicine in the 21° century is rapidly developing. Its knowledge base is
evolving as a consequence of scientific and technological advances; the
structure of service delivery is changing as a result of national strategies,
organisational reconfiguration and resourcing complexities and priorities.
Individual practice is becoming increasingly dependent on evidence based
outcomes, patient involvement and professional requirements for continuing
professional development and appraisal. Despite these changes some
medical ideas and practices remain faithful to historical antecedents such as

the primacy accorded to scientific knowledge.

3.2.2 The epistemology of practice

In the introduction to their report for the UK DOH Developing the Attributes of
Medical Professional Judgement and Competence (1999) Eraut & duBoulay
acknowledge that the contemporary role of the doctor is multifaceted and

complex:
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not only are extensive skills and knowledge expected

within the doctor’'s area of specialism, but also high

levels of communicative ability, ethical understanding

and responsibility, teamworking capability and

organisational ability (p7).
Their review tried to elicit the nature of medical competence and judgement
prior to identifying the role of postgraduate and continuing medical education
in its development. It is the former that is relevant to this thesis and is

reflected in many of the participant interviews.

Dreyfus & Dreyfus (1980) in their work with airline pilots identified five stages
of competence. They posit that in the acquisition and development of a skill a
student passes through five levels of proficiency: novice, advanced beginner,
competent, proficient, and expert (Dreyfus & Dreyfus 1986). Further refined
by Schon (1987) who suggested a model of professional knowledge which is
characterized by four essential components that legitimise it, in that it is
‘specialized, firmly bounded, scientific and standardized’ (p23). This model
appears context dependent and informed by the medicalised view of
healthcare in the 1980’s. It ignores the importance of experience and unique
individual situations which many doctors believe is the essence of their

practice.

Eraut (1994) in further attempting to articulate an epistemology of practice
describes four distinct but interconnected elements of professional practice
that echo elements in the medical consultants’ role and the clinical
experiences they describe in this thesis. These experiences link with other

philosophical and theoretical perspectives outlined later in this chapter.

The first element of professional practice (Eraut 1994) involves assessing
clients and or situations, sometimes briefly, sometimes involving a long
process of investigation and consultation. In this thesis it relates to achieving
a diagnosis and considering active versus passive interventions, identifying
which patients might benefit from SPC - this relates to ways of knowing and
knowledge. This is closely linked to the second element of decision making in

deciding what, if any, action to take both immediately and over a longer period
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(either on one’s own or as a leader or member of a team). Clinical
management in each of the clinical specialties and end of life care involves a
progression from small to large decisions. Thirdly, clinical judgement, where
past experience and intuition identifies an agreed plan of care which is
modified, reassessed and reconfigured when necessary. The final element
relates to the metacognitive monitoring of oneself, our patients and their
clinical journey and any contextual factors impacting. This sometimes
involves learning through reflection on the experience at the time and
retrospectively (Eraut 1994).

Eraut’s final element of the epistemology of practice links back to the work of
Schon (1987, 1991) in acknowledging the value of reflection in which the
importance of tacit knowledge in transforming knowing in practice to
knowledge for practice is apparent. Eraut’s (1997a) later modes of cognition
(see below), linking theory with practice appears to be largely derived from the
Dreyfus Model of Skill Acquisition (1980) in articulating the knowledge, skill

and ethos embedded in practice.

Table 2: Theoretical and Practical Knowledge (Eraut (2007).

Type of Process | Mode of Cognition

Instant/Reflex Rapid/Intuitive Deliberative/Analytic

Assessment of the| Pattern recognition Rapid interpretation | Prolonged diagnosis.
situation Review with discussion

and/or analysis

Decision-making | Instant response | Intuitive Deliberative with some

analysis or discussion

Care Planning Routinised action | Routines punctuated| Planned actions with
by rapid decisions | periodic progress

reviews
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Meta-cognition Situational Implicit monitoring. | Conscious monitoring
Awareness Short, reactive of thought and activity.
reflections Reflection for learning

Eraut (2007b) acknowledges the impact of the contexts in which the practice
takes place and this is akin to the concept of the life-world. He describes the
characteristics of ‘professional’ as being the human and physical environment,
relationships, patterns and conditions of work, culture, discourses, knowledge,
learning opportunities and agency. This, according to Montgomery (2006),
also links with the concept of ‘habitus’ whereby ‘physical symptoms are read

narratively, contextually and interpreted in cultural systems’ (p13).

3.3 THE LIFE-WORLD OF PRACTICE

The epistemology specific to a life-world approach emerged from the
phenomenological philosophy of Husserl and Merleau-Ponty together with the
interpretative activity supported by Heidegger and Gadamer. Their common
epistemological understandings, rather than their differences, support the
exploration in this thesis. Their mutual understanding is that life is visible in
experience and that their shared philosophical traditions seek patterns and
connections of meanings related to shared experiences as well as individual
experience. This builds on the earlier rationale for using IPA as the research
approach as it supports the integration of descriptive and interpretative
elements in an attempt to achieve a deeper understanding of the consultants’

individual and shared experiences.

The life-world, Husserl’s ‘Lebenswelt’, is one of the foundations of existential
phenomenological thought and refers to an essential structure fundamental to
human experience. The life-world can be described as the world that is
individually lived and experienced. It is made up of our internal experience of
our self, body, senses and relationships and the connection with the external
world and how that impacts on our experiences. A core principle of the life-

world, in relation to research approaches, supports giving value to
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participants’ experiences and the acceptance of these as ‘evidence’, again
linking to IPA.

From an interpretative perspective Heidegger does not use the term ‘life-
world’, instead he describes the concept of being-in the-world. For him this
implies an enduring reciprocity between human existence and the world.
‘Being’ however is more elemental than human awareness and knowledge
(Husserl 1970; Valle & Halling 1989; Heidegger 1995; Todres 2007). The
idea behind the life-world is that it reframes experience by focussing on the
individual’s lived, current situation within the context of their social world rather
than focussing on an internal introspection. This was described by the
metaphysical poet John Donne (1572-1631) in Devotions upon Emergent
Occasions as ‘No man is an island entire of itself; every man is a piece of the
continent, a part of the main’ supported almost four centuries later by the
phenomenological theorist Merleau-Ponty ‘man is in the world, and only in the
world does he know himself’ (1962:xi). This supports the perspective of
considering the relationship between the individual and the world, the unique
and the universal (Merleau-Ponty 1962, 1995).

The individual's life-world is pre-reflective. It is a sensing occurring
independent of thought or language. It links to the ideas of tacit knowing and
intuition that something is known inside that is a bodily sense or a felt
meaning. An example being when clinicians often describe having a ‘gut
feeling’ that something is wrong with their patients. Gadamer (1997) supports
the idea that the life-world is tacit but also that we live in the world as
‘historical creatures’ - that our past experiences as human beings are the
foundations that structure subsequent experiences. Thus the life-world is a
world of multiple possible meanings, it is never completely understood,
language and human understandings are inadequate tools to explain it and

there is always more (Gendlin 1997).
For Merleau-Ponty the connection between past and present experiences

encourages new and potentially synergistic understanding. This idea

supports the temporal aspect of the life-world in which the consultants’ past
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and anticipated experiences make for meaning which influences their
understanding and their practice. In this thesis it specifically focuses on how
their experiences influence their perceptions of palliative care and their
decisions related to palliative care referral. Meaning-making is never static. It
evolves, is contextual and unbounded, thus the life-world is a ‘horizon of

understanding’ (Husserl 1970).

The apparent paradoxical nature of the life-world is described by Valle &
Halling (1989) who suggest it is both independent of knowledge derived from
reflective thought processes and yet is pre-reflective, being the starting point
for all knowledge. In relation to medical practice they suggest ‘scientific

knowledge could not exist without the pre-reflective life-world’ (p10).

An adjunct to the life-world of practice is the concept of ‘habitus which is
defined as the shared and practical [practised] embodiment of the groups’
customary behaviour. It is a collective response inculcated by the context of
contemporary health care practice’ (Bourdieu 2006). Jenkins (2002),
suggests that our habitus, the '‘common sense' way we interpret and make
sense of the world, is affected and effected by the very specific elements
which make us individual such as our gender, class, age, ethnicity, political
and professional structures. Wacquant (2011), in an ethnographic study of
boxers, identified there are necessarily some historical, social and contextual
boundaries to our habitus which in turn provides infinite possibilities for
influencing inherent creativity by thoughts, perceptions, expressions and
actions (Jenkins 2002). The consultant’s ‘habitus’ is co-constructed by the
environment and society. There appears to be a shared understanding and
confluence between ‘habitus’ and the life-world that shapes their clinical

medical practice.

Merleau-Ponty (1962, 1995) identifies the intimate connection between
perception and language in understanding our being and the life-world. What
was vaguely known at the pre-language sensing level becomes clearer,
verbalisation and explanation of meaning changes the experience. Most view

language occurring as a secondary event as there is an element of searching
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for the right words in making clear an experience or phenomena. This
searching in adults is unconscious and we are only aware of it in
circumstances where the right choice of word is important. For the
participants in this research, this difficulty may be associated with finding the
words to share bad news or disclose an end of life prognosis. This is more
fully explored in Chapter 11.

The awareness and understanding of the life-world is a necessary condition
for knowledge. The life-world is a perception, precedes knowledge and is
‘being to the world’ explicating how we relate to and interact with the world
and how that relationship shapes our understanding and meaning (Merleau-
Ponty 1962, 1995). This links with later parts of this chapter which will
explore the philosophical, contextual and tacit dimensions of knowing.

The basic intentional structure of consciousness is explicated by reflection or
analysis and involves further shaping. Thus, phenomenology develops a
complex account or picture of experience: temporal awareness (within the
stream of consciousness), spatial awareness (notably in perception), attention
(distinguishing focal and marginal or ‘horizonal’ awareness), awareness of
one's own experience (self-consciousness, in one sense), self-awareness
(awareness-of-oneself), the self in different roles (thinking, acting), embodied
action (including kinesthetic awareness of one's movement), purpose or
intention in action (more or less explicit), awareness of other persons (in
empathy, intersubjectivity, collectivity), linguistic activity (involving meaning,
communication, understanding others), social interaction (including collective
action), and everyday activity in our surrounding life world (in a particular

culture) (Stanford Encyclopedia of Philosophy 2008).

Applying this intentional structure of consciousness, the phenomenological
dimensions of awareness, to medical practice indicates there is a clear
complementarity. Simplistically it may be described as the what, why, how
and who of awareness and their influence on our relationship with the life-

world.
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These structures of consciousness appear closely related to the
phenomenological dimensions of the life-world described by Ashworth (2003,
2006, 2008). Building on the earlier insights of Husserl, contemporary
phenomenological theorists propose that there are certain necessary
characteristics of the life-world which facilitate our understanding of it
(Ashworth 2003; Ashworth & Cheung Chung 2006; Ashworth 2008; Todres
2007a; Dahlberg et al 2008). Ashworth (2003) identified eight aspects, or
fractions, of the life-world, being heuristically derived and linked to human
existence as being:

e Embodiment. how does the situation alter one’s relationship to and
understanding of one’s body?

e Temporality: how is one’s sense of time, biography, duration affected?

e Spatiality: how is one’s understanding of places and of space affected
by the situation?

e Sociality/relationality: how are one’s relations with others changed by
the situation?

e Selfhood: what does the situation mean for one’s sense of self, one’s
identity and agency?

e Project: how are the things one is committed to and which are central
to one’s life affected?

e Discourse: what language and discourses are used to describe and live
the situation or experience?

e Mood: how does one’s mood alter one’s way of being in the world?

(Adapted from Virginia Eatough’s course material, Masterclass April 2011)

Ashworth (2003) discusses how the fractions of the life-world impact on a
situation, in this thesis they will be used to explore the consultants’ situations,

their experiences, and promote understanding.

Finlay (2010), from an interpretative perspective, proposes at least five
different dimensions of Being-with, suggesting there may be value in
embracing them more actively in our research encounters. On reflection they
also appear to resonate with, and inform, elements of the clinical encounter.
Being-with encompasses:

e Embodied Being-with (which involves responding to each other on
physical and nonverbal level)

e Person-to-person Being-with (connecting with the other at the level of
cognition and emotions)

e Intra-personal, transferential Being-with (unconscious dynamics are
played out between)
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e Structural, cultural Being-with (where aspects related to social
positioning are involved)

e Transpersonal Being-with (connecting with the other at a more soulful
or spiritual level)

Thus used together these phenomenological and interpretative life-world
approaches attempt to work out the dimensions of awareness that construct
individual experience. A person’s thoughts and feelings being made clearer
by reflection and analysis contribute to a way of helping them understand their
experience. The implication is that this experience is evolutionary and not
static and that it is through experience that the surrounding world becomes
meaningful (Dahlberg et al 2008).

Theories about life-world and intentionality precede each other. They are
confluent each with the other, both impacting on experience but also offering a
unique perspective. Intentionality as a phenomenological term refers to the
relationship between an individual and the object or events of his/her
experience. In this thesis it is their personal experiences, clinical and
professional practice that informs and is informed by this connection
(Ashworth 2003, Dahlberg et al 2008). Translating to medical practice, their
clinical experience is comprised of signs and symptoms of disease and its
progression, the context of health care, the individual patient and their world.
Their experience is contextualised and influenced by the macro, meso and
micro levels of health care as outlined in the introduction to the thesis (Pilgrim
& Rogers 1999).

For this thesis, the dimensions of the life-world will act as a ‘lens’ with which to
view and interpret the data. This is consistent with the phenomenological and
interpretative activities associated with IPA (Smith et al 2009) and the
reflective life-world approach. This supports the aim to be sensitive, open and
curious throughout the ‘research journey’, and this author’'s engagement with

the participants and their experiences (Dahlberg et al 2008; Moodley 2009).

The temporal, spatial and linguistic dimensions of the life-world will perhaps

be more dominant in the exploration and subsequent discussion. The
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temporal will focus on the consultants’ personal and professional biographies,
their life experience and lived experiences. The spatial relates to the clinical
aspects of professional practice and the multi-professional pluralistic health
and social care context in which that practice takes place. The linguistic
dimension explores the language and discourse used to describe and live
their situation (Ashworth 2003; Dahlberg et al 2008; Moodley 2009). On
consideration these dimensions are unlikely to reflect the full account of the
essence of life-world of each participant, or of all participants, and it is
important to be mindful of Merleau-Ponty’s (1962, 1995) assertion that the

verbalisation and explanation of meaning changes the experience.

When we are aware of something (an object) we are in relation to it and it
means something to us. In this way, the individual (the subject), and his/her
world (the object), are mutually co-constituted or co-created. It is a world that
is lived and experienced. It is ‘not an objective world “out there”, but a
humanly relational world’ (Todres et al 2007:55). In the life-world, the
individual’s awareness is always focussed on something in or about the world;

it is always awareness of something.

The phenomenological concept of intentionality, focuses the data analysis and
subsequent discussion in this thesis. Husserl (1998) describes noesis and
noema as two aspects of intentionality. Noesis is the process of thought,
while the noemata are the things that are thought about, both are a means to
explain objective meaning. Thus, noesis and noema correspond respectively

to experience and essence which form the foundation for understanding.

Hermeneutics is about understanding, it tries to elucidate and make explicit
our practical understanding of human actions by providing an interpretation of
them. The understanding of the experiences of the consultants was achieved
by constantly listening (and re-listening) to their interviews, describing and
interpreting their experiences — this is the essence of IPA in that the
researcher is making sense of the participant who is making sense of their

experience, the double hermeneutic activity.
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This approach appears congruent with an understanding of the structures of
the life-world, the individual’s experience, as discussed earlier in the thesis.
The hermeneutic circle is an acknowledged way of thinking about data in IPA
research. Valle & Halling (1989), writing earlier, describe it as more of a
hermeneutic spiral, that in the search for understanding we never return to the
place we started. It would appear that the search for understanding is more
akin to the DNA double helix whereby the descriptive and interpretative
elements are interlinked or entwined to achieve understanding (create life) but
each individual base pair element, the building blocks, are crucial and
important to the creation of a particular or unique understanding (life). The
base pairs supporting this understanding are the temporal, spatial and
discursive elements of the life-world, matched with the elements of clinical
thinking, knowing and decision making. The embodied element of the life-
world is where being and knowing meet and link specifically with the
interpretative element of the participant’s experience.

3.4 KNOWING

This element of the literature review will attempt to distinguish between the
different types of knowing and knowledge, how it is acquired and mediated
and finally how it is applied in clinical practice and becomes part of the

consultants’ professional activities.

Knowing is distinct from knowledge. Knowing is an individual human process
of perceiving and understanding oneself and the world in ways that can be
brought to some level of conscious awareness. Not all that is comprehended
in the process of knowing can be explicated, shared or verbalised
(communicated). When knowing is shared, communicated and expressed
linguistically or in actions and outcomes it becomes the knowledge of a
discipline (Chinn & Kramer 2008).

3.4.1 Philosophical and historical antecedents of knowing.
In Western philosophy understanding is supported by the premise of multi-
faceted and imaginative knowing. The philosophical and historical exploration

of knowing initially proceeded in a systematic manner identifying how
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chronologically theories evolved. Later it became more of a recursive
approach characterised by the challenging, supporting and evolving of
theories, with much philosophical debate appearing partisan or polarised in
approach (Welbourne 2001; Shand 2002).

Early philosophers, such as Socrates (470-399 BC), supported the idea of
rigorous self-enquiry and questioning of ideas to establish knowing, stating
‘that the unexamined life is not worth living’. Two millennia later this has been
incorporated into the idea of reflection. The justification of a belief confers on
it the status of knowledge and forms the basis for modern epistemology. This
idea is also supported by the relativist philosophy of Plato (427-347 BC) who
locates knowledge within frameworks of understanding that are influenced by
our history, culture and critical perspectives. These chime with the concepts

of the life-world and ‘habitus’ discussed earlier.

Aristotle’s Metaphysics (384-322 BC) in considering the application of
knowledge suggests there are three possible benefits from its acquisition.
Firstly, knowing is desirable to gain understanding of the world (which is
consistent with the earlier ideas of Socrates and Plato). Secondly, it is useful
to solve relevant problems which he describes as phronesis or practical
reasoning. Thirdly, knowledge is of benefit simply for its own sake without
having a practical purpose, this being theoretical or real knowledge (Aristotle
trans. Lawson-Tancred 2004). Aristotle’s notion of phronesis became one of
the catalysts for Montgomery’s (2006) contemporary debate and exploration

of ‘How doctors think’.

Descartes’ (1596-1650) relativist explication of knowing accepted nothing as
true. The difficulties in recognising the truth for him involved undertaking a
multi-layered reflective process moving from the simple to the complex. Later
authors categorised these processes as intuition, deduction and enumeration
and formalised the process of reflection as a means for enhancing knowledge
and understanding (Keeling cited by Schon 1987). Polanyi (1974) and Kuhn
(1996), appear to return to this relativist tradition as part of considering

scientific uncertainty in relation to professional practice.
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In contrast, Locke (1632-1704) saw empiricism as the belief in absolutes and
truths that are justified by examination of the human mind and the privileging
of experience as the essence of reason and knowledge. Kant (1724-1804)
criticised the superiority afforded to experience proposing that knowledge is a
combination of experience and reason. That knowledge does not always
originate in experience, it contains elements of certainty, patterns that can be
universal, that exist prior to experience, prior to thought, that relate to intuition,
these he describes as ‘pre-existing elements in the mind’. It is knowledge that

pulls things together and provides a link with aspects of the life-world.

In the early 20th century the logical positivist movement held the highest
regard for facts, empirical data and experiments as the basis of science,
supporting the empirical hypothetico-deductive approach. Popper (1902-
1994), rejected the idea of the empirical consensus that scientific theories
could be proved true. His theory of falsification relies on the belief that even
when a scientific principle had been successfully and repeatedly tested it is
not necessarily true; rather it had not yet been proved to be false. Knowing as
described by Popper appears objective, in that it was independent of the
subject and had both an ontological and ‘truthlike’ status. Thus for him the
growth of human knowledge proceeds from our problems and from our
attempts to solve them. Chomsky (Krauss & Carroll 2006) also believes that a
scientific background is important to teach proper reasoning, but agrees that
science in general is inadequate to understand complicated problems like
human affairs. Scientific information has a place in medicine, in clinical

thinking and knowing, in that it reduces but does not remove uncertainty.

Dewey (1910) supported and evolved the earlier pragmatic belief of phronesis
that knowledge is only significant when coupled with action and that nothing is
either true or false — it either works or does not. In essence practical
application was all. This resonates with knowing in and for practice and the

experience of the consultants.

Kuhn (1996) contributed to the development of understanding the progress of

knowledge, moving on from the positivist scientific tradition. His epistemology
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of science being dynamic not linear, postulating that periodic revolutions (later
described as paradigm shifts) suggest new approaches to understanding and
puzzle solving that had not been considered before. He highlighted the idea
that knowing is relativistic not absolute and that the idea of being value free is
misguided, that the subjective perspective can never be discounted.

Polanyi (1961, 1974) also opposed the traditional positivist explanation of
science in that it failed to recognise the importance of personal perspectives.
He stated, like Popper, that scientific objectivity is a false belief as it is
mediated by personal experience and ‘tacit (silent) knowledge’, that is
knowledge which is understood and implied without being explicitly stated or
known. He refines this idea as being ‘personal knowledge’ which is supported
by identifying phenomenological, instrumental, semantic and ontological
aspects which are influential in the development of tacit and personal knowing
(Polanyi 1974).

Both Kuhn and Polanyi concur that scientists’ subjective experiences
contribute to the contemporary position of medicine and health care as
relativistic and evolving disciplines. Toulmin’s (1976) evolutionary holistic
perspective and approach to knowing (in contrast to Kuhn’s revolution)
suggested that the future development of science should be heuristic and
needs to acknowledge and support continuity and change. He identifies the
dilemma of separating the practice of knowledge from its theoretical base as
similar to separating science from epistemology. For him knowing and
understanding occurs primarily on an individual level, akin to Polanyi’s (1974)
personal knowing, prior to it moving into the ‘real world’, linking with the
phenomenological concepts of habitus and life-world (Jenkins 2002; Ashworth
2003). This idea is supported by historicism, a philosophy of science that
ascribes importance on the context and processes in which scientific, hence

clinical, activity takes place (Toulmin 1993).
Contemporary philosophers of science, exploring doctors’ stories, from an

analytical perspective, appear to concur that all knowledge, empirical and

human, is inevitably subjective and contextual (Fox 1980; Schén 1987,
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Cassell 1991; Hunter 1991; Malterud 1995; Montgomery 2006). In relation to
health care, knowing is context—-mediated, informed by tradition and by
knowledge transfer or acquisition from many sources (Hood 2010). In an
attempt to categorise the concept of knowing, and locate it in health care
practice, Hood identifies three processes derived from philosophy.
Rationalism, the belief in the possibility of knowing truth by thinking and
reason that is independent of experience, empiricism, believing that the only
source of certainty about knowledge is immediate verifiable experience and
intuition, ‘just knowing’ that is subjective and personal, validated through
experience and interaction with others. These processes are linked to the
different types of knowing that characterise medicine. They are not only
related to the series of actions associated with scientific inquiry but are

subjective and influenced by the interpreter’s prior understanding.

There is also the need for knowing to go beyond technical learning to what is
described as ‘communicative knowledge’ (that is, the knowledge that results
from engagement and interrelationship with others) and as ‘self-reflectivity’
(that is, the knowledge of deep understanding, including of self as knower)
(Habermas 1973a; 1973b). This is contrary to the historical idea of a priori
knowledge that rests on empirical justification that is independent of

experience.

In answering the question, ‘is knowledge dependent on the knowing subject or
independent of it?’ the ontological assumption proposes that knowledge can
be divided into two types, objective and subjective. Objective knowledge is
logically constructed through the belief that certain things exist apart from
human knowledge or our perception of them, that it is possible to separate
evidence from beliefs and that generating evidence is the core of knowledge.
The second type, subjective knowledge, is inductively constructed through
reason, with some authors suggesting that knowing is subjective knowledge
(Berger & Luckman 1966; Polanyi 1974; Popper 2002). This feels rather
reductionist in approach and will be further explored in the next section which

attempts to explore knowing in relation to clinical practice.
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3.4.2 Clinical knowing: knowing in and for practice

The underlying questions to be explored in this section of the literature review
that are also explored by the thesis are: what kind of knowledge is medical
knowledge and is it unique? In considering this epistemological question from
a deeper perspective the exploration also considered the experience of being
a medical consultant and their life-world, their way of being in the world,
explored in the first part of this chapter.

As has been demonstrated in the previous section knowing and thus
knowledge is ‘a multidimensional dynamic construct’ (Sturmberg & Martin
2008:767). Practices are activities engaged in by human beings, there is a
difference between practice that relates to physical objects and those that
relate to human beings. This early distinction was first recognised by Aristotle
who used the word poiesis to describe production or manufacturing based
activities and praxis that describes activities pertaining to human beings.
Each of these activities requires different kinds of reasoning and different sets
of skills to accomplish them. Making something requires knowledge of the
steps and skills for transforming raw materials into an object, described by
Aristotle as techne. Actions, as in clinical medical practice, which aim to
support the human good in a specific situation he describes as phronesis.
This is the practical knowledge required to support clinical activity which can
be described as knowing that and knowing how these relate to actions that
seek to accomplish good in response to human needs. From both social
psychology and psychoanalytical perspectives Epstein & Ogdens’ (2005)
study of GPs’ managing obesity connect with Aristotle’s thoughts and
identifies these two distinct kinds of thinking processes. These are the
experiential and the rational — experiential being associated with practical

wisdom, phronesis, and rational with techne. (Aristotle 1985, 2004).

Aristotle (2004) emphasised the importance of practical wisdom (phronesis),
the ability to judge what to do in concrete situations and because practical
wisdom cannot be reduced to formal directives, he emphasised that education
should aim to inculcate habits and promote the internalisation of ways of

seeing, feeling and acting, rather than simply to impart rules (Shand 2002).
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Aristotle’s approach, two and half millennia later, is endorsed by Montgomery

(2006) who asserts that clinical medicine remains an interpretative activity.

Medicine’s success relies on the physicians’ capacity for
clinical judgement. It is neither a science nor a technical
skill (although it puts both to use) but the ability to work
out how general rules - scientific principles, clinical
guidelines — apply to one particular patient. This is- to
use Aristotle’s word — phronesis, or practical reasoning
(Montgomery 2006:5).

Montgomery’s (2006) work was written and informed by the personal context
of her 28 year old daughter's diagnosis of breast cancer which, in the
narrative, she acknowledges as having influenced and informed her
perspective. This supports the concepts of personal knowing, in the
participants’ stories in this thesis of the personal impacting on the

professional.

Gabbay & leMay (2011) argue that Aristotle’s distinction is useful in making us
think about knowledge differently. His idea of phronesis focussed on the
practical elements of ethical and political decision-making in practice but does
not support ‘the professional craft or tacit knowledge’ (p220) that this thesis is

trying to explore and understand.

Michael Polanyi (1974) has argued that we know more than we can tell and
that this tacit knowledge underlies all of our more explicit knowledge. Related
themes emerge in Gilbert Ryle's (cited by Shand 2002) distinction between
knowing-how and knowing-that, which emphasises the characteristic between
knowing how to do something (for example taking a blood pressure) and
knowing that some particular proposition is true (such as water boils at
100°C). This is similar to Aristotle’s distinction but does not relate to knowing

as doing good and responding to human need.
Tacit knowing is also present in Pierre Bourdieu's linguistic and contextual

notion of habitus, a routine way of behaving often unquestioned because of its

inherent nature. Thomas Kuhn (1996) likens the learning of science and

74



medicine to an apprenticeship in which one acquires not just explicit
knowledge but also habits and skills. Both resonate with the model of medical
education at undergraduate level and during post-qualification professional

development (Dreyfus & Dreyfus 1986).

Clinical knowledge is personal and it is discovered, it has both overt and tacit
dimensions. Practical knowledge is divided into knowing what — naming facts
and relationships and knowing how - which is about explaining and
performing procedures. In medicine a distinction is made between
propositional knowledge, which underpins and enables professional action
and practical know-how which is inherent in and cannot be separated from the

action itself.
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Fig 3. The four core structural dimensions of personal epistemology: certainty of knowledge,
simplicity of knowledge, source of knowledge and justification for knowing (Hofer & Pintrich,

1997).

In clinical practice all action arises from knowing ways of being and doing that
represent what is known and what is knowledge. As discussed in the first part
of the chapter it varies across time, place and person. It is also constructed
by the individual and for the individual through social processes, systems of
language and discourse which is mediated by continual challenge, evolution

and reframing.

Clinical thinking and knowledge in practice have been investigated, validated,
challenged and disseminated by the use of the ethnographic and

phenomenological qualitative research approaches either alone or as part of
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mixed methodology rather than quantitative biomedical enquiry (Dreyfus &
Dreyfus 1980; Benner 1984; Atkinson 1995; Malterud 1995; Hunter 1996;,
Malterud 2001; Montgomery 2006; Gabbay & leMay 2011). The researchers
involved were from nursing, sociological, psychological, linguistic and medical
backgrounds.

Clinical knowledge consists of interpretive action and interaction, factors that
involve communication, opinions and experiences. Although evidence-based
medicine is widely accepted as the basis for practice, it cannot refute the fact
that clinical decisions and methods of patient care are based on more than
empirical data (Sackett et al 2000; Malterud 2001; Gabbay & leMay 2011).
Although science supplies medicine's ‘gold standard’, knowledge exercised in
the care of patients is, like moral knowing, a matter of narrative, practical
reason (Hunter 1991; Montgomery 2006). Tacit knowing is held and applied
by proficient/expert practitioners and represents a valuable form of clinical
knowledge derived and acquired through experience (Dreyfus & Dreyfus
1980; Benner 1984; Atkinson 1995; Montgomery 2006).

The knowledge impasse for physicians is described by Montgomery (2006), in
that they ‘must learn not only what course of action will be most likely to
benefit the patient (even when the choices are not good ones) but also what
to do when information is conflicting or unavailable’ (p4). This supports the
eclectic approach to knowing taken in this thesis, in attempting to explore and
understand what types of knowing influence referral to SPCS. It focusses on
consultant (acknowledged by their position as expert) physicians in an attempt
to reflect on their experiences and to understand and articulate knowledge

about what is going on for them in relation to their practice (Smith et al 2009).

Without considering all of the patterns of knowing, their role in practice would
be uncritical with a narrow focus and interpretation with no single right
approach, but many choices. In this thesis the overview of the conceptual
frameworks of knowing and knowledge suggest a tacit and tentative

recognition and significance of these multiple patterns and perspectives.
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There is no ownership of knowledge, with many arguments about borrowed
versus unique bodies of knowledge (Bonis 2009). This thesis seeks to
support the more inclusive and pluralistic approach to understanding clinical
thinking and knowledge in practice. This is contrary to the assumption that it
Is necessary for a discipline to have a unique corpus of knowledge in order to
establish a clear and distinct identity (Edwards 2001). It does not however
negate the clear distinction and difference between medical practice and that

of nursing and other health care professionals.

For medicine the knowing patterns or typologies appear implicit and linked to
the narrow philosophical concepts of empirical and tacit knowing (Hunter
1996). Carper’s (1978) work initially described and extrapolated four patterns
of knowing: empirical, aesthetic, ethical and personal as informing nursing
practice. Each pattern has both a theoretical and clinical ‘expression’. This
broadening of knowledge makes it distinct from pure empirics, the other
knowledge patterns being an adjunct or synergistic to empirics - their

combined effect being greater than the sum of the individual effects.

Empirical knowing draws on the traditional ideas of scientific knowledge,
considering underlying principles and techniques often procedural. Aesthetic
knowing expects a deep appreciation of the meaning of a situation and its
transformation into practice often creatively, the art of professional practice.
Personal knowing is largely autobiographical, acknowledging the validity of
feelings, experiences and reciprocity, the knowing of one’s own self may
enable the knowing of others. Ethical knowing evolved from the moral
characteristics of the individual to the professional requirements of duty and
responsibility, it is about what ought to be done in practice (Carper 1978).
These ways of knowing have been linked to medical practice in ethnographic
and observational studies (Hunter 1991; Montgomery 2006) and in exploring

doctors’ professional judgement (Fish & Coles 1998).
Later authors have evolved these ways of knowing into more contemporary

models relevant to 21% century health care. Munhall (1993) added

‘unknowing’ and White (1995) identified socio-political knowing. Belenky et al
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(1997) formulated a theory consisting of five types of knowing from which
women perceive themselves and approach the world which linked closely to
the work of these theorists who were all women. Most recently, Chinn &
Kramer (2008) reframed socio-political knowing as emancipatory knowing
derived from recognition of inequities and injustices in health care and the
acknowledgement of individual differences and experiences in relation to
health care actions. It highlights individual, local, national and global
responsibility that links with the macro, meso and micro levels of health care
practice (Pilgrim & Rogers 1999). Practitioners are required to function at all
these levels which in turn demands complex and sometimes dissonant

knowledge.

These ‘ways of knowing’ will be used to support the discussion section of the
thesis. Knowledge is a construction that varies across time, place and
person. Medicines ways of knowing rely on two essential tenets. Firstly,
practice is complex and thus it follows that its knowledge base is eclectic,
relying on more than a single source of knowing. Secondly, empirical
knowledge alone is not a sufficiently robust foundation and is inadequate to

represent the complexity of the practice arena (Chinn & Kramer 2008).

3.4.3 Medical knowing

The public perception of medical practice is that it is grounded in a rigorous
scientific knowledge base (Hunter 1991; Gabe et al 1994; Atkinson 1995;
Lupton 1997, 2003a; Montgomery 2006) that negates other aspects of
knowing. Dreyfus & Dreyfus’ (1980) model, if used as a philosophical
approach rather than a theory, enables an exploration of ways and patterns of
knowing beyond the empirical and considers its application and interpretation

in practice.

Wyatt (1991) describes two types of medical knowledge. Low level
knowledge is about the structure and function of the body, diseases and their
causes, special investigations and treatments and is all acquired during under
and postgraduate training resonant with the hypothetico-deductive

approaches, as well as knowing derived from the logical positivistic paradigm.
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High-level knowledge is derived mostly from clinical experience which enables
skilled practitioners to organise evidence and make wise decisions using the
processes of ‘knowledge soup’ leading to pattern matching. Her approach
links with the idea of expertise moving the debate beyond the novice to expert
levels of practice described earlier (Dreyfus & Dreyfus 1980; Benner 1984,
Dreyfus & Dreyfus 1986).

Medicine, not uniquely or privileging, is more of an art with skills passed on
through apprenticeship that acknowledges the importance of senses and
feelings in developing expertise (Atkinson 1981; Gordon 1988). From a
sociological perspective Atkinson suggests that contemporary clinical practice
is underpinned by personal, traditional and scientific knowledge. Bloor’s
phenomenological perspective recognises that professionals have stocks of
‘recipe knowledge’. Atkinson reconceptualises this as being recipes for

action, a cookbook for knowledge and action (Atkinson 1984).

Consistent with public perceptions of medical practice, there is a misleading
distinction made between hard, external, scientific (objective) evidence and
softer, value-laden, personal (subjective) evidence. Critical reflection
encourages examination of all evidence achieving an equipoise that
contributes to knowing in practice and guides, or ought to guide, best practice
(Avis and Freshwater 2006). The aim of the methodological approach, IPA,
used in this thesis seeks to bring out the value and achieve understanding of
the consultants’ subjective (softer) personal experience and how it links with

clinical thinking and knowledge in practice.

This more personal approach is demonstrated by Hunter's (1991)
ethnographic narrative study of the interaction between physicians’ teaching
and learning to take care of patients. She questioned how medical knowledge
is acquired and observes how doctors are ‘professionalised’. Her approach
demonstrated that medicine is not based on scientific principles or knowing
alone, it relies on interpretive elements which facilitate the doctor’s

understanding of their patients. She describes medicine as:
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interpretive activity, a learned inquiry that begins with the
understanding of the patient and ends in therapeutic
action on the patients’ behalf (Hunter 1991:xx).

Hunter asserts that medicine is not and should not be a science. It is not just
about diagnosing an illness, it is about that illness being understood and
treated, that is the interpretive (non-scientific) element. Her observations
identified that doctors begin with the effects of illness, the symptoms, and
investigate backwards to elicit the cause. The distinction she makes between
interpretive and scientific, objective knowing is based on the
misunderstanding of it being a science which has reductionist consequences
whereby the clinical focus is on the diagnosis of disease rather than the care
of someone who is ill. Her call for a more holistic and human approach to
medical practice initially met with little success but is now much more an
accepted concept in medical practice and supported by phenomenological
inquiry (Fish 1998; Polkinghorne 2004; Gabbay & leMay 2011).

Hunter (1991), in her introduction to Doctors’ Stories, observed the
practitioners role as ‘observing, testing, interpreting, explaining and taking
action’ on behalf of their patients. Her thesis describes medicine’s ways of
knowing and its methods of transmitting that knowledge. Clinical medicine is
the exercise of practical knowledge and medical education leading to the
inculcation of a craft linking back to the apprentice model (Dreyfus & Dreyfus
1980; Benner 1984; Cassell 1991; Kuhn 1996). Montgomery’s work supports
the idea in this thesis of the pluralistic nature of clinical knowing and thinking

that supports the focus on the individual patient.

Lupton’s (1997) sociological empirical study attempted to elicit Australian
doctors’ experiences of medical practice in the late twentieth century. It was
contextualised by apparent increasing cynicism towards the expert knowledge
of medicine in Australia. In describing what made a good doctor, the central
tenets were empathy and good communication especially in relation to the
ability to make difficult medical decisions in the face of uncertainty. Therefore,

intrinsic to contemporary medical practice is the requirement for professional
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reflexivity on their clinical experience which enables them to develop

knowledge of and deal with patients’ individual needs and expectations.

In an attempt to arrive at a conceptualisation of knowing that fully embraces
the whole of health care practice Upshur (2000) appears to have been
influenced by Carper's Ways of Knowing (1978) in developing a conceptual
model of evidence in practice. The approach was different in that it
considered the concept of evidence, rather than knowing, identifying that both
are derived from a broad epistemological base. The idea of empirical
evidence was extended to include philosophy, interpretation and political
theory, this was a conceptual shift from the traditional biomedical model. The
justification for this stance derives in part from the move to more inter-
professional working within a holistic framework that underpins contemporary
pluralistic health care practice. These chime with modified ways of knowing
outlined by Chinn & Kramer (2008).

This is contrary to the apparent contemporary dominance of evidence-based
practice (EBP). EBP emphasises the value of scientific evidence which,
although appropriate in ensuring the individual receives correct treatment and
thus effective care, perhaps undervalues the role of clinical judgement and
individual expertise. It de-emphasises the non-scientifically determined
sources of knowing in relation to clinical decision-making and interpretation of
empirical evidence (Sackett et al 2001; Kirkham et al 2007).

Di Censo et al (2005) developed a model of evidence based clinical practice
and decision making that requires knowing in all knowing domains, whilst
acknowledging the centrality of clinical expertise. This is clearly an attempt to
reconcile the two binary opposite paradigms of evidence based practice and
holism which has been further developed by Gabbay and leMay (2011). By
ethnographically examining how clinicians develop and use clinical knowledge
in their daily practice, Gabbay and leMay (2011) concluded that they use
‘mindlines’. These are internalised, collectively reinforced tacit ‘virtual’

guidelines. They exemplify the composite and flexible knowledge that
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clinicians require in and to practice, offering an appreciation of both the
individual and shared ‘community’ of practice:

Mindlines also have a much deeper and more pervasive
function than merely guiding the diagnosis and
management of patients: they both embed and express
professional norms and values (Gabbay and leMay
2011:169).
The collective norms (outlined in the table below) enable professionals to
practise in a way that meets the demands they face as individual practitioners
and team players. This thesis seeks to explore the experiences and decision-
making practice of the consultants in order to make known and embody their

life-world and ‘habitus’ to achieve a reciprocal understanding.
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Table 3: Ways of conceptualising mindlines using Spradley’s (1997)
analytical framework cited by Gabbay and leMay (2011:45)

Mindlines are ‘kinds of’:

experiential knowledge in practice

prior knowledge ‘in my head’

‘grit in the brain’

personalised mental checklists

elastic practical routines

amalgams of different kinds of knowledge

flexible pathways that encompass all the practical roles
adaptable, fuzzy logic that accommodates conflicting roles
socially constructed patient pathways

triggers for different strategies for care.

They are also:

bounded areas of acceptable practice

rooted in early training

developed through grazing many types of professional, scientific and
commercial literature, including published guidelines

discussed and shared at relevant meetings

modified by exchange with colleagues and experience with patients
collectively as well as individually held

adapted - but also reinforced or entrenched — by continuing education
checked against trusted sources of expertise

flexibly adapted to individual patients

open to plasticity of performance

capable of absorbing change but tending to revert to the ‘default
setting’

affected by social, economic and organisational demands

shaped by local factors

ways to change practice

This mindline list has helped identify an appropriate way of looking at the

research participants’ stories of their experiences. It has also provided a clear

representation of the complexities, challenges and difficulties intrinsic to

professional practice and decision making. It has enabled the thesis to be

presented in a way that is inclusive of the concepts of knowing, expertise,

decision making, life-world, ‘habitus, language and metaphor. Mindlines

provided a virtual gestalt to support understanding of the experience of the
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research participants. With the increasing dominance of the virtual world in
twenty-first century society, a virtual construct such as mindlines for
explicating clinical thinking and knowledge seems apposite. In this thesis, as
a framework, they enabled construction of conceptual mind maps that helped

deepen the exploration and understanding of the participants’ experiences.

3.5 DECISION MAKING

Medical consultants, having the clinical responsibility for their patients’ care,
use clinical knowing and thinking to make decisions about that care -
specifically in this thesis decisions regarding referral to specialist care. The
next section will explore decision making in the context of medical uncertainty
and judgement based care. Expertise and competence is included because
as medical consultants these elements are acknowledged as a requirement of

their role and might influence their decision making (Eraut & duBoulay 1999).

Psychological literature has focussed on decision making as an exemplar of
medical expertise, suggesting there is a development of knowledge,
diagnostic skill and intuition along a linear continuum from novice to expert
(Dreyfus & Dreyfus 1980). Lakoff & Johnson (1999) argue that human
thinking is a bodily, as well as cerebral, activity and is defined by a universal
set of characteristics irrespective of the particular knowledge base:

e Thinking arises from the nature of individuals’ brains, bodies and
bodily experience

e |t is an evolutionary process and that is shared by other developed
forms of life

e Thinking is not universal but is a capacity shared by all human beings -
it operates mostly out of awareness

e Thinking is emotionally informed in meaning making

e |t often uses metaphor and imagination as a way of illustrating
thinking.

These characteristics appear directly relevant and impact on how

professionals think and act in practice.

Dreyfus and Dreyfus’ (1980) model of developing expertise provides a means
of assessing and supporting individual progress in the development of skills or

competencies and offers a definition of an acceptable level for the
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assessment of competence or capability. The ‘expert’ level does not signify
that development stops at expert practitioner level as they too need to
evaluate their practice and keep up-to-date with new experience.

Expertise linked to competence is further developed by Miller (cited in Peile
1990), his hierarchy of competence (see below), is represented as a pyramid.
The levels are cumulative indicating that the lower levels need to be achieved
as the foundations on which to be built. The expert practitioner would work
and demonstrate competence at all levels.

Shows how

/ Knows how \

Know

Knows about Awareness levels which
—<— may underpin higher
levels of knowledge

Heard of

Fig 4: Miller's pyramid of assessable competencies adapted to include levels of
awareness. Peile E BMJ 2006;332:645 (18 March), doi:10.1136/bmj.332.7542.645

An expert is someone who is recognised not just by what they do, through
their actions, it is about the knowing and the knowledge that underpins those
actions. A process of knowing develops the knowledge. Triggers promoting
physician learning distinguish between those prompted by problems raised by
current individual patients and those required to improve proficiency in a
specific area of practice. Expertise in medicine is domain specific. For the
cardiologists, oncologists and old age psychiatrists their specialist practice is
legitimised by the substantive field of knowledge they possess and command
and the techniques they possess in applying that knowledge into the specialist
area of practice. Experience is thus not the sole determinant of expertise, it is

how that experience is manifested in practice that demonstrates expertise.
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Competence is defined as the ‘ability to perform the roles and tasks required
by one’s job to the expected standard’ (Eraut & duBoulay 1999:11). In
medicine this is usually achieved through independent action. There is a clear
distinction in medical practice between competence, (what a doctor can do),
and performance, (what a doctor does do). Clinical performance is impacted
on by many factors both internal and external. This links with Chapter 2 which
explored the structural context of care.

Experienced knowing is clinical judgement. Medical expertise includes both
competence and clinical judgement. Its knowledge base is characterised by
much uncertainty, its application is influenced by professional judgement and
the use of practical reasoning in the care of patients: ‘the wise decision made
in the light of limited evidence by an experienced professional’ (Eraut
1994:17).

3.5.1 Medical uncertainty

Aspects of medical practice are characterised by apparent uncertainty
(Timmermans & Angell 2001). This is particularly evident in care at the end of
life especially related to prognostication (Christakis 1999). This uncertainty
has been characterised by Hall (2002) into three elements:

1. technical uncertainty occurring from inadequate, incomplete and fast
moving scientific knowledge which for this thesis may relate to the
difficulties associated with prognostication

2. personal uncertainty which is intrinsic in the doctor/patient and inter-
professional relationships

3. conceptual uncertainty which arises from a difficulty in applying
abstract criteria to concrete situations. This is illustrated in this thesis
by the application of clinical guidelines and pathways for care and the
application of past experiences to current patients.

An additional facet of conceptual uncertainty that impacts on end of life care is
the universal, ‘existential’ uncertainty of the future which impacts on all clinical
decision making. It is conceptual uncertainty that appears to remain constant
despite increasing experience, whereas technical and personal uncertainty
may lessen (Beresford 1991; Hall 2002; Ghosh 2004). In particular end of life
care is affected by the establishing of a prognosis or ‘diagnosing dying’ as

much clinical diagnosis is inference. Ghosh (2004) suggested an additional
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element of behavioural uncertainty on the part of clinicians that may have a
greater direct impact on patient care.

These categories highlight the complexity of uncertainty and its impact on
practice. Writing initially in the 1950’s, and more recently, Fox (1980)
highlights the apparent dichotomy with uncertainty being both a problem in
clinical practice but also an almost essential quality of medical knowledge and
practice. She suggests medical training for uncertainty being a necessary
part of the curriculum (Fox 1980). In much sociological writing there appears
an implicit negative connotation associated with medical uncertainty.
However, by reframing the concept it is possible that uncertainty is right and
proper in medical practice that deals pragmatically with human beings in
difficult circumstances within the context of incomplete and limited medical

knowledge.

The distinction or binary opposites (discussed later in Chapter 11) between
theory and practice or between empirics and experience is not drawn in order
to contrast ‘certainty’ and ‘uncertainty’. Both are ways of supporting
knowledge in and for clinical practice. Atkinson (1984) argues that student
doctors and practitioners are not paralysed by this uncertainty:

Personal knowledge and experience are not normally

treated as reflections of uncertainty, but as warrants for

certainty. The primacy of direct experience is taken to

guarantee knowledge which the student and practitioner

can rely on (p953) (authors’ emphasis).
There is some evidence that as practitioners acquire greater knowledge and
experience this uncertainty diminishes. Their remaining uncertainty is linked
to the limitations of medical knowledge itself and the complexity of the human
experience which is not amenable to management. This links with the idea of
medicine being more than an art and a science - it is so much more

(Montgomery 2006; Wellberry 2010).
Literature and professional practice suggests there are clear links between

uncertainty, expertise and clinical intuition. It appears that some problems in

professional practice are often as a result of the fallibility of routinised
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behaviour and reliance on purely intuitive decision making. Intuitive thinking is
often described as feelings, hunches or tacit knowing. Intuition itself is
described as engaging in the complex use and interpretation of evidence and
in the integration of diverse sources of qualitative and quantitative data
(Atkinson & Claxton 2000).

From a sociological perspective medical knowledge appears to have been
influenced by Foucault’s critique of scientific knowledge and the exercise of
professional power. Social constructionists acknowledge that experiences
such as illness, disease and death exist as biological realities, but also
emphasise that usually such experiences are given meaning and therefore
understood and experienced through cultural and social activities (Lupton
2003). Bury (1986) suggests the social constructionist perspective of
understanding, experience is compromised by its lack of acknowledgement of

the ‘real world’ and its complexities.

Expert knowledge in relation to medical practice is often carried out intuitively
and practitioners’ knowledge of how to do it is tacit. The consultants would be
hard pressed to explain their knowledge base for practising in a particular way
or how they acquired the expertise to do so. Eraut (1994) describes expertise
in practice as being confident in creating context-specific knowledge and
developing instantaneous professional judgements. This idea has been
further developed by Fish & Coles (1998) as being the ‘right thing to do’ which
is intrinsic to the professional’s relationship with patients or clients:

Professionals are educated, held in high esteem, and
well paid, largely so that they are able to make
appropriate judgements in situations where there is no
right answer, where difficult choices must be made,
where there is a moral dimension to the practitioner’s
actions (p4-5).

It is apparent that fundamental learning experiences are, and will remain, the
doctor’s direct contact with and experience of a wide range of patient cases in
the context of clinical practice: learning in and for practice (Atkinson 1984;
Benner 1984; Hunter 1991). This supports Eraut and duBoulay’s report for

the DH (1999) who inextricably link expertise and experience. Thus,
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understanding the nature of expertise is important for self-monitoring one’s
use of heuristics and possible bias, sharing knowledge with others and
supporting other peoples’ learning (Fish 1998; Fish & Coles 1998; Atkinson &
Claxton 2000; Montgomery 2006; Gabbay & leMay 2011).

3.5.2 Judgement-based care

Contemporary clinical debate appears polarised by trying to determine
whether the approaches to practices of care should be technically based or
judgement-based. Technically based practice is rooted in scientifically
validated techniques and programmes that have been evidentially
demonstrated to accomplish a specified goal. It has recently gained
dominance and is represented by evidence based practice, guidelines,
protocols and in research systematic reviews. The institutions and
organisations that oversee medical practice, govern their activities with the
requirement to achieve outcome-based and quality indicators as a way to
demonstrate best practice. Polkinghorne (2004) suggests this focus appears
to view clinicians as ‘the strategic means for achieving institutional goals’
(p129).

Health care systems adopting this approach argue rightly that it is in no-one’s
interest, especially not the patient’s, to receive ineffective care. It is an
imperative that care has a robust evidence base and provides the individual
patient with the correct treatment. For example, specific techniques,
procedures and programmes are evident and recommended by NICE in
relation to all of the clinical specialities explored in this thesis. In cardiology,
especially heart failure, the use of specific medical and device therapy appear
to have prolonged life - for example cardioversion. In oncology the use of
combined rather than single agents in administering cytotoxic chemotherapy
has led to improved therapeutic responses and lessened side-effects. In old
age psychiatry, the use of new drugs such as Aricept and Ebixa has delayed
the progression of dementia in a small number of carefully selected
individuals. In palliative care the use of subcutaneous syringe drivers in

managing patients’ symptoms in the last days of life and the integrated care
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pathway for the last days of life have made for improved patient and care
experience (Chan & Webster 2010).

The Aristotelian notion of praxis is defined as being informed, committed
action. It is not simply action based on reflection, it embodies certain
gualities. These include a commitment to human well being and the search
for truth, and respect for others. It is the action of people who are free, who
are able to act for themselves. Praxis has been influenced by the post-
modernists and updated in the last fifty years to incorporate theory and action;
why you do what you do as well as what you do. It is always risky. It requires
that a person 'makes a wise and prudent practical judgement about how to act
in this situation' (Carr & Kemmis 1986:190). Praxis therefore links to clinical

decision making, how clinical judgements are made.

Antecedents to judgement-based care include the technical rational (TR) and
professional artistry (PA) models of professional practice (Fish & Coles 1998).
The TR model places importance on visible elements of practice, essentially
the mechanistic (technical and skills) elements, being evidence-based,
supported by guidelines and protocols and demonstrable outcomes. The
practitioner’s performance is judged by Individual Performance Review (IPR)
against agreed Professional Development Plans (PDP) and competency

frameworks linked to the requirements for periodic re-registration.

PA differs in viewing professional practice as being more holistic, being
dependent on the invisible elements of practice and supported by a reflective,
investigative approach that encourages practitioners to develop and
understand their practice from within themselves. PA does not negate the
importance of skills but locates them within a broader professional perspective

informing practice (Gabbay & leMay 2011).

Judgement-based practice promotes the belief that practice uses professional
judgement in order to accomplish a specified goal - that practitioners’ self-
knowledge, experience and training will enable them to make flexible

judgements about what actions will achieve a specific goal with a specific
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person at a specific time in a specific place. Judgement-based practice
focuses on the practitioner as being the unique factor that enables the
achievement of the goal of care, for example in the establishing and
communicating an end of life prognosis and facilitating the transition from
curative to palliative care. Judgement based care is postulated as being more
flexible and responsive to individual difference and practice uncertainty, thus
links with the complexities intrinsic in care at the end of life.

Neither approach, technical rational or professional artistry, appears sufficient
in or of itself. Elements from both have value but are still not enough to
describe the nature of current practice in end of life care. The suggestion
being made by Fish & Coles (1998) and Polkinghorne (2004) that clinical
intuition, practical wisdom, expert and experienced practice all impact on
judgement based care which in turn is mediated by the professional, their life-
world, clinical context and the evidence-based culture of health care. Other
literature suggests that it is the knowledge, skills and the relationships patients
and families have with practitioners that are uniquely valued and prized
(Hunter 1991; Lupton 1997; Montgomery 2006). This human approach is

congruent with the philosophy of end of life care.

3.6 CONCLUSION

The human realm of practice is complex and wide-ranging in nature,
characterised by the capacity for conceptual thought at both basic and higher
order levels. Practitioner knowledge in the human realm requires not only
knowing what to do but also what the action means to others. It is about
meanings and intentions and is mediated by cultural and individual

experiences.

Clinical practice includes all the things that people do, but also why and how
they do them (Polkinghorne 2004). Practices are grounded in understandings
people have about the world, and these are, in turn, influenced by the effect of
their practices on the world. Therefore contemporary practice theory focuses

on the point of interaction of people with the world and others. Practice is also
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context dependant on what goal is being sought and what is being done to
accomplish that goal.

In this thesis, using the IPA approach, the consultants are being asked to
describe their professional and personal experiences in practice,
demonstrating ‘know how’ and understanding. This approach is underpinned
by the philosophy and perspective of life-world led healthcare which seeks to
support a more humanising and holistic clinical practice. The interpretative
approach supports the concepts of ways of knowing and ways of being,
whereas phenomenology talks about the lived experience.

The next chapter explores the research approach and outlines the specific
objectives for the study. These link with the literature reviewed, outlining the
structural and theoretical contexts of specialist palliative care and consultants’
practice. Itis important to acknowledge that the literature review at the start of
the thesis was embryonic. It was amended and rewritten, after the processes
of data collection and analysis, to reflect the content of the consultants’
experiences and understandings. The revisiting of the literature review is

consistent with the IPA approach recommended by Smith et al (2009).
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CHAPTER 4 - THE RESEARCH PROCESS

Qualitative study is an activity whose intended goal
Is the production and communication of an
insightful and disclosing understanding of a human
phenomenon. Qualitative researchers engage in
those activities that they believe will bring about the
accomplishment of this goal as it relates to the
particular phenomenon they are studying.
(Polkinghorne 2006:73).

4.1 INTRODUCTION

This chapter explores the research process and provides validation for the
selected approach of IPA (Smith et al 2009). It offers an outline of the specific
objectives for the study and for the development of the thesis. The research
design and methods are described and justified. The chapter also includes an
explanation of the research governance and ethical review routes and

frameworks within which this study was undertaken.

4.2 JUSTIFICATION AND SPECIFIC OBJECTIVES

4.2.1 Overview

The central question in this thesis seeks to explore ‘how participants make
sense of their experiences’ (Chapman & Smith 2002:126). It engages with the
meaning that their experiences, events and actions hold for medical
consultants. It also achieves an understanding of what they think or believe
about palliative care, referral practices and decision making. If the research
guestion was focussed only on an examination of the experiences
themselves, then a phenomenological approach would be the appropriate
facilitative method of inquiry. This thesis however sought to deepen the
consultants understanding of their experiences and thus required a more
interpretative and contextual approach. These requirements linked with and
supported the choice of Interpretative Phenomenological Analysis (IPA) as the

chosen approach.
The aim of IPA is to achieve congruence between the perspectives of

phenomenology and hermeneutics. It supports in-depth exploration of the

consultants’ lived experiences together with a close examination of how they
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made sense of these experiences. IPA is also associated with the social
constructivist perspective, being fundamentally concerned with issues of
interpretation and meaning, within the context for this thesis, of contemporary

pluralistic health care.

4.2.2 Methodological background

Much of the early research in exploring aspects of death and dying was
undertaken using quantitative approaches, providing insights into discrete
elements of the patient or family experience (Parkes 1964, Hinton 1967).
Owens & Payne, cited in Murray & Chamberlain (1999), (despite the primacy
of quantitative approaches in the research literature), recognised that
historically studies related to death have consistently privileged the qualitative
approach in achieving understanding of the patient and family experience
(Glaser & Strauss 1965 [reprint 2005]; Kubler-Ross 1969). Qualitative
approaches are still the preferred paradigm for much research conducted at

the end of life (although there is some evidence that this is changing).

In exploring the appropriateness of using qualitative methodologies in end of
life care research, Owens and Payne (cited in Murray & Chamberlain 1999)
identified the strengths of qualitative approaches as placing emphasis on the
meaning and coherence of experience in which veracity is not a prime
concern. The truthfulness of the experiences described by the participants is
rarely questioned in qualitative research as their stories are a reflection of
what they perceive and understand their experience to be and thus cannot be
proved to be incorrect. The interpretive paradigm argues that there is no such
thing as truth in any version told by anybody. This contrasts with the pursuit

of a supposed objective truth found in quantitative studies.

Qualitative research, they suggest, minimises the power imbalance between
the researcher and researched and acknowledges the importance of the use
of language. It supports an explicit approach to reflexivity in which the
researcher considers their own mortality and experiences, acknowledging that
they may influence the findings and conclusions of the thesis (Owens & Payne
cited in Murray & Chamberlain 1999).
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Of the qualitative studies published, only a small number, as in this study, are
related to the experiences of professionals with prolonged exposure to dying
patients (Lyckholm 2001; Jackson et al 2008; Kearney et al 2009). A further
small subset, as in this study, is related to decision making among patients
and professionals (Michie et al 1999; Epstein & Ogden 2005; Vandrevala et al
2005; Whittington & Burns 2005). Even less common are those related to
how professionals’ personal experiences of death and dying impact on their

professional role.

IPA has proved useful for exploring issues and experiences at the end of life,
although only a limited number of relevant studies have been published
(Golsworthy & Coyle 1999; Jarrett et al 1999; Chapman et al 2005). Many of
the issues in existing IPA research relate to topics that are multifaceted,
dynamic and troubling. IPA studies have explored many complex issues:
emotions such as anger, behaviours such as addiction and sensitive health
and social care experiences such as sexuality and genetic testing (Smith et al
2002; Flowers et al 2003; Eatough & Smith 2006a; Shinebourne & Smith
2010). As discussed in the introduction, this thesis aims to explore the factors
(personal and professional, extrinsic and intrinsic), influencing consultant
cardiologists, oncologists and old age psychiatrists’ referral practices and

decision making in end of life care.

The corpus of existing IPA research (mostly related to health psychology),
supports and encourages a person-centred approach to the interviews
together with both flexibility and detail in analysis. This suggests the
approach is likely to enable the ‘best possible’ exploration of the consultants’
experiences as required by this thesis. As a nurse proposing to work with
physicians in exploring sensitive and troubling issues it also offers a more
personal approach to both data collection and analysis. The issues the
interviews might raise are comparatively new and may elicit sensitive and

emotional responses from the participants (Chapman & Smith 2002).

A more detailed rationale for the use of IPA is provided later in the chapter.
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4.2.3 The aim and objectives of the study

The aim of doctoral study is to create and interpret new knowledge. Factors
related to referral to SPCS identified in much previous research, focus on
clinician barriers especially in establishing a prognosis in non-cancer
conditions in which the dying trajectories are unpredictable. It is not clear
whether the acute hospital setting adds to the difficulty. The impact of the
organisational structure of health care, together with consideration of how
consultants’ personal experience of death and dying impact on their
perceptions of palliative care and referral practices, seem under-represented
in research literature. Thus it would seem an appropriate and timely aim to
explore the external and internal factors influencing referral as part of this
doctoral study. It will attempt to achieve a more complete understanding of

their professional and personal experiences.

The cross professional exploration, as undertaken in this thesis, is enabled by
a shared knowledge of the topic areas and an understanding of the
terminology and complexities of care at the end of life. However, coming from
another professional tradition enables a different viewpoint to be brought to
the exploration. This supports the idea that although medicine and nursing
are similar, there is much evidence (Benner 1994; Fish & Coles 1998;
Montgomery 2006) which suggests that their ways of thinking and knowing

are ‘astonishingly different’ (personal communication with Lankshear 2011).

The perceived power imbalance between nurses and doctors suggests the
idea of a nurse being given access to the world of medical consultants might
appear unusual. On the contrary, in this thesis, as in other contemporary
literature there is evidence of physicians welcoming and supporting other
professional groups, helping them to explore the nature of medical practice. It
is hoped that through publications and conference presentations derived from
this thesis nurses will also gain an increased understanding of the world views

of their medical colleagues.

Much work exploring the experiences and world of medical consultants has

been undertaken by a variety of academic and professional groups. These
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include sociologists (Glaser & Strauss 1965; Atkinson 1981, 1995; Lupton
2003), an anthropologist (Hunter 1991; Montgomery 2006), psychologists
(Kubler-Ross 1969; deHennezel 1997), educationalists (Eraut 1994; Fish &
Coles 1998), philosophers (Toulmin 1976; 1993; Aristotle 2004), physicians
and nurses (Gabbay & leMay 2011) and physicians themselves (Kleinmann
1988; Cassell 1991; Christakis 1999). There is less evidence in the literature
of nurses directly researching the work of physicians, although there are
anecdotal opinions and reviews. Research by nurses has recently been
applied to the work of doctors, for example Benner (1984) informing Upshur’s
work on medical evidence (Upshur 2000). This supports the move towards a

more inter-professional and collaborative approach to healthcare practice.

This study’s comprehensive activities and objectives are summarised below.
These were to:

e undertake twelve, which became ten, minimally-structured interviews
with consultants working in secondary care with patients from three
patient population groups:

= Advanced Cancer (4)
= Advanced progressive Heart Disease (4)
= Advanced progressive Neurodegenerative Disease (4)

e utilise an IPA approach to understanding the factors impacting on
referral decision-making, also considering the impact of their personal
and professional experiences

e explore the relationships between their perceptions of and attitudes to
specialist palliative care and consequent referral practices

¢ identify the range of themes arising from each individual interview that
may influence referral decision-making to SPCS

e group the individual themes and compare them with those of medical
consultants working in the same speciality

e identify the similarities and differences in the themes across the three
specialist groups

e locate the findings and debate them within the wider context of

phenomenological, psychological, philosophical and linguistic
theoretical frameworks to achieve more complete understanding
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e develop and promote the use of IPA as a research approach of value in
end of life care

e set the research findings within the local and national policy context.

4.3 RESEARCH DESIGN AND METHODS

Phenomenology is the science of phenomena, of anything within the human
world that can be either concrete or abstract. Phenomenological research
seeks to provide a full description of lived experience and the life-world (see
earlier in Chapter 3). It supports a deeper analysis of certain aspects of
experience. It is derived from Husserl’s approach to investigating ‘the things
themselves in their appearing’ (Husserl 1998), the things being the experience
of the individual living in the world. The focus of phenomenological research
is the untainted experience which acknowledges the participants’ individual
voices. As discussed earlier this thesis requires and supports a more
interpretative approach to exploring and understanding the consultants’
experiences and thus privileged the IPA approach. The next section provides
further justification as to the choice of the qualitative approach of IPA for this

thesis.

4.3.1 Interpretative Phenomenological Analysis (IPA) — a justification

IPA emerged in the late twentieth century and is a contemporary research
approach that resonates with the twenty-first century health care changes
such as evidence based practice, clinical governance, user involvement and
patient choice (Biggerstaff & Thompson 2008). Smith’s (2004) reflective
paper outlined that IPA was initially developed as a distinctive approach to
research in health psychology before being adapted and adopted by many
other professional groups to explore aspects of health care and professional

practice.

IPA evolved from the inter-related strands of phenomenology (Giorgi and
Giorgi 2008) and hermeneutics (Ashworth 2008) together with symbolic
interactionism (Denzin & Lincoln 2000). These inform its approach.

Phenomenology is Husserl’s philosophical science of perception which
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supports the exploration of how things appear to individuals and in their
experience. It also includes how individuals perceive and talk about objects
and events. Hermenuetics is the branch of philosophy that is concerned with
the study and interpretation of human behaviour, structures of society, and
how people function within these structures. Symbolic interactionism has, as
its central concern, individual meanings which are only made accessible
through an interpretative process that acknowledges the holistic complexity of
the individual and their world. Thus IPA combines the idiographic approach
with the interpretative activity of uncovering and interpreting meaning. It also
locates the participants’ personal and professional experience within their life-
world as a means of helping achieve a greater understanding of their own and

other human experiences.

The box below summarises the key features of IPA:

| = explores in detail participants personal experience and how they
make sense of it , supporting ‘good enough interpretation’

P = focuses on personal lived experience, how the individual perceives
objects/events

A = provides the researcher with an analytical framework for making
sense of the experience in helping the participant achieve
understanding.

(Smith et al 2009)

The way of asking research questions might provide clarity as to IPA’s
theoretical evolution and the specific approach it adopts. For example,
phenomenology may ask, “What is this kind of experience like?”, “What does
the experience mean”, “How does the lived world present itself to me (or to
the participant)?” The challenge for phenomenological researchers is to help
participants express their world as directly as possible. They also need to
assist them in how to explain their experiences such that the lived world, their
personal life world, is revealed (Finlay 2008). IPA moves their experiences
forward through self-reflection and interpretation and thus the question might
be, How is it possible to gain access to and understand other humans’
experiences? (Dahlberg et al 2008; Smith et al 2009).
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Thus IPA is a method of analysis rather than a philosophy (Smith 1996a). It
has a clear theoretical foundation, flexible but detailed methodological
procedures and an almost prescribed structure. For a novice researcher, it
acts as both a signpost and reference point in ensuring the use of IPA is as
consistent, congruent and robust as possible (Chapman & Smith 2002; Smith
et al 2009).

At first sight IPA appeared to be an approach that was user friendly in its
structured approach to managing data. Further exploration discovered it was
more complex, requiring engagement with and understanding of both
phenomenological theory and interpretation. The essence of IPA involves a
‘double hermeneutic’ or dual interpretative activity in which the participant is
making sense of their personal, professional and social world, supported by
the researcher trying to make sense of the participant trying to achieve that

understanding.

IPA research also emphasises the role of the researcher in explicating the
participants’ experience and supports the active role of the researcher both in
data collection and analysis. In the interviews the thoughts and feelings of the
researcher are deemed an explicit and legitimate aspect of the process. It
required development and engagement with a personal and professional self
awareness which is demonstrated by self-disclosure and reflection throughout
the research process - in particular, data collection and analysis. This is
appropriate as its epistemology fits with my own clinical experiences (Elwyn &
Gwyn 1999; Smith et al 2009). IPA’s aim is achieved through interpretative
activity on the part of the researcher and supports rather than negates their
personal and professional interest (involvement, inclinations and
predispositions) in these issues (Willig 2007). Conversely access to the
participant’s experience depends on, and is complicated by, the researcher’s
own conceptions and thus needs acknowledgement (Brocki & Wearden
2006).

This thesis evolved to fit with the requirements of IPA data collection in that it

supported my personal involvement as a researcher and accessed, as
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participants, a small purposive sample of participants working within a
circumscribed geographical setting. Field notes and biographical details of
the participants supported the audio recorded interviews and verbatim
transcription (Wood & Ross-Kerr 2006).

Experience itself is the focus of this study — the experience of being a
cardiologist, oncologist or old age psychiatrist, the experience of palliative
care, the experience of being human — ‘a person’. The IPA approach
supports attempts to elicit these multiple subjectivities in achieving
understanding. It also seeks to discover what Willig describes as:
'‘Dimensions of experiences which people find difficult to put into words and
which seem to involve their entire being, in a pre-reflective kind of way’ (Willig
2007:209). In summary, as discussed earlier, IPA connects with the
experiences, events and actions and the meanings they hold for participants
(Chapman & Smith 2002). It is concerned with understanding what the
respondent thinks or believes about the topic being explored. It is a data-

driven (bottom-up) approach which prioritises participants’ accounts.

Brocki & Wearden’s (2006) critical evaluation of the use of IPA highlights
certain requirements for its appropriate use. Firstly, IPA requires activity that
moves the analysis beyond mere descriptive accounts. The structured
analytical approach encourages use of the data that supports thinking about
ideas and concepts, which will later inform the discussion. It employs
interrogative skills with the requirement to ask questions especially closely
and thoroughly as part of the interviews and as part of the analysis of the
verbatim transcripts. Secondly, IPA supports inductive procedures in making
sense of field data, which is similar to content analysis in uncovering
embedded information and making it explicit, coding and categorising the
individual, idiographic experience and then looking for similarities and
differences and shared and unique themes between the participants. Finally

IPA is about being open minded rather than ‘empty headed’ (Willig 2007).

Braun & Clarke (2006) in their critique of reductionist research methodologies,

such as IPA, state that they are ‘theoretically bounded’. In the case of IPA,
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bounded ‘to a phenomenological epistemology, gives primacy to experience,
is about understanding people’s everyday experience of reality, in great detail,
S0 as to gain an understanding of the phenomenon in question’ (Braun &
Clarke 2006:8). A further critique is that it stems from a particular, rather
prescriptive theoretical and epistemological position that does not support
variation in application ‘in essence, one recipe guides analysis’ (Braun &
Clarke 2006:4). This is not my understanding, as IPA appears to support

multiple perspectives.

Brocki & Wearden (2006) acknowledge that IPA is an applicable and useful
approach in researching a wide variety of health topics but is often
compromised by the lack of attention afforded to the interpretative elements.
To ameliorate this criticism contemporary IPA research seeks to elicit the
‘more’ of the experience (Todres 2007; Todres & Galvin 2008) and supports
increasing variation in thinking about analysis and in meaning making
(interpretation) (Eatough & Smith 2006a; Eatough & Smith 2006b; Smith et al
20009).

A further reason for the choice of IPA lies in its flexibility in allowing for the
unexpected in the participants’ stories, experiences and their understanding.
Approaches to data analysis support this flexibility by being three dimensional:
descriptive, linguistic and conceptual (interpretative). This is supported by
constant engagement with empathic reading of the transcripts and listening to
the recorded interviews to achieve more complete understanding. Sense
making is supported by speculative analysis which locates the themes to
known work, theories or concepts as identified earlier in Chapters 2 and 3,
which inform part of the discussion. The content of these earlier chapters
were in outline and embryonic at the beginning of the thesis and were only
rewritten after data collection and analysis had been completed, thus not

prejudicing or biasing what emerged from the consultants’ experiences.
| adapted IPA a little to make it fit for purpose, in this study the physicians are

asked to reflect on and explore their process of decision-making rather than

its outcome, by considering the factors and meanings that influence their
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course of action or inaction (Smith et al 2009). The interviews focussed on
significant issues (personal and professional) and perspectives that enabled a
detailed exploration of the factors influencing consultants to refer or not refer
their patients to SPCS. The interview account is jointly built by the participant
and the researcher. Thus, this thesis is resonant with the idiographic
requirements of the IPA approach in that it concentrates on specific
individuals (medical consultants) as they deal with the situation of end of life
care and the involvement of SPCS for their patient group. The IPA approach
enables the identification of the shared experience of each consultant group
before finally exploring the similarities and differences between the clinical
specialities (Smith et al 2009).

4.3.2 Why IPA in preference to other qualitative approaches?

Mason (1996, 2002) suggests that qualitative research design offers far
greater, theoretically informed, flexibility. Qualitative research inquiry is, by
design, value bound being influenced by: the inquirer, the paradigm guiding
the investigation, the context and the choice of theory to guide data collection
and analysis. It seeks to explore the nature of reality, the ontological
guestion. In this thesis there are likely to be many different constructed
realities, exploration of which are likely to be divergent. This study seeks to
understand the relationship between the knower and the known, they are
potentially synergistic, interacting and influencing one another and informing

the epistemological question and the consequent methodology.

The Critical Incident Technique (CIT) (Flanagan 1957) was considered at the
outset as a possible approach to data collection as it is a familiar qualitative
methodology, acceptable to doctors. It is a validated instrument with clear
links to the professional development agenda and requirements for Continuing
Professional Development (CPD). For this thesis it might have been
appropriate as it uses factual accounts of actual events (incidents) in which
the purpose and consequence of behaviour is clear — rather than
generalisations or opinions (Bradley 1992; Allery et al 1997). Byrne (2001)
identifies the common attribute of CIT in that it: ‘elicits aspects of best and

worst practices’ (p538) often focussing on issues of discomfort and tension,

103



often describing incidents that did not go well. A criticism of CIT is that there
can be a lack of clarity as to what counts as a critical incident (Bradbury-Jones
& Tranter 2005).

For this research the CIT approach may have been helpful but also less
flexible in that it was unlikely to support understanding of the more personal
experiences of the participants which was an explicit and unique focus for the
thesis. Interestingly, the open-ended interviews in this study elicited some
CIT responses in relation to the participants reflecting on particular patient
events, especially related to decisions being made not to refer patients to SPC
services. CIT is implicitly present in the participants’ stories. CIT embeds the
responses in their actual professional practice giving a different but

complementary voice.

Despite my rejection of it as the research methodology it is present as part of
the conceptual framework, whereas IPA forms the narrative framework and
takes centre stage in the analysis and discussion. IPA’s idiographic focus
enables a more personal accurate exploration of each consultant’s
perspective. It supports understanding and communication of the experiences

of my participants.

The epistemological ideas presented in reflective life world research (also
based on phenomenological philosophy) were used as an adjunct to IPA in
this thesis as a way of understanding the consultants’ experiences (Dahlberg,
et al 2008). They support the importance of the life world and human
intentionality as a way of enhancing understanding and acknowledge the
importance of reflection in the process of achieving understanding. The
experiences the consultants described were, as discussed earlier, critical
incidents but their description of them appeared to be structured as a form of
reflection. | also became aware that in the interviews my role as a researcher
might be enhanced (or made worse) by my ability to reflect on my own clinical
experiences. The caution being that although similar, my experiences were
not those of a consultant and | have no direct experience in relation to referral

decision making nor do | have overall clinical responsibility for patient care.
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IPA and reflective life world research seek to ameliorate the historical
disagreement which fundamentally separated or polarised the two traditions of
phenomenology and hermeneutics (Dahlberg et al 2008; Smith 2008). The
word approach used to describe both IPA and life world research is preferred
to that of method, as method feels more prescriptive in conforming to a fixed
set of rules whereas approach offers a more open and flexible interpretation.
In trying to make sense of the consultants’ worldview (life-world) it felt
important to stay both with their description of experience and to make an
attempt at interpreting it. Interpretation may be seen to violate the essence of
phenomenology in reflecting the world as it appears to an individual but such
interpretation is an essential requirement of IPA. The way things are
experienced and understood is also made more accessible by the language
used which is more fully explored in Chapter 11.

Paradoxically, the melding of IPA and life-world approaches in this thesis
appears simultaneously congruent and incompatible. It is congruent in the
sense that their joint focus of activity is phenomenological and seeks to
understand the individual human experience within their life world.
Incompatible in that IPA is a largely structured approach to exploring and
analysing experience that acknowledges that the researcher has an active
and intrinsic part to play in facilitating understanding of that experience.
Whereas life-world approaches reflect the idea that the researcher is ‘bridled’
in that their experience, beliefs and values are suspended and do not

influence the elucidation of understanding.

IPA offers a framework for deriving the data which suggests a
phenomenological and interpretative approach to managing the data. The
life-world approach offers fractions with which to explore the emerging data
that supports phenomenological and interpretative approaches to analysis.
IPA provides guidance in exploring both individual and shared experiences.
Thus using IPA and reflective life world research approaches might support

the achievement of the gestalt of the consultants’ experience.
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In summary:

» IPAis about valuing individuals’ experiences

« IPA is interpretative in supporting participants to reflect on and interpret
their experiences as part of the interview

« |IPA interviews are systematically analysed on a participant-by-
participant basis, that later supports comparison in this study between
participants and across clinical specialities

« |IPA supports interpretation of the consultants experience by
undertaking descriptive, linguistic and conceptual analysis

» Doing IPA is a revelatory and creative process, the active interpretative
role of the researcher is valued and as a novice researcher gives me
both structure and freedom of thought and action (Larkin et al 2006)

« The complementary use of the reflective life world approach
acknowledges the context in which the consultants work and enabled
that to be reflected in their experiences and in achieving understanding

These factors support the appropriateness of both approaches for doctoral

level study as described in this thesis

4.4 ETHICAL APPROVAL AND ACCESSING PARTICIPANTS.

4.4.1 Research governance and ethical approval.

The next part of this chapter includes an account of the specific research
governance and ethical review processes and frameworks within which this
study was undertaken. The steps supporting the ethical review and approval

process can be found in Appendix 2.

The processes for Research Ethics Committee for Wales (MREC) and Trust
Research and Development (R & D) site specific approval using the
Integrated Research Application System (IRAS) are outlined but it focuses on
the specific aspects which concerned MREC in relation to negotiating and

achieving access to the participants who were busy medical consultants.

The research governance process was ensured by the gaining of external

ethical approval, by completion and submission of the online Integrated
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Research Application System (IRAS) documentation. IRAS supported the
completion of multiple application forms for both the Wales NHS Research
Ethics Committee (WREC) and the host organisations, the Local Health Board
(LHB) and Research Review Service (R&D). WREC was chosen as it
supported all Wales approval for the thesis, thus if recruitment was not
successful in one LHB it would be an easier process to approach another site
with All-Wales approval already being granted. The forms were submitted
together with the study protocol (which included interview questions) and
documentation (invitation letter [Appendix 3], participant information sheet
[Appendix 4] and consent form [Appendix 5]).

Attendance at WREC was both a supportive and challenging experience, the
committee expressed no concerns as to the ethical probity of the study and
approved it unconditionally in September 2009 (Appendix 6). However in the
discussion two members of the committee, both medical consultants, raised
concerns as to its ‘doability’ and feasibility. They were uncertain as to
whether busy physicians would be willing to give up their time to participate,
especially as the study did not directly appear to benefit them or their patients.
They also questioned how comfortable and responsive participants would be
with the proposed open-ended interview structure and the personal nature of

some of the questions.

These concerns lessened the relief of receiving unconditional approval and
resulted in much discussion with my supervisor and the WREC co-ordinator. A
reserve position was identified which would replace the proposed participant
group of medical consultants by Clinical Nurse Specialists. Fortunately this
was not required as the change of participants would have materially
impacted on the study, its aim, innovative approach and the implications of
what was discovered. The consultants were specifically selected as they are

the ‘gatekeepers’ in helping or hindering access to other services.
The LHB R&D and Site Specific approval process was initiated in parallel with

WREC. As a professional courtesy, and to support approval and access, the

clinical directors from each speciality were approached via email explaining

107



the study and requesting their approval to establish contacts with the medical
consultants working in their directorate. All responded and supported access,
although one was concerned that the physicians’ participation should take
place as part of the working day and not intrude on their private time. This
email correspondence was consistently copied to the LHB R&D team.
Subsequent approval was received and accessing of participants and data
collection commenced six months later in April 2010. The delay between
obtaining ethical approval and data collection was related to personal events
which necessitated a break in research activity.

Regular annual contact has been maintained with WREC through the annual
report process and specifically the substantial amendments approval required
in accessing old age psychiatrists as a further participant group and informing
them of a change in academic supervisor. Annual contact has also been
maintained with the LHB with completion of the annual review proforma and
providing notification of the WREC substantial amendments proposal.
Substantial amendments approval from WREC and R&D was obtained and

the second stage of data collection commenced at the end of October 2010.

4.4.2 Accessing and recruiting participants.

R&D approval from the Local Health Board enabled negotiation and access to
and selection of the study participants. The sample size needed was small,
consistent with the requirements of IPA (Smith et al 2009) in providing a
detailed account of an individual’s experience, before extending the focus to
the experience of a small number of homogenous participants, in first case
cardiologists, the aim being to identify meaningful points of similarity and
difference with them as individuals and as a group. As the intention of this
study was comparative two further participant groups were selected
oncologists and neurologists (the latter being replaced by old age

psychiatrists).
On reflection there appeared to be two levels of gate-keeping that needed

negotiation prior to accessing the participants. The Local Health Board (LHB)

websites provided a list of medical consultants in speciality groups with details
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of their areas of clinical responsibility together with secretarial contact details.
Discussion of these lists with clinical colleagues was the first level of gate-
keeping. It was undertaken to identify the consultants whose clinical role
involved the care and management of individuals with life threatening

conditions.

The cardiology and oncology consultants’ secretaries provided the second
level of gate-keeping, they either supported or acted as barriers to my
establishing contact with the consultants with whom they worked. Initial
contact with these individuals was made by telephone, followed by an email
attaching the invitation letter and short participant information sheet. An
identical but personalised email was also sent directly to the consultants.
Further contact was maintained by telephone and for most it was possible to
establish a working relationship, the majority of the secretaries had current
and past personal experience of death or caring for a dying relative, they
appeared keen to tell their stories. However these were private conversations

and have not been used as part of this research.

Prior to the interviews, contact was made with the secretaries to confirm
arrangements. All the cardiology and oncology secretaries were met face to
face prior to the interviews, thanked for their help and emailed a few days later
to reiterate my thanks. Four cardiology and four oncology consultants were

recruited to the study.

On reflection, access to the neurologists, all of whom declined to participate,
may have been influenced by the approach taken to their initial identification.
The first two medical secretaries approached following my initial telephone
conversation stated that their consultants ‘did’ palliative care well, were very
busy and unlikely to have the time to be involved. Their prediction was proven
as both the consultants declined to participate, asking their secretaries to
communicate their refusal, so no direct contact was ever established. The
influence of more senior colleague’s refusal felt like ‘reverse snowballing’,
which had a negative impact on recruitment. The other two secretaries who

responded confirmed that one consultant had unexpectedly moved to England

109



to work and another consultant experienced a family bereavement during the

recruitment time and access was not pursued.

As there was a much smaller pool of neurologists to choose from there were
no reserves to approach. After discussion with my supervisor it was decided
to access an alternative consultant group — old age psychiatrists. The
rationale being that, for this thesis, a comparative exploration of the different
specialist groups was proposed in order to understand the similarities and
differences in their experience. As a group they were also chosen to reflect
the current high profile of dementia in strategic end of life care documents.
Thus the delay in data collection would be offset by the achievement of a

more complete and contemporary context for the thesis.

This change involved the submission of a substantial amendments proposal to
the Wales Research Ethics Committee (WREC) and the LHB Research and
Development (R&D) Office. The process was onerous in the documentation

required but approval to proceed took less than two months to achieve.

As for the other two participant groups, access to the old age psychiatrists
was also facilitated by exploration of the website lists with clinical colleagues
in order to identify the consultants whose clinical role involved the care and
management of individuals with life threatening dementias. Four individuals
were identified and approached, initial contact again being made through their
secretaries. The two individuals who agreed to participate responded
personally and made the arrangements themselves. | did not have contact
with their secretaries other than the preliminary telephone conversation. It
was decided however, due to practical and personal constraints, to access
only the two psychiatry participants who had positively responded. This may
have had some impact on their presence in the thesis, as they were a smaller
number, but did enable their experiences to be acknowledged and their voice

to be heard.
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4.4.3 Sample

The final participants were selected utilising three approaches: identification of
participants by clinical colleagues, snowballing via earlier participants
supporting my contact with colleagues and opportunistically through my own
contacts. A total of 10 participants were recruited for the study, this number
being consistent with the requirements of interpretative phenomenological
analysis (IPA) (Smith et al 1996; Smith et al 2009) which suggests a minimum
of 6 being necessary to support internal comparison between groups. Small
sample sizes are advocated because of the case-by-case, idiographic
approach to analysis. The sample size of 10 in this thesis is supported by the
richness of the individual cases, the approach proposed to compare or

contrast cases and the pragmatic restrictions | was working with.

In this thesis participants were not selected to test a theory (Mason 1996) but
they needed relevant experience in order to explore and describe the factors
that may influence their referral decisions to specialist palliative care services,
and be willing to consider and share their personal and professional

perceptions, experiences and attitudes.

As discussed earlier the choice of medical consultants was made because
they hold the clinical responsibility, power and decision-making autonomy and
authority in relation to the care of their patients and generally facilitate (or not)
referrals to other specialties (RCP 2007). It is also the participant group
accessed by previous relevant studies (Johnson & Slalinka 1999; Friedman et
al 2002; Johnson et al 2008).

The participant profiles are included in Chapters 7, 8 and 9 to give personal
identity and professional background. | am aware that these more personal
details may enable the individuals to be recognised, in particular by their
peers, although | have consciously striven to protect their identity, but in the
context of IPA this information feels apposite and relevant to include. The
consultants’ names have been changed to protect their identities and support

confidentiality.
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4.4.4 Interviews

The choice of the interview as the method of data collection was based on its
prominence in qualitative research as a powerful tool in reflecting the
participants’ experience. It also appears to be the most common and is
regarded as an exemplary way of collecting data in IPA research, although it
Is not an absolute requirement (Smith & Osborn 2008). The benefits relate to
its flexibility in enabling the researcher to facilitate the participant in exploring
what is unique and what they understand about their individual lived

experience.

4.4.5 The interview process

After each participant had agreed to participate, | accessed information from
the internet and relevant websites to determine their areas of interest other
than their medical speciality. The aim of this approach was an attempt to
relate to them as individuals as well as professional practitioners, if the
interviews foundered it would establish a rapport. Before the interview proper
and recording took place a short conversation usually took place as an
attempt to break the ice and establish a relationship that might facilitate a
more comfortable exchange. On many occasions this initial conversation was

not related to work.

At the time of setting up the interviews but before recording, the participants
were made aware that | was interested in their stories, of their experience
together with the ‘more’ of their experience, in that there is always something
more than words can say. | also acknowledged that there may be some
experiences in the interviews that they (the participants) might struggle to give

voice to (Holloway & Jefferson 2008).

The introductory letter outlined that consent to the recording of interviews was
an essential requirement of the process. Prior to each interview that consent
was formalised with one copy of the consent form being retained by each
participant. Their involvement was predicated on the assurance that the
interviews would not take more than an hour, all highlighted time constraints

related to clinical and organisational demands as influencing this request.
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Implicit in the interviews was the impression of reciprocity, the participants
appeared interested in the research and felt that their contribution might be
helpful in informing future practice. All the participants were happy to have
their interviews recorded, most appearing familiar and comfortable with this,
only two participants commented that they had not experienced this before.

IPA requires ‘a verbatim record of the data collection event’ (Smith et al
2009:73). It would have been impossible to do the form of interviewing
required in this thesis and to explore the questions being asked without
digitally recording the interaction. Making notes would have adversely
impacted on the conversational, free-flowing and responsive approach that

enabled the collection of rich data.

Recorded interviews supported my attempts to understand and identify the
presence or absence of congruence between what respondents said, how
they said it and how they behaved during the interaction. What was not
identified in this process were my non-verbal behaviours and how these
impacted on me, the interviewee and the interaction. | attempted to capture
this by the use of reflective field notes, for example in the interview with one
respondent when | became aware of my lack of specific knowledge in an

aspect of dementia care related to the use of anxiolytics at the end of life.

The free approach, unencumbered by the need to write notes, enabled me to
be more aware of the impact of the interview on the participant. It
strengthened my awareness of their non-verbal behaviours, picking up on
their discomfort with a particular line of questioning. For example one
cardiologist was almost apologetic that his life had not been complicated by
any personal experience of bereavement and loss, this was manifest by him
getting more uncomfortable in his seat and avoiding eye contact; or the
participant who was struggling with speaking due to her ‘flu and recognising

that she needed time out to cough and catch her breath.

Writing notes will have only captured a small part of the interview, most likely

a particular fragment being recorded that felt important at the time or was
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privileged by me. The recording and understanding of their whole experience
would have been lost, the idiographic perspective being distorted or
influenced by my agenda or by my unconscious and random note-taking
which may or may not have been intelligible and comprehensible after the
event. Note taking may have encapsulated the general idea but will have

missed the fine distinctions and individuality of each participant’s perspective.

Only one participant acknowledged the presence of the microphone during the
interview as impacting on her responses in relation to the causative nature of
smoking in relation to cancer. Other participants appeared only to be
concerned with the practicalities and to check that the recording had been
successful. Four participants unprompted stated that they would be happy to
be recorded again, this confirmed to me that they were comfortable with the
experience and is consistent with the practice of skilled IPA researchers as
reported by Smith et al (2009).

Contemporaneous, reflective field notes were written to support the responses
given during interview, this was done immediately afterwards. These
acknowledged any conversations, comments and contextual information that
occurred independently of the recording process. The discipline of writing
these notes also supported my reflection on the interview experience and this
additional data has proved useful in considering the embodied experience of
the interview participant and interviewer, although this was perhaps initially
paid scant attention. Within the interview it is possible to focus too much on
words, ignoring bodily presence and action which may help in revealing the
‘more’ about the experience (Finlay 2006). Being sensitive to the bodily
aspects of the interview was for me difficult, although | was aware of some
mirroring of our body posture, of leaning forward when some particular points
were being made and in two situations my participants almost moving
backwards when personal issues were clearly troubling for them to discuss.
These impressions were minimally acknowledged in my field notes and | am
aware that | had not initially acknowledged it as a priority and | remain
uncertain as to whether the gender of the participants may have had some

impact on how embodiment was perceived.
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All recordings were successfully completed, the environment where the
interviews took place, the consultants private offices, enabled the recordings
to be clear with minimal interruptions and extraneous noise. This clarity made
transcription easier. The interviews were transcribed verbatim, including all
the words spoken. As suggested, the level of transcription was undertaken at
the ‘semantic level’ and included hesitancies, pauses, over emphasised
words, false starts and laughter (Bryman 2001; Willig 2007; Smith 2008; Willig
& Stainton-Rogers 2008; Smith et al 2009).

4.4.6 The interview questions.

The inductive approach using open-ended questions (rather than hypotheses)
sought to gain rich and detailed descriptions of the phenomenon being
studied. The interview concentrated on each individual consultant, attempting
to meticulously elicit and explore the factors impacting on their experiences. It
sought to make sense of their experiences, specifically in relation to their

understandings of palliative care and consequent referral practices.

This was enabled by the use of minimally structured interviews using open
guestions that were exploratory rather than explanatory. The interview itself
attempted to facilitate some self-conscious phenomenological reflection by
encouraging the participant to think about the experiences they were
describing. The conversational style adopted aimed to encourage the
individuals to speak personally about their experiences of palliative care
services and end of life care for their patients, as well as covering the issues
important for the thesis. Dexter (1970) and Burgess (1984) both describe this
approach as ‘conversations with a purpose’. For Kvale the interviews for this

thesis therefore proceeded as a ‘professional conversation’ (Kvale 1996:5).

Alvesson (2010) illustrates the different purposes of the interview by the use
of metaphor, describing it as either the instrument for data collection or the
exercise of conversational skills. He cautions against according the interview
a priori status, the researchers role being to ‘think through a set of interpretive
possibilities for assessing what the material is about and for what purposes it

can be used’ (p5).
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To summarise, the questions were exploratory related to the process or
experience of care and the participants’ understanding of their clinical and
personal experiences — ‘its meaning’. They were ‘phenomenal’ interviews
where both interviewer and respondent are caring companions with a

commitment to empathic search (Lincoln & Guba 1985:269).

The interview, with its questions, prompts and enablers, was focussed on
trying to get as close as possible to the participants’ experience and to enable
the participants to get close to their own experience. Their descriptive
comments of concrete embedded experience gave a sense of the ‘why’; |
attempted to explore the ‘what’ and ‘how’ which saw a revisiting of the
experience to focus on what was important to them. There was a conscious
attempt to work with participants enabling them to try and put their experience
into words, this was at times difficult for them and the use of metaphor and
imagery made it easier. There were many perspectives to their stories that
were at times contradictory and ambiguous and the task was to elicit the
entirety of their ‘life world’, leaving me the role as an enabler to the
illumination and reflection of their experience (Dahlberg et al 2008). As Kvale
(1996) describes an interview ‘is literally an inter view, an inter change of

views between two persons conversing about a theme of mutual interest’
(p-2).

The interviews were conducted as a particular form of conversation
characterised by careful questioning and listening, intensely idiographic and
mutual with a meandering style that facilitated the potentialities of meaning.
Kvale (1996) describes two contrasting metaphors of the interviewer as either
a miner (where knowledge is a given) or traveller. The traveller metaphor
appears appropriate for this IPA study as it supports post-positivist
constructive understanding of a conversational approach to health and social
care related research and its subsequent interpretation. The interviewer is a
traveller who:

wanders along with the local inhabitants, asks questions
that lead the subjects to tell their own stories of their
lived world, and converses with them in the original Latin
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meaning of conversation as ‘wandering together with’
(Kvale 1996).

The process for both myself and the consultants involved the learning of new
routes, the taking of many wrong turnings and reaching dead ends. There
were stages in the journey where travel was slow and at other times when the
traffic was more free-flowing. Thus in IPA, the participants are seen as fellow
travellers, experiential experts and story tellers rather than respondents
(Virginia Eatough 2011, IPA Masterclass).

The interview is consistent with the biographical interpretive method and
supports the proposed analytical approach. The schedule for the interviews
was semi-structured or, more accurately, minimally structured, the purpose
being to guide the process and to ensure a degree of consistency between
the interviews. The schedule was useful in providing a script to follow,
learning to be flexible and go with the flow of the participants’ story and
experience took adjustment and some courage. | was aware their experience
was central but, going with their story, their personal experience was
compromised by my perceived need to do it correctly, to collect material
relevant to the research questions and my own uncertainties as a neophyte
researcher where the script provided a framework. In the later interviews my
minimally structured interviews were there but the approach was more
iterative in that | learnt to follow the responses to the first question by more
spontaneous and individualised probing. The interviews were undertaken as
real-time interactions that were perhaps initially compromised by lack of
opportunity for reflection and time to think, especially about sensitive and

difficult experiences.

The approach was non-interventionist, demonstrated by generally using open
guestions supported by gentle probing which supports exploration of ‘a broad
topic and for focusing in greater detail on particular issues’ (Glynn-Owens &
Payne cited in Murray & Chamberlain 1999:151).
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The interview questions were derived from a preliminary literature review,
discussion with my supervisors and my clinical and personal experiences.
The interview questions and prompts sought to explore the individual
(idiographic) perspective in relation to their:

¢ Involvement with palliative care services

e Perceptions of palliative care services for their patient group

e Motivators to refer

e Difficulties in referring

e Personal experiences

e |deas regarding future service developments

The different types of questions used to structure the interviews were:
Descriptive — “Please describe how you use palliative care
services for your patient group”?

Narrative — “Can you tell me about how you might go about
making a referral”?

Evaluative — “How do you think your personal experiences
influence your professional role”?

Comparative — “How does your patient group compare with [type
of] patients”?
All the questions were supported by prompts and probes to encourage and

clarify responses.

These differing approaches were designed to support the more conversational
style. The interview moved from scene setting, the less personal, by a
process of ‘funnelling’ to more sensitive topics. deMarrais (2004) elucidates
this approach by the use of metaphor in likening the interview to ‘going out to
dinner with a close friend who has been away for a long time’ (p63). The
interaction includes preparation and planning for the evening, the transition
from lighter to increasingly personal elements in the conversation and prior to
the end of the meal a return to lighter topics, it concludes with plans to keep in

contact.
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The participant responses influenced the rhythm and dynamic of the
interaction, on reflection each interview was unique and subtly different in
style and pace, reflecting the individual approach. Ben’s interview was fast, it
contained quite clipped responses and was the shortest. Had this interview
not been the second one undertaken | may have been more comfortable in
attempting to slow the interview and encourage a more revelatory interaction.
lan’s interview, the second to last, was by contrast slower and | am aware that
| stayed with his experience more closely despite the fact that we went off
track, as a consequence | was able to understand his experience more fully.
Most of the other interviews appeared more gentle, relaxed and longer.

The interview required the consultants to explore and reflect on their past
experiences both personal and professional. It was clear that their memories
were fallible and may have been influenced by their current situation, the time
elapsed since that particular experience, suggestions on my part (for example
in predicating the question about their personal experience of death and dying
as being possibly the most difficult one in the interview) and their present
mood and morale. The importance of exploration of past events was to
enable the consultants to reflect on their past experience, consider the
meaning of that experience and locate the meaning of that past experience in
their current practice. This was helpful in particular for those participants who
had experienced the loss of a close family member and reflected on the
impact this experience had on their current professional role. Interestingly
there was no shared meaning, each used the experience uniquely, either to
inform their practice or not explicitly acknowledge it as influencing their

professional lives.

Being physically present and actively involved in the interviews enabled me to
see as well as hear (Mason 2002). The benefits being a more ‘present’ and
responsive dialogue. The contemporaneous field notes informed data
analysis by acknowledging the context, the non-verbal and other aspects of

the encounter.
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4.4.7 Researcher involvement.

IPA relies on the double hermeneutic (dual interpretation process) that access
to the participant’s experience depends on, and is helped and hindered by the
researcher’s own conceptions,

the participants are trying to make sense of their world,;
the researcher is trying to make sense of the participants
trying to make sense of their world (Smith & Osborn
2008:51).

Reflexivity demanded acknowledgement of my perspectives in that the
meanings derived from the interviews are potentially contestable and
personal. Interviews themselves are usually dominated by ‘options and
potentials’ with ‘limits and shortcomings’ being marginalised in the interview
guestion and subsequent prompts and probing. | attempted to ameliorate this
perceived preference by exploring with the participants the advantages and
disadvantages of palliative care referral for their patient groups and their
personal perspectives. The issue of reflexivity and openness as a measure of

quality is explored further in Chapter 12.

Alvesson (2010) suggests researcher reflexivity should pragmatically
encompass a ‘critical consciousness of the problems of interviewing’ (p7) by
adopting a less naive and more creative approach. The success of the
interview approach was dependent on the participant’s willingness and ability
to engage, verbalise, recall and reciprocate. The interaction between us was
facilitated by my role as a researcher, being active and reflexive. Building on
the interactive, conversational, ontological approach by asking questions,
listening to and exploring their responses and attempting to construct and
reconstruct their experiences and understandings. The purpose was to gain a
detailed and extensive account of their experiences. Kvale (1996)
summarises the use of interviews as producing accounts that ‘obtain
descriptions of the life-world of the interviewee with respect to interpreting the

meaning of the described phenomena’ (p5-6).

The intent of the interview was to use a number of minimally structured

questions, in reality as | became more confident there were fewer questions
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and more probes, prompts and enablers. As the interviews progressed |
became more comfortable with probing and questioning their responses as a
way of obtaining more in depth perspectives. Consequently, the interview
times increased as the study progressed, except for the last interview with
Mair which was shortened as a result of her ‘flu and hoarse voice. Despite my
feelings of being more questioning during the later interviews, on listening to
the digital recordings they contained much less of my voice and more of the

participant’s voice.

At the end of each interview, after the tape recorder had been turned off, a
short debrief occurred with agreement made for further contact by email.
Many of these conversations included reference to achieving balance in
personal and professional lives. A number of the participants commented on
the value of considering what had happened to them as people and how this
impacted on them as professionals. They were surprised, but not
uncomfortable with the more personal questions, none refused to answer.
This interaction yielded important information and the participants agreed that
this would constitute data for the thesis. It was captured in my

contemporaneous reflective field notes.

4.4.8 Practicalities.

The interviews were recorded using an MP3 digital recorder, using a lapel
microphone, audio recording being a pragmatic, ‘unimpeachable data source’
(Smith 2008). The interviews were directly downloaded to the computer hard
drive for listening and verbatim transcribing. Field notes (as discussed earlier
in the chapter) were made immediately after each interview to reflect on the

process and my experiences.

The interviews with the cardiologists were recorded and transcribed in
sequence during April and May 2010 all being completed prior to the
interviews with the oncologists, again these were conducted and transcribed
in sequence during June and July 2010. As discussed previously, the non-
participation of the neurologists necessitated a gap in the interview cycle as

the psychiatrists involvement was subject to substantial amendments ethical
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approval by the Wales Research Ethics Committee (WREC) and the ULHB
Research and Development (R&D) Office. The subsequent interviews with
the old age psychiatrists took place in November, two months after the death
of my father. | am unsure as to whether or how much his death impacted on
the last two interviews, but perhaps subconsciously | might have been more
guarded and self protective, avoiding the more deeply personal. Listening to
the recordings does not confirm this was the case. Recruitment, data
collection and transcription therefore took place over a period of almost nine

months.

4.4.9 Conclusion

| am aware that | have been fortunate in being able to interview 10 consultant
colleagues. WREC were sceptical as to whether any would agree to
participate, have the time to be involved and be prepared to disclose personal
information. The interviews felt reciprocal and supported a mutually beneficial
exchange. None made me feel intrusive and there was no evidence of a
power imbalance between myself as a nurse and them as physicians, this was
unlikely as in this study a nurse was the researcher and a consultant
physician the respondent, thus the existing power balance was likely to be in
favour of the research participant. | did not feel in any way overawed by their
position or expert knowledge except on one occasion. The majority of
consultants interviewed were men, reflecting the gender balance in medicine
at consultant level, for me there was no overt acknowledgement of gender

impacting on the process.

All appeared to embrace this minimally structured qualitative interview
approach, acknowledged the importance of care at the end of life but
recognised dying as integral to life. None abdicated responsibility for care of
their patients who were dying, most however put it into perspective identifying

that it was not the most stressful part of their professional lives.

All replied to my ‘thank you’ emails and offered further help if needed. All

except those about to retire were interested in hearing the outcomes of the
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research and how it might impact on practice. This | agreed to do on
completion of the thesis.

Part 2 of the thesis concentrates on the participants’ experience. Chapter 5
specifically describes the process of data management. It presents a linking
of analytical methods and findings in supporting understanding of the
consultants’ individual and shared experiences. The discussion section is not
presented in the traditional IPA way of melding descriptive and conceptual
data analysis. The approach adopted was intuitive emerging from the
consultants, stories, it just felt right. By splitting the descriptive and
interpretative analysis there was a sense of being more likely to privilege the
individual participants’ voices thus supporting the primacy in IPA of the
idiographic approach. This was additionally helpful as the cardiologists and

oncologists were particularly homogenous groups.
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PART 2: THE PARTICIPANTS’ EXPERIENCE.
CHAPTER 5 - DATA MANAGEMENT, ANALYSIS AND REFLECTION

If my heart could do my thinking, and my head begin
to feel,

| would look upon the world anew, and know what’s
truly real.

(Van Morrison 1987).

5.1 INTRODUCTION

In IPA, the aim of data analysis is to get as close as possible to the
participants’ experience. It supports an idiographic, phenomenological and
interpretative approach to data analysis which legitimises the use of first
person accounts as data (Larkin et al 2006). Therefore this chapter seeks to
present and describe the participants’ experience by the balanced use of both
the phenomenological and interpretative elements. The chapter will consider
the activities and approaches associated with descriptive and conceptual data
analysis. It will be presented in a way that interweaves analytical method and
findings which appears consistent with the complexities of IPA. Linguistic

analysis and discussion will be presented separately in Chapter 11.

In dealing with the large amounts of data produced by the 10 interviews, three
tiers or levels of analysis were undertaken (Eatough & Smith cited in Willig &
Stainton-Rogers 2008). This supports a ‘funnelling down’ approach. These
three tiers were identified following personal discussion with Virginia Eatough
as part of an IPA Masterclass (April 2011).

e Idiographic and biographical.

e Cohort level; explicating a descriptive, shared narrative by undertaking
a broad thematic analysis and low level interpretation.

e Hermeneutic experiential detailed analysis of a significant event in a
particular rich case(s).

This approach was adopted for pragmatic reasons, but still supported
acknowledgement of the commitment to the case study level of analysis, and
the need to compare or contrast cases and to value the richness of particular

individual experiences.
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5.2 - DESCRIPTIVE DATA ANALYSIS

5.2.1 Overview

Initially the content of the interviews was described. The understanding of the
individual experience was derived by the identification of key words, phrases
and stories that appeared to matter to each of them. The issues that mattered
to each participant were initially outlined without interpretation, accepted at
‘face value’ and supporting the phenomenological element of IPA. These
issues are presented as descriptions, beliefs, ideas, quotes, metaphor,
language, paralanguage and emotional responses. My aim was to identify
aspects which contributed to, and influenced each, participant’s thoughts and
experiences. This part of analysis deals with the uniqueness of individual
experience. Following the initial identification of themes from the transcripts,
the tables were constructed and then the responses of each of the
participants for each of the groups were described (in Chapters 6-8) using the
tables as a template.

The participants were all given alphabetical pseudonyms (except Mair for
whom a name starting with J just did not seem to fit), to preserve their
anonymity. Their interview narratives were presented with hesitancies and
paralanguage removed but otherwise were unadulterated. The purpose was

to improve and support sense making.

5.2.2 Descriptive analysis — the process

Authors such as Braun & Clarke (2006), despite criticising IPA for its ‘cook
book’ approach, identified methodological guidelines using a six step
approach to support thematic analysis: familiarising yourself with the data,
generating initial codes, searching for themes, reviewing themes, defining and
naming themes and subsequently producing the report. This thematic style of
analysis is congruent with the framework proposed by Smith et al (2009), for
single cases he describes ‘familiarisation with the data, identifying themes,
clustering themes and constructing a summary table’, the further stage of
‘integrating themes’ is proposed for multiple case analysis. This thematic
approach is in contrast to Giorgi’s descriptive phenomenology (Giorgi & Giorgi

2008) in that it is logical, structured and focussed on each participant’s
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experience. What is unique in IPA is the double hermeneutic, the interpretive
aspect of IPA, the way it deals with the data in its idiographic approach that
does not rely on paradigm cases, together with the sharing between the

participant and the researcher.

The following describes the in-depth process of descriptive data analysis
undertaken in this thesis. The first step involved reading and re-reading the
transcripts and listening and re-listening to the audio recordings. The purpose
being to fully engage with the data, making the participants’ stories live and be

part of my consciousness.

Willig (2007) made an important point that was helpful for me to be aware of
before undertaking data analysis, that being ‘the interview transcript may tell
us about how the person talks about their experience, how they describe it,
how they construct it — it may not be about the experience itself’ (p 63). This
sensitised me to be alert to the possibility of their experience being an artefact
or mediated by the professional context. From a criminology and
psychoanalytical perspective the free association narrative method was
considered during the analytical process as it is used exploring the responses
of well defended participants. A few of the medical consultants Ben, Flynn
and Mair appeared constrained when interviewed, their responses being at
times guarded and fragmented. In the description of their experiences their

reality is perhaps more likely to be hidden (Holloway & Jefferson 2008).

| chose to work exclusively with hard copy material of all 10 interview
transcripts and not to use a software package to support data analysis as it
does not fit comfortably with my usual working practices or what appeared to
be IPA’s core ideals as evidenced in the literature. On a practical level, for a
less than skilled computer user, it felt cumbersome and the time taken to
potentially familiarise myself with it would be precious time wasted. It was
also a more personally comfortable approach. The value of this ‘atechnical’
approach was the personal and close relationship that was established and

maintained with the ‘actual’ participants stories.
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The process undertaken was iterative and inductive requiring a meticulous
line by line analysis of each individual transcript with each participant being
treated as a single case, the purpose being to understand their lived
experience. It was very time consuming. The benefit was that | became very

familiar with each transcript and its content.

For the first participant group, the cardiologists, hard copies of each of the
interview transcripts were printed and used as the basis to facilitate analysis.
Initially, each individual transcript was formatted with a small margin on the
left hand side for initial comments and a wider margin on the right hand side
for annotation, comments and early identification of key points.

Alex’s transcript was printed, analysed independently and annotated with
colours to identify his descriptive (blue), exploratory (green) and linguistic
(red) comments. Direct quotes that were identified as reflecting important
individual points of richness or that might be used in the writing up because
they encapsulated important issues in the analysis, were highlighted and
recorded alongside the field notes and biographical details in my research
notebook. Each of Alex's comments, again using the same colour coding,
were written on post-it notes that were then stuck randomly to large sheets of
flip chart paper. The use of post-it notes enabled the comments to be visually
scanned and then moved on the paper and grouped together into common
themes. This idiographic case by case approach to analysis enabled me to
make specific statements about each individual by focussing on their

particular experience.

It was a very laborious but scrupulous process and was supported by listening
to their interviews in tandem with the post-it note activity. This supported
audio and visual approaches in an attempt to ensure congruence in analysis.
The same approach was employed to working with the transcripts of the
interviews from Ben, Chris and Dan. (Appendix 7 shows a scanned picture of
the post-its and flip chart). The post-it notes were coded with the same
colours for each of the subsequent participants and ascribed a number so the

individual was identifiable e.g. Alex = 1, Ben = 2, Chris = 3, Dan = 4. The
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comments from each of the other three cardiologists were grouped together,
linked and compared with the themes derived from Alex’s interview. Individual
themes, concepts and thoughts were then considered in the light of the
responses of the rest of the group, looking for emergent patterns and
connections that supported the shared experience of the group.

The identification of shared experiences worked in a slightly back to front way
for me, in that it enabled identification of each participant’s unique story
experience by the process of elimination. Grouping together of common
experiences left behind what was unique. Any unique or previously
unidentified themes were also stuck to the flip charts for exploration as part of
the following chapter which focussed on the participants’ individual

experience.

As a final check the original audio recordings were then re-listened to and the
transcripts revisited to ensure the themes identified as part of this analytical

process were present in the cardiologists’ stories.

A more interrogative and curious approach to the content focussed on
exploring the specific use of language, which was supported by attempts at
deconstruction providing a detailed focus on words and meanings. The
linguistic comments were kept separate as, at an early stage, | recognised
that these elements of the interviews were unique and worthy of particular
attention. Highlighter pens identified the specific use of language, for example

metaphors and binary opposites (see Chapter 11).

The initial list of themes emerged chronologically in order of appearance in the
transcripts, this may have related to my interview approach with the
cardiologists which was more structured in approach, reflecting my uncertainty
as a researcher and lack of familiarity with IPA. These themes were further
explored by the processes outlined by Smith et al (2009) to establish
connections and patterns within the three groups. These processes were
abstraction, subsumption, polarisation, contextualisation, numeration and

function enabling a deeper understanding and immersion with the data.
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The descriptive discussion presented in Chapters 6, 7 and 8 will reflect the
structural themes present in the literature review: historical and political
background, clinical diagnosis, disease trajectories, prognostication, patient
perspectives, physician perceptions and models of service delivery. The
literature review, as stated previously, was completed retrospectively following
data analysis and informed and was informed by the discussion.

The tables have been constructed to include direct quotations form the
participants (in italics). Their comments have also been rephrased, précised
and paraphrased to facilitate tabulation and presentation in the text (Chapters
6 to 8) but have not been interpreted or changed in any other way.

5.3 DESCRIPTIVE DATA ANALYSIS — THE FINDINGS

5.3.1 The cardiologists

In the descriptive analysis, the shared approach appeared to work because
they were the most homogenous group of participants. The subordinate
themes derived reflect the experience of all the cardiologists and were related
to:

e Patterns of Referral (includes past patterns and extrinsic factors
impacting on referral practice)

e Perceptions of palliative care

e Complexities of decision-making

e Resourcing

e Specialist knowledge

e Personal experience

e Models of service delivery

e Nurses

These may not all be easily recognised as themes, they may be more easily

identified as topics, ideas, concepts, terms, phrases and keywords.
The following table provides more detailed descriptive accounts from each of

the cardiologists that illustrate and support the superordinate themes

emerging from their experiences.
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CARDIOLOGISTS: Alex, Ben, Chris and Dan.
Theme: Patterns of Referral

ALEX

Not actually referred for palliative care

Timing

Co-morbidities

Perceived coping

Psychological impact

Internal within team

Risks of referral

Should refer more

Family request active seeking of help

BEN

| do that [refer] infrequently

Changing care focus and goals

Family structures support or deny care

CHRIS

| have referred [reflects on one particular example]

When no conventional options left

At the very end

HF patients highly selected for referral

Family led /involved

Only used for the tip of the pyramid’

Quick access to particular aspects of care

DAN

A quick answer is yes, [reflects on one particular historical
example that went well, currently more problematic]

Often related to family factors

Relevant for articulate communicating and coping families.
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Theme: Perceptions of palliative care

ALEX

Holistic care

Cancer focus

BEN

Cancer equates with symptom control

3 areas of intervention Analgesics, sedatives and anti-anxiety

Cancer prognostication straightforward

Inequity of access

Environment of care

CHRIS

Holistic support

Increase quality of life

Associated with cancer and death

Place

Historical association with cancer

DAN

Experience related to care in the community

Cancer centric

Support to care givers at home.

Theme: Complexities of Decision- making

ALEX
Decision making is ‘tricky’
Continuing therapy versus admitting defeat
Difficulties relating to transitions between cardiology and
palliative care
BEN

Difficulties re: decision-making

Choices patient/ personal

Choices aggressive/palliative

Alternative perspective has some value

Patient -led
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CHRIS

Difficult to be objective

Evolutionary nature of decision-making

Personal perspectives: ‘Grandmother/father test’

DAN

Complex at the end of life especially with regard to plans for
care

Care pathway facilitates decision that the person has reached
the end

Usually decision follows the patients own thought

Seamless transitions the ideal

Theme: Resourcing

ALEX

Inequalities of provision

Inequities in provision

BEN

Inadequate resources

Priorities for clinical activity

Resource limitations

Finite/negative resources

Pragmatic service delivery

Management of personal workload

Economic constraints: Macro/meso level

Reallocation of resources

CHRIS

Service availability limited

Models of service at different levels

Resources limited

Poor communication between providers

Poor coordination between primary, secondary and tertiary
care

Place of care may be dependent and may change with the
trajectory

HF resources limited e.g. no HF nurses
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HF poor current service provision

DAN

Inequity in access non-cancer

Inadequate and finite resources

Theme: Specialist Heart Failure Knowledge

ALEX

Patients awareness not terminal

Cardiology is reductionist (Medical & device therapy)

Difficulty with HF nomenclature

Always something you can do

Palliative care may not have knowledge regarding HF

HF many co-morbidities

HF reduced quality of life

HF uncertain disease progression

HF end stage and deterioration unpredictable

BEN

HF focus on active treatment

Palliative care in HF is ‘a message of surprise’

Knowledge and experience HF and palliative care

HF knowledge and awareness helps coping

HF patients want to live as long as possible

Less public understanding of HF

HF unpredictable

Cardiology deals with causes rather than symptoms

HF palliative care is unique

HF trajectory complex

HF focus on active treatment

CHRIS

Must get other bits of care right as well

HF patients good awareness

HF lots of therapeutic options
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HF prognostic uncertainty

HF is a chronic disease

HF ‘up and down trajectory’

HF language is emotive

Its all about knowledge of trajectories and transitions

DAN

HF cardiology makes better but not always

Death inevitable

HF sudden death is positive

HF prolonged death is negative

A good death is the expected norm in society

Information giving on diagnosis always highlights reduced life
expectancy

HF unpredictable disease pattern

HF co-morbidities ‘tip them over the top very quickly’

HF difficulties re: diagnosing dying

HF disaster if patient dies in A&E

Internal team working very important

Disease transitions tricky.

Theme: Personal experiences and reflections

ALEX

Difficult to admit defeat and handover care

My clinical role characterised by ‘pessimism versus optimism’

Pulling back active/passive involvement

BEN

Role characterised by personal and professional anxiety

No personal experience of death and dying

Only offer a work-based perspective

Only experience was palliative care in training

CHRIS

Mother died from a brain tumour very different from HF

Personal experience leads to a value judgement of the impact
of palliative care
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Palliative care accelerated mothers demise (appropriately)

‘I have a medicalised view of the world — that mothers dying
was not prolonged’

Personally rare as a consultant for me to initiate end of life
discussions regarding additional support — nurses more likely to

Personally ‘death denying, wanting to die as late as possible’

DAN

Personal experience from initial training — was encouraged to
hear patients stories related to their death and dying

Reflecting on this was good preparation for care of the dying

Reflects on the importance of experience

Personally look on the bright side’

Personal issues related to fears of death and mode of death
(believes this is also the issue for patients and families)

Theme: Models of service delivery

ALEX
Pathways give guidance
Shared approach
Shared care
Unique and overlapping competencies between both
specialities

BEN
Guidelines support models of service delivery
Best practice exemplar is shared care

CHRIS
HF and palliative care should be a consultation service
Palliative care should not be managers of care
Access to services should consider the broader impact of
disease on the family and society
Models of care should enable dip in and dip out
Pathways for care 80% good: 20% poor — poor usually relates
to coordination of care

DAN
Access to palliative care but still keep patients ‘get in-pull out’
Best outcome is the best mode of death, best managed death
About advanced care planning
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Care pathway is a framework for care, not fixed but flexible

Ideal is to follow own patients through

Theme: Nurses

ALEX *

Nursing role is the bridge of care
BEN *

Heart failure nurse are the bridge
CHRIS *

Palliative care is the HF nurses role
DAN

Heart failure nurses are positive

HF nurses balancing demands and time on the newly
diagnosed patients and those at end of life

HF nurses present during the end or palliative phase is when
the family needs most acute

Benefits of having a palliative care regional HF nurse would be
resource effective in relation to workload issues.

Alex, Ben and Chris’ services do not have access to heart failure clinical nurse
specialists (CNS’s) as part of their team. Therefore their responses are
largely theoretical as to the perceived benefits. They have as a team
approached the British Heart Foundation (BHF) for external funding. There
are a number of UK projects where the BHF fund regional heart
failure/palliative care CNS’s, the funding is contingent on the local providers
agreeing to the future funding of the posts after a circumscribed pump-priming
funding of between 3-5 years. Their Local Health Board have not yet

supported this service development.

5.3.2 The oncologists

The same exploration of the individual experience derived from each interview
was subsequently undertaken for Eve, Flynn, Greg and Hermione. As the
data analysis progressed it was clear that | was becoming more confident and

competent and my dependence on these steps lessened, they became more
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of a framework. When the process became particularly difficult these steps

acted as a ‘safety net’ or a reference point.

For analysis of the interviews with the oncologists and old age psychiatrists
the post-it approach was modified. Each interview transcript was, as before,
annotated with comments in both margins to aid identification of themes and
key points (topics, ideas, concepts, terms, phrases and keywords). Potential
verbatim quotes and linguistic elements were again identified by highlighter
pen. Each of the participants’ responses were then categorised under
emerging headings in my research notebook and then tabulated enabling the
identification of shared and individual themes across each of the two groups.

The themes from the cardiology interviews were used as a template.

The following list of themes for the oncologists was reflected in each of their
interviews:

e Patterns of Referral (includes past patterns and extrinsic factors
impacting on referral practice)

Perceptions of palliative care

Specialist knowledge

Complexities of decision-making

Resourcing

Personal experience

Models of service delivery

These shared themes were reflective of their shared experience and
understanding as a group; the only missing theme was that they did not, as a
group, explore or focus on the role of nurses. There was no explicit mention
of the role or need for nurses from within the oncology participant group, this
may relate to their familiarity with and the large number of CNS’s working in
oncology and palliative care settings. In Wales there are approximately 200
oncology CNS’s, (this number excludes palliative care CNS’s who often have
a dual role) as opposed to 27 working in Heart Failure (Personal
Communication Liz Gould Cardiac Network WG 2011).
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The following table provides more detailed descriptive accounts from each of

the oncologists that again illustrate and support the superordinate themes

emerging from their experiences.

ONCOLOGISTS Eve, Flynn, Greg and Hermione
Theme: Patterns of Referral

EVE

Yes, frequently

On an outpatient basis due to ease of access, usually the
Macmillan nurse

For increasing physical/psychological symptoms

Negatives of referral possible bad experiences nurses always
talking about death

More likely to refer if relationship with the palliative care team

Many patients not seen by oncologists — directly referred
without me knowing

Referring less ?already referred or just one of those things

Less used for physical symptoms more for ‘putting things in
order’ or for coping

FLYNN

Yes, often

Integral part of patient management/cancer management

For difficult symptoms

Patients may read it the wrong way — my job to disabuse

Ideal is to refer before a ‘crunch point’ — proactive planning

Improves quality of life

Easily available and accessible (except geographical issues)

When advanced disease and symptom problems but otherwise
mobile

Support for family

Enable establishing of a relationship

Anticipate needs

Not radically curable patients

Dual diagnosis; multiple pathology; co-morbidities

Physical and psychological problems

After an acute event
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Support adaptation from curative to terminal but not just

palliative care

Change in outlook/approach

In early cancer treatment — for symptoms associated with
treatment; dysfunction and chronic pain; for advice and support

GREG
Yes, several times a week
Types of services inpatient and community
Reasons for inpatient advice re: symptom control e.g. pain,
dysphagia, discomfort and anxiety
Aim to get home (not always)
Hospice refer cancer patients back for active cancer treatment
Don’t take people with a chronic condition
Geography of unit problematic and have to live with it — affects
how patients view it
| achieve a collaborative role/relationship between oncology
and palliative care ?seen as a threat
Refer earlier for symptoms less likely to be refused
Relatives put a ‘bar’ do not encourage often refuse referral
‘Mum will know she is dying’ — explain to them that Mum
knows, it's you who hasn’t accepted it
Many doctors resist referral, should refer earlier
| refer too early
Refer for relatives’ needs not always patients needs: children,
bereavement, support, negotiation

HERMIONE

Yes lots and lots

Early in disease, when still currently well

Involved early

Symptoms but not terminal

Early to build a relationship or at a stage where no further
active treatment

Symptoms from cancer or from cancer treatments

Psychological support

Family support

Day care

People with young family and children (facilitate good and bad
memories)
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Husband not coping with wife’s diagnosis

‘Safety net’

Family encouragers — isolation, need for help, avoid family
panic, 1°' point of contact

Small number resist palliative care

Theme: Perceptions of palliative care

EVE
Care at home, problems at home, reality of their situation often
associated with poor mobility and difficulties with the home
environment
Hospice care is peaceful, appropriate medication
Place of care patients at home different from patients in
hospital
In relation to other patient groups. Different disease, different
trajectories, nursing rather than medical care
End stage HF has a long terminal phase
Good death depends on: carers and place of care
Does not always have the answers

FLYNN
Community services ‘better access to patients realities of daily
living’
Hospice for terminal care, hospice is respite, hospice is
rehabilitation
Palliative care is a place of care, variety of places
Experts
Conducive environment
Holistic
Some oncologists hold a negative view of palliative care
Patient perceptions: hospice is death, word hospice is a ‘big
block’, historically negatively associated with cancer care,
going to die, one way ticket.
Some patients never heard of it.
Perceptions are changing but slowly

GREG

Advantages intensive assessment of symptoms

Seamless care

Shared care
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Holistic

Integrated

Care of the patient in their environment, not just the family

Palliative care could not exist without oncologists

Different specialities and ambitions, lots of ‘empire builders’ in
palliative care

Patients view hospices as a place to die

In the past palliative care viewed with antagonism and
suspicion by oncologists

In the present it has ‘grown like Topsy’

‘safety net’ for patients

As an oncologist not sure what palliative care wants from us

Palliative care now uncertain as to where they fit, what patients
they take ‘oscillating like a pendulum’

People always go to the death section in the local paper,
deaths in the hospice colours their views leading to resistance

Patients feel oncologists won’t see them when there is no more
active treatment

HERMIONE

Palliative care makes my life easier

‘safety net’ gives my patients a bit of control when it can’t be
me; at home lessens panic about who to contact/where to go

‘go between’ between patient and GP, patient and hospital

Facilitates a better death

Facilitates symptoms and a ‘good death’

Supports decisions re: place of care

Dying at home, done properly is hard work

Misconception that palliative care is end of life treatment only

Nomenclature a negative/disadvantage

Symptom control and dying

Hospice is end, ‘see the fear on their face’

Morphine, dying, last resort and ‘end of the road’

Patient and family experience: when the patient has died it is
poor memories that stay with you not the good times

Good care is compromised by bad death or experience

Facilitates a good death, good enough death, good for the
patients or the people left behind, they are the ones
remembering
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Theme: Complexities in decision-making

EVE

Generally easier with cancer

Pre-existing problems impact on the palliative phase

Easier with some cancers e.g. lung cancer rather than
ovarian/brain cancer

Some cancers have a long terminal phase with poor quality of
life, others disease can be very rapid

Unpredictable in timing of dying

Cancer patients accept diagnosis and usually move on, usually
more aware of their situation

Family influences sometimes conflict with patient choice

FLYNN

Cancer different disease with different needs to say neurology,
trajectories different

GREG

Trajectory is uncertain, palliative care patients have acute
events

Cardiology view is that cancer prognostication is easier — ‘they
can teach me’

Personal reflection — DS 1500 form completed for a patient with
6 months to live alive 4 years later, Libya link Al Megrahi.

If caring for people with cancer | see them from beginning to
end

HERMIONE

Prognosis different between different types of cancers e.g. lung
versus breast

Prognosis for certain diseases far worse than cancer, Breast
cancer has a good prognosis, compared with HF and COPD

A lot of patients die of something other than their Breast cancer

Different perceptions of different cancers re curability

Easier to give a positive prognosis to cancer patients

Chemotherapy sometimes delays the inevitable, shock when
treatment options exhausted, like being given the diagnosis all
over again, grieving process

For lots of patients poor prognosis may not be a surprise

Theme: Resourcing

EVE

Resources: more hospice beds, more home care, more
personnel
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FLYNN

Need: more beds, more staff, anaesthetic pain control

Finite resources, under-resourced even for cancer.

Extension to non-cancer populations would adversely impact
on cancer patients e.g. neurology

GREG
Originally meant to be cancer and non-cancer
Non-cancer palliative care more demanding on nurses
Non cancer palliative care requires different skills
Would disadvantage cancer patients

HERMIONE

Not enough physicians or nurses

Breast cancer has so many resources in comparison even to

other cancers

Non cancer less access to all support groups or charities e.g.

Macmillan

Theme: Personal experiences and reflections

EVE

Father sudden death at home

Mother cancer death in hospital, uncertain trajectory, gave
permission to stop treatment

Death of one parent different to the death of the second parent

Treated as a professional when mother was dying (hospital),
not when father died (home)

Mothers burden of caring for father, increasing burden of
dependence his death was timely

‘The personal impacting on the professional’

FLYNN

Have not influenced the ways | use palliative care services;
despite good and bad experiences of close friends and
relatives

Influenced by the personal experience of working with good
palliative care doctors who were highly articulate and good
educators

Direct experience of being a palliative care doctor - Gave
insight into what it can offer

Transferable skills linked to my practice as an oncologist
especially in relation to managing difficult conversations and
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counselling/psychological support- happy with it myself

GREG
Personal experience influenced career my choices as an SHO
[reflective example] seeing a surgeon as a bad role model and
an oncologist a good role model, decided to be an oncologist
‘It would have been palliative care had it existed then’.
Historical reflections on own experience in palliative care during
SpR training.
When appointed as a new consultant palliative care was not
locally accepted, there was pressure on me to support
Never felt uncomfortable with people who are dying — no
problem with it, palliative care has always been part of my life
Family were non-medical.
Mother died from heart disease, father from Parkinson’s
disease both died in old age, their deaths were timely and | was
not actively involved.
‘I had already become what | am before they died’

HERMIONE

Grandfathers death over 10 years ago when a junior doctor,
very present always

It was a badly managed death at home, largely due to their
choices for normality, not wanting sympathy or external help

My memory retains the worst bits it was ‘horrendous’ he was
‘opioid toxic and hallucinating’

Has influenced my own professional role: being open and
honest with dying patients, give patients the options, and deal
with the root cause of their problems

‘I refer too much, too often’

Theme: Models of service delivery and provision

EVE
Geography and rurality negatively impact on access
Need to prove outcomes
Need to prioritise activity

FLYNN

Geographical variation in services, difficulties associated with
being charity led therefore affluent areas benefit

Very city centric

Rurality a problem, rural services less robust

Patient variables: disadvantaged are those who live alone,
have a dysfunctional family, are elderly or very young [reflective
examples]
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GREG

Location of local hospice not ideal related to political and
professional influences

Seamless and integral with oncology services

Not a separate unit or site

HERMIONE

Gaps in services for those who are chronically ill with cancer,
managing to live normally — excluded group, no services

5.3.3 The old age psychiatrists

The old age psychiatrists were the least similar in their clinical approach to

palliative care, the stage in their careers and in gender. The analysis of their

interviews mirrored that undertaken for the oncologists. The following list of

shared themes was smaller and perhaps influenced by their lack of

homogeneity, this was linked to the fact that there were only two of them and

so it was difficult to achieve consensus. Their responses therefore are more

clearly seen as part of the bigger sample.

Patterns of Referral (includes past patterns and extrinsic factors
impacting on referral practice)

Perceptions of palliative care

Complexities of decision-making

Specialist knowledge

Personal experience

Models of service delivery.

The following table provides more detailed descriptive accounts from each of

the old age psychiatrists that support and illustrate the superordinate themes

emerging from their experiences.

OLD AGE PSYCHIATRISTS lan and Mair.

Theme: Patterns of Referral

IAN

Yes, 5 years ago used more

Have experience of things palliative care can and will do
‘regular pattern’ of collaboration and links maintained

| do what palliative care normally would do

| refer, but rarely
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Usually use as a telephone resource

Refer for: medication management, pressure area care,
hydration/nutrition, drug therapy.

Practical skills such as syringe drivers and wound care

Made for a second opinion, to avoid a complaint.

Good outcome is no complaints

Help with specific problems especially agitation and pain

SPC team respond quickly to referral in comparison with renal
services

MAIR

For a difficult cancer

Reciprocity we helped the hospice deal with this lady’s mental
state and they dealt with her complex physical needs e.g. pain

Dual diagnosis/multiple pathology

Resource, they are the ‘trouble shooters’

Personally uncomfortable with cancer diagnosis management.

Nursing staff recognise deterioration,

Clues re: impending death

No real issue or need for referral for end stage dementia

Don’t remember family ever requesting referral

Theme: Perceptions of palliative care

IAN

Professional resource

Patients not difficult — relatives make it difficult.

Dementia is a terminal condition at diagnosis

Terminal diagnosis links with DNAR decisions

Link nurses educated by palliative care offer supportive
psychotherapy or counselling for family members

Nurses deal with the relatives

| am the ‘drug merchant’, nurses deal with the relationships

My other role relates to sectioning and medico-legal stuff

Largely self sufficient in relation to palliative care

Patient suicide more of a problem
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Role ‘making sure things are kept tidy’

MAIR

Complex issues in dementia relate to capacity,

Decisions related to withholding withdrawing treatments

Divergence between mental health and physical nursing

Palliative care is a satisfying

Its about knowing a man who does, [specialist resource] but
doing the basics yourself

Not as challenging as ‘suicide risk assessment’

There are ‘worse things than dying’

Theme: Complexities in decision making

IAN
Don’t try to make a prognosis, dementia is a terminal condition
Predisposing factors/co-morbidities that impact likely to
precipitate the terminal event include chest infection,
haemorrhage, septicaemia and Ml
Families compromised by DNAR questions

MAIR

End of life can be quite a long process here

Dementia is a terminal illness but its not an acute event

We get patients that simply die of their dementia’

You've got to make the decision whether it is palliation or not

Lady who came for respite [reflective account]

Pathway validates end of life decision making

Difficult when people on the pathway and then rally ‘distressing’

No control over when someone is going to die

‘Its Gods gift’ [living and dying]

Dementia is a terminal disease, people will ask me for time
scales early on ...l tell them the national averages and that
everybody’s different...

Theme: Specialist Knowledge

IAN

Done lots of self learning and up-skilling
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Other professional activity involves reflection, aware of the
importance of knowledge

MAIR

Professional updating for CPD, do more medicine in old age
psychiatry. [Reflected on a recent course attended with
palliative care sessions]

Theme: Personal experience and reflection

IAN

Exposure to personal death - minimal

Grandmothers death when a teenager, she just ‘disappeared’

Reflective professional stories of death

Current role suicide much more of a serious issue made more

problematic because of public perceptions

Personal dichotomy, have an objectivity about death but

‘suspect that I'm more vulnerable than | would like to think’

MAIR

Strong religious faith influences

Father died suddenly from a stroke, a good death

There are worse things than dying’

The old age psychiatry dyad did not explicitly mention resourcing, models of

service delivery or nurses as specific issues. My initial thoughts relate to the

historical and pragmatic under-funding of mental health services and that for

both participants, palliative and end-of-life care, although important was the

least troubling element of their clinical roles.

5.3.4 Conclusion

In summary, the initial descriptive approach to analysis for this thesis involved

a number of distinct stages.

Annotation of the transcripts and concurrent listening to the audio
recording
Identification of subject headings, | was not sure if they were themes
but each participants responses were tabulated under those headings
The free text writing on post-it notes of the participants’ responses
using the tables as a template
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e The free text then reordered to compare and contrast the descriptive
experiences of each of the participants
e Direct quotes inserted into the free text to demonstrate congruence
between their words and my description
e After the initial free text draft was written, using minimal direct quotes,
each of the interviews was listened to again and the transcript revisited
to elicit quotes that supported the themes described
e Audio recordings revisited to check for paralinguistic elements and to
enable my immersion back into the story of their experience
e The text was altered subsequent to this in an attempt to pay attention
to the ‘hermeneutic circle’
e The individual interviews were then revisited to consider the linguistic
elements (Chapter 11)
This descriptive analysis aimed to get as close as possible to the quality of
their experience by looking through the participants eyes prior to

interpretation.

5.4 CONCEPTUAL DATA ANALYSIS

5.4.1 Overview

Jonathan Smith who is credited with developing IPA, characterises its
approach to conceptual data analysis as being ‘an attempt to unravel the
meanings contained in accounts through a purpose of interpretative
engagement with the texts and transcripts’ (Smith 1997:189). Thus in moving
the descriptive analysis from the identification of individual themes to shared
themes, group level analysis was undertaken using specific techniques which
may establish validity. This approach seeks to elicit patterns and connections
between the emergent themes by exploring the interview transcripts of all the
participants across all three consultant groups by the process of looking at
and exploring the emerging themes and trying to establish connections

between them.

The techniques employed were alluded to earlier in this chapter but are
described in greater detail here as they support the interpretive approach
taken to conceptual analysis. They include abstraction, putting like with like
and developing a new name for the theme, subsumption, whereby the
emergent themes are accorded superior status by helping to bring together a

series of related themes, polarisation, which relates to the identification of
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oppositional relationships, differences rather than similarities (negatives and
positives), contextualisation, which relates to local and professional
intelligence in identification of the contextual and narrative themes,
numeration, the frequency with which a theme is mentioned which perhaps
suggests its relative importance and relevance to the participant and function,
themes that have a specific function in particular what they elicit from the

listener.

Smith et al (2009) suggest that these approaches enable a more confident
and competent approach to making the most of the data that ‘facilitates the
development of good enough analysis’ (Chapter 5). Most of their case study
examples relate to psychology, but their organisational approaches to data
management appear easily transferable to the data derived for this health
care thesis. The purpose of these techniques is to enable a deeper
understanding of the text, immersion with data and hence of the participants’

experience which draws on sources associated with narrative analysis.

5.4.2 Conceptual data analysis - the process

IPA is clearly interested in both phenomenology and interpretation, much
published research appears to privilege and be more concerned with the
hermeneutic dimension which is the sense making of the participants’
experience. Such processes are necessary in order to make sense of the
consultants’ personal world through a process of interpretative activity.
However the consultants’ experience is the one irreducible thing, my thesis,
when written up, should strike a chord with the reader and give them a sense
of what the participants’ experience is like and how they experience it and will
seek to equally privilege both the phenomenological and interpretative

elements of IPA.

The moving from descriptive to conceptual analysis shifts the focus from the
particular to a shared meaning and understanding. It is important to
acknowledge at the outset that this interpretation is likely to be influenced by
my own professional knowledge and experiences. Closer scrutiny and

revisiting of the transcripts and the audio recordings supported the
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identification of more inclusive conceptual and interpretative themes,
superordinate themes. This was achieved by a kind of Gadamerian
conversation between:

e My own pre-existing professional and personal understandings in
using myself to help make sense of the participants’ experience not
vice versa (although this was undertaken with caution)

e Understandings influenced by the participants’ stories and experiences

e Checking out the meanings for the participants by the use of the
hermeneutic circle acknowledging that description always involves
interpretation

e Acknowledging there are clear differences for the participant in relation
to their understandings in the past, the present and the potential future

e For experience that is beyond our own, being free in opening up of
wide-ranging possibilities in understanding

e Achieving a synergy between description and interpretation, that is the
gestalt of the individual experience.

This section describes the movement from descriptive analysis towards a
more multilayered phenomenological and interpretative (meaning making)

analysis.

Smith & Osborn cited in Smith (2008) state that IPA analysis is recognisable
and characterised by a set of common processes, those being movement
from the particular to the shared experience and from descriptive to
interpretative analysis. Together with the common principles of a commitment
to understanding the participants point of view by focussing on personal
meaning making in relation to the particular context of end of life care. The
end point should be the achievement of an account of how the researcher
analyses the data and reflects their thinking about how the participant is

thinking.

For me, the process involved stripping away my preconceptions or being more
consciously aware of them, this will be explored in Chapter 12 which
considers quality issues such as openness and reflexivity. | tried to consider

‘the flesh and bones’ of their experience.

A number of phenomenological ways of thinking about the data analysis were

helpful (Polkinghorne 2005; Eatough [Masterclass] 2011). In particular the
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notions of ‘dwelling’ in the data, being immersed and wrapped up in the data
which is evident throughout the IPA approach and in vertical depth
interpretation which involves tunnelling down, fleshing out the experience,
getting your ‘hands dirty’, focussing on depth rather than breadth as in Eve’s
experiences of parental bereavement and the identification of ‘little gems’
whereby a phrase or story jumps out which seems to capture the essence of
what is going on with the participant (an example of this was Chris describing

himself as ‘death denying’).

Identifying metaphors and other linguistic elements which provide rich ways of
illuminating the analysis, this was consistently present in all the participants’
experiences. Its importance is acknowledged in this thesis as it is presented
as a separate chapter. Finally the acknowledgement and influence of the part
and the whole (the hermeneutic circle), for example, a word in a sentence or
an event that illuminates the participants’ life world; for them a pivotal
experience. This was clearly apparent in Greg’s story of how he became an

oncologist rather than a surgeon.

Smith et al (2009) suggest that using the stages of the hermeneutic cycle is a

useful reference point and a way of thinking that relates to the IPA approach.

The part The whole

The single word The sentence in which the word is embedded

The single extract | The complete text

The particular text | The complete “oeuvre”

The interviewer The research project

The single episode | The complete life.

Smith, Flowers & Larkin (2009 p.28)

The hermeneutic circle is both a systematic and a creative approach that
involves a dynamic, iterative movement between the part and the whole.

The meaning of the word only becomes clear when seen in the
context of the whole sentence. At the same time, the meaning of
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the sentence depends on the cumulative meanings of the
individual words (Smith et al 2009:28).

There is an element of pushing the analysis, the experience is grounded and
developed from the participants’ own words but like an elastic band it can be
stretched quite far but the stretching needs to stop before it snaps, if it snaps

the connection with their experience is lost.

In considering the hermeneutic layers of analysis Eatough (Masterclass 2011)
provided a useful analogy in that the interview transcript is a house, analysis
involves demolishing the house and sorting the construction materials, the
specific sorting of bricks, tiles and timber relates to thematic analysis in
identifying the master themes. The next stage involves rebuilding the house;
it would be the same house as it uses the same materials but it would also be
a different house because it is put together with my interpretations.

It is about retaining and embedding the richness and
texture of the individual experience in more abstract
general articulation (Eatough [Masterclass] 2011).

Prior to interpretation it felt important to get as close as possible in order to
gain understanding of the consultants’ experience, this is described as either
looking through the participants’ eye or lens. The skills required in this
process involve description, clarification, elucidation and illumination (Husserl
1970).

The interpretation offered in this thesis will attempt to be credible and
accurately interpretive rather than theoretical but as Squire et al (2008)
acknowledge, narrative data can easily seem overwhelmingly susceptible to
endless interpretation, which by turns is inconsequential and deeply
meaningful. Therefore, in order to make the narratives more manageable,
when thinking about the transcripts | attempted to consider the ‘what if
dimension as a way of imagining and entering into the participants
experience/world. It was about thinking, what if this were me; it is not me but
what if it was? Whilst this approach is helpful, it requires a delicate balance

as | may have attached more importance to elements of their experience than
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the consultants would have done themselves. What | identified as valuable,
or Greg’s ‘little gem’, may have been throw away lines that the participants
may not even remember and that | might attach unwarranted importance to.
This is a key tension in interpretative research and will be explored further in
Chapter 12 which considers reflexivity and openness.

In an attempt to further enrich and deepen the analysis particular
phenomenological concepts and theories have been identified, acting as both
a mechanism to explore the experience and make some sense or meaning
from the data. The hope being that it may resonate with the experience of
others involved in everyday clinical practice in end of life care.

The IPA literature describes these phenomenological concepts as relating to
‘hot cognition’ being current issues that are emotive and dilemmatic and ‘cool
cognition’ which are longer term issues, reflection across the life course of the
individual experience. Using a mind map approach the subordinate themes of
patterns of referral, clinical factors at the end of life, complexities in decision
making, prognostication, perceptions of palliative care, specialist knowledge
and personal experience models of service delivery and resourcing were
combined. As a check for consistency the subordinate themes were also
combined visually (using the post-it notes). Following this the structural
master (superordinate) themes of referral and decision making were
identified. To support more in depth exploration and discussion they were
extrapolated into the theoretical themes of clinical thinking and knowledge
in (and for) practice. These fulfil the hot and cool cognitions of the

participants’ experience.

To ensure appropriate attention is paid to the phenomenological and
interpretative elements of IPA and to support its requirements for enriching
and deepening analysis, the phenomenological concepts and theories of
being with (Finlay 2010) and being in the dimensions of the life-world
(Ashworth 2003; Todres 2007) have also been identified in the consultants
stories. These will also inform and structure the discussion chapters (9 and
10).
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5.5 REFLECTIONS

| initially struggled to make the distinction between IPA and traditional
interpretive phenomenology and achieve clarity of understanding. | believe
that the appropriateness of IPA lies in the role of the researcher, its prescribed
intellectual and analytical activity and how it deals with questions of quality.

As previously discussed, one of the advantages in using IPA is related to its
structured approach to data analysis and management. Smith et al (2009)
have proposed what appears to be a slightly prescriptive framework, their
rationale being to support more novice researchers in making the process of
data analysis more manageable and less overwhelming. The suggested
steps attempt to lessen the risk of being ‘drowned by the data’ and being
overwhelmed by the thoughts of managing and making sense of it. For me
this approach was facilitative but still supported flexibility in dealing with the
transcripts, preserving the individual ‘voice’ of my participants as part of the
shared or common experience. It also supported a more interpretative and
eclectic theoretical approach to achieving understanding of the consultants’

experience.

5.6 CONCLUSION

This chapter has presented a description of the participants’ experience. It
outlined the activities and approaches associated with descriptive and
conceptual data analysis in IPA that linked together the analytical method and

findings.

The analysis identified subordinate themes that were related to the structural
contexts of care and were combined to form the master themes of referral and
decision making. These encompass past patterns of referral, internal and
external factors impacting on referral practice and decision making. Chapters
6 to 8 will present descriptive accounts of the consultants’ individual and
shared experiences, locating the discussion within contemporary health and
palliative care practice and considering patient and professional perspectives

of palliative care — the structural context.
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The theoretical contexts emerging as influencing the consultants experience
and practice are the life-world, clinical thinking and knowledge in (and for)
practice, they provide more phenomenological and interpretative perspectives
in which to deepen the exploration. These dimensions of the consultants’
experience together with linguistic analysis will be presented later in Chapters
9 to 11 of the thesis.
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CHAPTER 6 - THE CARDIOLOGISTS

In cardiology we can make people better and that’s
great and that’s why | like doing it but you have to
accept that there are times when you can’t make
somebody better. (Dan).

6.1 INTRODUCTION

This chapter will provide a descriptive account of the experience of the
consultant cardiologists, it will initially present short biographical details of
each of the cardiologists before describing their unique experiences. The
second part of the chapter will describe the patterns and connections between
them as a group in an attempt to present their shared experiences.

The cardiologists were the first group of participants accessed for this thesis.
One individual with whom | had worked, together with the identified
gatekeeper (see Chapter 4), in developing strategy documents, was very
committed and supportive of the thesis, and participated enthusiastically. This
enthusiasm was infectious as his colleagues readily became involved,
perhaps demonstrating the positive effect of snowballing and the idea ‘that it is
not what you know it is who you know and who knows you’ (Blackburn 2011

personal communication).

All the cardiologists within the geographical area identified were men, as are
the great majority of the cardiologists in Wales, reflecting the UK wide profile
of the speciality where females make up 60% of medical-school applicants but
only 17% of cardiology trainees, and just over 7% of cardiac consultants. All
the participants in the study were men reflecting the gender dominance of
cardiologists in the UK (British Cardiovascular Society working group 2006).
The geographical area in which they practice is mixed with metropolitan,
urban and rural populations. It is an area of socio-economic deprivation with

high levels of cardiac disease.
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6.2 THEIR IDIOGRAPHIC EXPERIENCE

6.2.1 Alex

Alex is in his late fifties, he describes himself as a ‘therapeutic cardiologist’
and is very much involved in political and strategic initiatives at both local and
national levels. It felt as though he was very patient centric as before and
after the interview he talked mainly about patients and the difficulties they
experience carrying the ‘burden’ of heart failure. This was less apparent
during the interview. He was very warm and supportive, clearly motivating his
colleagues to be part of this study. His family are very important to him, he
has experience of close family members being compromised by chronic
illness but no-one close to him has died. He is planning to retire early in order

to do voluntary work in the developing world.

Alex’s interview was characterised by a thoughtful, measured approach, this
was particularly evident when he reflected on clinical incidents. He spoke in a
constant tone, occasionally some points were given more emphasis especially
those related to resource inequity and the importance of nurses. He was less
hesitant and his voice and speech more free flowing when he was in his
‘comfort zone’; which was when he was talking about the more physiological

and technical aspects of cardiac care.

It appeared that for Alex there was a clear distinction between active and
palliative treatments, characterised by polarity between optimism and
pessimism: light and dark. His theoretical understanding of palliative care was

evident but there was some difficulty in linking this to his cardiology practice.

For him it was the issues related to clinical judgement and decision making
contingent on palliative care referral that were tricky, characterised by
uncertainty and hesitancy. This was demonstrated by what he said and how it
was said. For example in relation to decision-making this long extract [which
is presented verbatim complete with paralanguage, pauses and hesitancies]
exemplifies his ambivalence, almost reluctance, to consider referral:

| think that decision is...is quite a delicate one really as to
when exactly do you refer, um...its often difficult with
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heart failure to define an end point...um, you know,
um...it emphasises that difficulty of knowing when the
patient is going to succumb from their condition and the
timing prior to that to introduce palliative care services so
| think we...we...we find that um actually um you know
putting...giving the patient that...that knowledge that it
could lead to terminal decline is a...is a very difficult
decision and a lot of patients with heart failure do very
well for a long period of time on...on um drug therapy
and so on so...introducing a sort of rather depressive um
outcome to their management may have deleterious
effects anyway on their psychology and so on
s0...psychological response to their illness so I'd prefer
not to introduce that unless its...its fairly near the time
(Alex).

The extract from his interview appears to suggest both the clinical
responsibility in identifying end of life and also an element of culpability in that
it may precipitate a terminal decline either physical or psychological. This
links with the belief in a self-fulfilling prophecy, that ‘voodoo kills’ that once
something is said it will come to pass and by articulating that someone is
close to death it makes that death imminent and certain. The professional
responsibility imbues the physician with an almost God-like status in having
power over life and death. This was acknowledged in some of the other
participant interviews but it was only Alex who so clearly linked the ‘cause and
effect’, a potentially harmful consequence of referral to palliative care. The
idea of ‘voodoo kills’ will be discussed in greater depth in the later discussion

chapter.

Thus Alex was clear that his perceived clinical power and responsibility should
be exercised with caution and probity. In the more personal elements of the
interview he explicated the practical dilemma of needing to refer but that it
was complex:

We shouldn’t really prevent ourselves from sending the
patient on but | think we probably need to discuss
guidelines. | think there is a risk that perhaps um having
referred a patient for palliative care, that you may feel
that there is nothing further you can do anyway and then
there’s a sort of almost a sort of pulling back maybe not
an active pulling back but perhaps a passive pulling back
of involvement and therapies and so on and a belief that
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you know the patient is at the end of the road and
someone else is taking care of them so there is that
aspect as well (Alex).

The visual image that emerged from this extract was of a tug of war, with
cardiology and palliative care being at either ends of the rope and the patient
being in the middle, being pulled one way and then the other. Eventually the
cardiac team were overwhelmed and lost the encounter with the patient
becoming part of the palliative care team. Implicitly there feels a sense of loss
and perhaps failure which is supported by Alex’s earlier comment: that for him

referral is like admitting defeat.

My interview with Alex was the first conducted for this thesis and my
inexperience is reflected by the fact that | did not pursue this idea of
bereavement and disappointment but focussed on the relationship with the
patient and transitions. Perhaps this was consistent with my awareness that
this was a difficult issue for Alex and that | was conscious of perhaps opening
up ‘a can of worms’. For much of the interview he did stay close to the idea of
palliative care having negative connotations which was at odds with his
strategic profile which he described as facilitating and incorporating palliative
care into cardiology practice. Interestingly, supporting his distancing from
palliative care, he sees this shared care approach being managed at the

nursing level.

6.2.2 Ben

Ben, in his late twenties, is the youngest of the cardiologists and a newly
appointed consultant. He has by his own admission more limited life
experiences and no personal experience of death and dying, he is clear that
this is related to his comparative ‘youth’. Ben was more pragmatic and
prescriptive in his approach being very involved in technical interventions, in
particular the idea of a plastic heart being able to maintain and keep people
with heart failure stable whilst waiting for a transplant. BBC News reported
the first patient experience of this just a year after my interview with Ben (BBC
News 2/8/2011). He describes himself as an ‘interventional cardiologist’,

being constantly compromised in practice, especially because of finite
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resources. He was more guarded in the personal information he disclosed but
has aspirations of a more strategic role in the future when he is less of a
neophyte consultant.

Ben’s interview was characterised by a fast pace, the rhythm of questions and
answers felt almost like verbal sparring, the answers were precise with no real
reflective or individual patient elements influencing his responses. It felt like a
very polite, professional and almost distant encounter in that | was kept at
‘arms length’. There was very little hesitation or uncertainty in his responses. |
was aware that throughout the interview he was almost apologetic about his
lack of personal experience. Most of his replies resembled those of his
colleagues, his individual viewpoint was influenced by and almost exclusively
related to his professional role as a tertiary specialist, where after providing
active treatments his patients are sent back to their original team for ongoing

care.

Specific concerns were related to his individual excessive workload and his
wider political concerns of resource inadequacies and inequities across all
aspects of cardiology services:

the development of heart failure services has been
appalling compared to most parts of England ... so up
until very recently there’s been no funding for heart
failure services in [named geographical area] (Ben).
The consequences being that even the basic services are compromised by

inadequate facilities so holistic care is not even an option.

Ben has taken local action to resolve some of these concerns in practice, in
his new job plan which is currently being negotiated he is hoping for ‘two
sessions every six weeks dedicated to heart failure, so that's where we are’. |
reflected that this seemed a very small amount of time but he was clear that
pragmatically this was all he was likely to achieve in the current resource
compromised NHS. As an adjunct he was preparing bids and lobbying the

voluntary sector to establish a heart failure nurse specialist post ‘a liaison
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person’ as filling the gap between the aggressive cardiological approach and

the palliative approach. Like Alex he sees this as primarily a nursing role.

Reflecting on what he perceives as the gold standard he describes the
pulmonary hypertension service in London:

they might have heart follow up
conversation/consultation with the doctor and then
spend an hour, hour and half with the pulmonary
hypertension nurse afterwards to have any questions or
queries answered and plans for non-medical
management considered and how they are coping at
home and social aspects of care and things like that
(Ben).

This service was holistic and not time or resource constrained.

6.2.3 Chris

Chris is in his mid forties and a Clinical Director, describing himself as a ‘Jack
of all Trades cardiologist who appeared, and felt he had to be, organised. He
is very active and a marathon runner. He was very measured in his
responses, sought clarification of the questions — but appeared very positive
about palliative care. He described many personal experiences, specifically
his mother died from a brain tumour when he had just qualified as a doctor.
He believes this event has impacted on how he views death stating that
although ‘it is inevitable, it needs management’. His wife is a nurse and they
are currently caring for his father who is very ill. Subsequent to participating in

the interview Chris’ father died.

The unique element of Chris’ experience is the extent to which his personal
experiences of palliative care have influenced his clinical practice, and how he
sees the nature of palliative care in cancer being transferable to the heart
failure patient population. These experiences have shaped his views of death
and dying; he describes a very fatalistic approach to death and a very

pragmatic view of the process of dying.

Chris is the only participant who talks about death as being manageable,

providing evidence that supports this stance as being apposite in practice. He
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describes the use of interventions that may hasten death, in his mothers’ case

this was the use of a subcutaneous syringe driver.

In relation to heart failure where the withdrawal of interventions may
precipitate death he describes:

they may, for example, be on inotrophic support in
hospital and you know that withdrawing that support will
end up in their earlier demise (Chris).

On reflection, Chris appeared to consider these interventions as appropriate
but that it appears ‘very medicalised’ and is about making ‘value judgements’.
The aspects of initiating, withholding and withdrawing of interventions are
based on the intent underpinning the decision and the ethical dimension of
practice. His approach appears to be informed by his mothers’ death:

it was quite clear what the outcome was going to be and
prolonging the agony was just not appropriate but I'm
that’s a very medicalised view of the world and um these
are value judgements we put on things | think yes
(Chris).

During his interview Chris was comfortable with the personal elements of his
life impacting on his professional practice. This influence was unique in that it
appeared to make him believe that death can be managed to some extent,
this was evident by his clarity related to the ending of active interventions, less
clear was his understanding of palliative care being an active speciality.
Although aware of the inevitability of death he was resolutely death denying,

wanting to personally die as late as possible.

6.2.4 Dan

Dan is in his early forties and describes himself as a ‘jobbing cardiologist’, he
feels very positive about palliative care and the importance of its shared
approach. He feels that specific issues related to heart failure are not always
captured by conventional palliative care. Personal experiences have shaped
him in that he is now more comfortable in facing death, in talking and thinking
about it. He talked very freely about his wife’s sister who had recently died,

very young and unexpectedly in childbirth. He is a cyclist and is involved in
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long distance expeditions to raise money for charity. Dan works in a different
geographical location to the other cardiologists and heart failure nurses are an
integral part of his inter-professional team.

Dan’s unique perspective is characterised by close links with the local
palliative care team and the heart failure CNS being a resource to his team.
He is able to articulate, from direct experience, what the nursing role offers
and how it impacts on his practice. The clinical dilemma being that heart
failure nurses have an input at all stages of the patients journey, end of life
care being in direct competition for resources with patients who are newly
diagnosed:

The resources aren’t there. The resources we have are
our heart failure nurses, but they are being used in other
ways. So if you start saying to them we’ve got two or
three patients, all it needs is two patients who are end of
life at home...then their time commitment would be daily
going out to see them but as a result of that they couldn’t
run the service we want them to run which is seeing new
patients, counsel the families, titrate up established
patients they just can’t do it (Dan).

His integrative approach to palliative care is evidenced in that he is the only
cardiologist who discusses the last days of life pathway as a means to
facilitating advance care planning and proactive decision making. It is a way
of making explicit that aims of care have shifted from cure to comfort. The
difficulties associated with the pathway relate to the uncertain disease
trajectory of heart failure whereby patients go on and off it but this for him
pragmatically is just how it is in practice. The benefits outweigh the
detriments; it is an approach that helps to achieve ‘the best outcome best

mode of death or the best managed death’.

Dan’s interview is characterised by a more assured way of responding and
speaking, he describes a certainty in relation to his own clinical role and in
dealing with uncertainty that it is possible to be certain in dealing with
uncertainty. He appears to be at times quite prescriptive as to how other team
members should behave, describing himself as the ‘team leader and strategic

visionary’.
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6.2.5 Conclusion

The cardiologists were the most similar as a group. One of the problems of
accessing such a homogenous sample of participants is that the commonality
of their shared experience has in part silenced or at best muted the individual
voice. It has been difficult to extrapolate what was unique and the preceding
section feels a little contrived. It is a required element of IPA analysis and has
thus been attempted but it is possible that in some instances their professional

role has subsumed the individual and so is less present.

6.3 THE CARDIOLOGISTS SHARED EXPERIENCE

6.3.1 Introduction

The comments from each of the other three cardiologists were grouped
together and linked with the themes derived from Alex’s interview. Any unique
or previously unidentified themes were also stuck to the flip charts for later
attention. Linguistic interpretation was undertaken by considering the specific
use of language; metaphor was the element of language focussed on,
paralinguistic comments were annotated on the interview transcripts and are

presented separately in Chapter 11.

As outlined previously, the subordinate themes derived from this approach
and which reflect the experiences of all the cardiologists were:

e Patterns of referral

e Perceptions of palliative care

e Complexities of decision-making
Resourcing

Specialist knowledge

Personal experience

Models of service delivery
Nurses

6.3.2 The shared experience

The stories of their experiences appeared to be influenced by their
perceptions of palliative care, its perceived historical and current place in
health care, issues related to clinical judgement and knowledge and individual

patient and family factors. Their answers demonstrated a reflective
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guestioning of their practice but also some ambivalence towards palliative

care.

Their own specialist knowledge related to heart failure enabled them to
manage most patients; they were especially familiar with the patterns of
decline and recovery associated with the heart failure trajectory. Chris
explained that most patients are not referred to palliative care because ‘as
cardiologists we would be able to deal with their exacerbations and hopefully

get them on to a more stable trajectory enabling patients to return home’.

As a group they reflected on the complexity and uniqueness of their clinical
speciality as providing justification for their reluctance to refer; their distinct
clinical knowledge being crucial to the care of their patients’. This clinical
knowledge was validated by examples, given in each of their interviews, of
their technical expertise and physiological awareness which was not held by
palliative care specialists. As described by Ben, palliative care specialists
apparently have a small skill set relying on the use of three types of
medication: analgesics, anti-anxiolytics and sedatives, which are bespoke and
related to those predominantly with cancer. Reluctance to refer is linked to
the perceived lack of experience and expertise of palliative care doctors in the

management of heart failure.

As a group sharing a common speciality they were unique in that they referred
internally between themselves, almost having specific skills and
responsibilities that contributed to the breadth of their service. They were
more theoretical in their understanding of palliative care and its relevance for
heart failure. They tended to refer individuals with co-morbidities rather than
for heart failure itself. Their responses to my first open interview question, ‘I
wonder if you could tell me if you have ever referred any of your heart failure
patients to palliative care’, were similar. Alex stated that he had not actually
referred directly for heart failure and reflected on a patient that he had referred
to palliative care many years ago because he had other intractable problems,
in particular pain. Although it was a number of years ago Alex remembered

because referral was an unusual situation that was not part of his routine care.
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Ben concurred and explained that he refers infrequently because traditionally
the palliative care services in this geographical location were only funded to
see patients with cancer, patients with heart failure were refused access.
Ben, unique among the participants, provides a tertiary service and refers
people back to their local services when their heart failure is no longer
responsive to active interventions so he rarely encounters end of life issues
except following an acute unexpected event. He reluctantly acknowledged
that alternative perspectives on care may have some value; ‘it is sometimes

useful to see things from a different perspective and have their input’.

Chris refers only when no conventional options are left, also referring very
infrequently and at the very end of life. Reflecting on one particular
experience when it was likely that his patient was going to die with end stage
heart failure and it was established there was no further intervention that was
going to reverse or stabilise their condition he describes referral as being
helpful, with the aim of keeping the person as comfortable as possible until
their death.

Dan refers for a minority of his patients, mainly because he perceives
palliative care as a ‘cancer-centric’ service. He describes an ideal service that
would enable his patients to use the resources and expertise that palliative
care could offer. Dan gave a reflective example of a patient who received
palliative care from the local hospice team enabling him to receive the
required intravenous medication and die at home as being an appropriate
referral, this patient was cared for about six or seven years ago. He believes
that his team would now have the skills and resources to care for that
individual themselves. Currently, for most patients, the cardiology team have

the necessary skills so referral is rarely indicated.

Referral therefore, if made at all, was made at the very end, the last resort
perhaps. Alex reflects that perhaps as a group they should refer more. Chris
suggests that referral would only be appropriate for a highly selected group of
patients, largely because of the historical limited availability of services. He

uses palliative care services more as a resource, as a consultation service;
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stating ‘only in extreme circumstances’ would they be the prime carers. The
length of the heart failure trajectory and the consequent relationship between
the cardiologists and their patients seemed also to militate against referral in

that there was a feeling of a shared journey together.

The nomenclature of heart failure impacts on physicians, their management
and decision making. Alex believes that the condition:

Has a bad name, the terminology is poor because
patients when told they have heart failure almost
immediately think their heart is going to stop or give up
working, and | think an alternative term would be very
much better and often | think professionals do tend to
avoid the term [heart failure] in order not to give it that
sort of pessimistic air you know to treat them with a
degree of optimism for a period which a lot of patients
benefit from | think (Alex).

Despite much debate between us it was not possible for Alex to identify a
more user-friendly less value laden name. The choice of words in that extract,
optimistic and pessimistic, seemed to characterise the cardiologists approach
to their patients as being very hopeful, that their interventions and
management were pursued with a positive intent. It also raises the issue of

binary opposites that will be explored more fully in Chapter 11.

The cardiologists describe the mixed meanings that the diagnosis holds for
their patients; for some it appears to evoke fears of sudden unpredictable
death as a consequence of their heart failing. For others it suggests a gradual
decrease in activity and function and for a smaller group they expect very
active, invasive interventions such as a heart transplant or pacemaker
insertion. These differences in patient perceptions appear to impact on
clinical management, whether it is active or passive. Ben suggests these
perceptions are reinforced by the media and public understanding of heart
failure as being

somebody drops down dead you know, suddenly within
the course of a few minutes or a few hours; they don’t
see it as a sort of chronic debilitating condition which it is
for most people (Ben).
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For Ben’s patients mention of ‘palliative care was often a message of
surprise’. Chris contradicts this perception believing that his patients have a
good awareness but are more comfortable in thinking of it as a chronic rather

than a terminal disease.

All the cardiologists recognised that in their information giving related to a
diagnosis of heart failure they always highlighted a reduced life expectancy; it
was a surprise that despite this information patients perceived that they were
not terminal or suffering from a life threatening condition. Most patients and
families focussed on active treatment and management that appeared to
influence and in turn be influenced by the interventionist approach of the
cardiologists. Alex suggested that patients’ lack of awareness of the severity
of their condition and the focus on the positive is possibly as much a fault of
the professionals looking after them as anything else, partly because of
cardiologists’ lack of comfort with talking about death and dying. Although it is
clear from the interviews that many of their therapeutic approaches and
interventions have an implicit palliative intent and are focussed on maintaining

comfort.

Dan believes that for his patients, counselling at the beginning sets the scene
by being clear that they have a serious diagnosis that carries with it a
significantly reduced life expectancy. He was the only cardiologist to have a
specialist nurse in his team and was clearly able to identify the nurses’
supportive role in information giving, especially in being able to broach the
subject of chances of dying and discuss advanced care planning issues
before they become too ill to make any decisions. For Dan it was obvious that
heart failure nurses have more skills in relation to end of life care and he
acknowledged their role in facilitating what he describes ‘as a good death for

these people’.

The unpredictable HF disease trajectory makes identification of the ‘tipping
point’, of recognising imminent dying, as problematic. It was troubling for the
clinicians but all reflected that this is also the case for patients and families

who have lived with uncertainty often for many years, this uncertainty being
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characterised by many false alarms and ‘Lazarus’ like experiences. Ben
describes that, unlike cancer, heart failure is characterised by prognostic
uncertainty:

With heart failure it's all very, very much more difficult,

you see patients who you think are dying and then two

years later they are still coming to the clinic so its very

difficult to make that decision and say ‘right from now

you’re a palliative care patient’ (Ben).
Cardiology explicitly focuses on active treatment, further reinforcing the
distinction between active and passive approaches to care. Chris describes
cardiology as having ‘lots of therapeutic options’. All the participants made
reference to always being able to offer something from their clinical skill set
that would ameliorate patients physical distress, it was unclear whether their
interventions were active, palliative or placebo in intent as they appeared
linked with their need to maintain an optimistic approach and being a
response to patient and family expectations. Alex describes the outpatient
interaction as being when patients and families come up to the clinic, they
expect some changes and there is always something you can do, fine tuning

of the treatment and so on.

The difference between cardiology and palliative care is quite specifically
described by Ben reflecting that the palliative care physicians tend to go down
the track of analgesics, sedatives, anxiolytics, whereas they see people who
are breathless and look at it from a cardiovascular perspective to try and get
rid of fluid and vasodilate them and deal with issues that are causing the

breathlessness rather than dealing with the symptoms.

Cardiology appears to be imbued with a more expert technological approach.
Dan articulates this and describes the complexities and dilemmas associated
with heart failure management highlighting that there are a number of different
possible scenarios linked to disease progression:

Once it gets beyond a certain point they’re at high risk of
death from arrhythmia which is in terms of mode of
death that’s very quick but you also have the problem
where they go into worsening heart failure with fluid
retention, pulmonary oedema, renal failure and quite
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often it’s the renal failure heart failure balance that does
it. Any concomitant iliness like diarrhoeal iliness at the
end when they’'ve no reserves so they tip right over into
renal failure and its not a nice way to die but its hard to
predict the actual, the death of anyone | think with heart
failure they can be stable it just needs one little extra
insult that tips them over the top very quickly (Dan).

In response | asked:

And perhaps may the opposite be true as well in that
they can look as if they are coming to the end (Sally)
Dan continues:

...then they bounce back and that’s certainly happened.
We've certainly had patients in the hospital, withdrawn
all treatment because they are dying, end of life pathway
you know, final days and then they perk up a treat when
you withdraw the treatments usually due to fluid and
balance and fluid in the right place and suddenly
everything’s better and they go home again. So its one
of the difficulties of the final days pathway but people go
on and off it and as long as we accept that if we treated
them in hospital, we put them on this pathway they can
get better, they rally and they come of it again and go
home sometimes. It is a difficult situation for everybody,
doctors, nurses’, family particularly (Dan).

This dialogue perhaps demonstrates a shared understanding between Dan
and | in relation to the clinical difficulties intrinsic to the care of an individual
with heart failure. Specifically, in debating the end of life pathway as a
framework for care to work with. It is evidence based and in the public
domain, easy to use, flexible and not fixed, so that people who rally can come
off the pathway. For Dan it supports the team approach with ‘the patient at

the centre’ delivering what is needed and facilitating complex decision making.

The family’s need for support, or their active seeking of help, encourage
referral, Alex, Ben and Dan all acknowledged that the family acted as
motivators for or against referral. Referral they suggest is relevant for
articulate, communicating and coping families, this is contradictory to the
oncologists’ experience who referred patients to palliative care when their
families were not coping and communicating. Chris struggled with thinking

about, and understanding, the part played by families in encouraging palliative
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care involvement in that it was not part of his clinical experience. Later he
described this approach to care as relating to his belief that there are lots of
therapeutic options available to him as a cardiologist but when there is a clear
downhill trend, as part of the natural progression of the disease, then he
believes it is up to him to initiate discussions. In questioning him as to how he
explored the imminence of death with families | asked him to reflect on his
approach. He described it as an evolutionary process rather than a sudden
revelation, being part of a care continuum that resonates with the disease

journey.

The imparting of knowledge to the patient related to a terminal decline and the
consequent timing of referral to palliative care are perceived by Alex as having
a potentially adverse impact on the patients:

It is a very difficult decision and a lot of patients with
heart failure do very well for a long period of time on
drug therapy and so on, so introducing a sort of rather
depressive outcome to their management may have
deleterious effects anyway on their psychology and also
on to their psychological response to their illness so I'd
prefer not to introduce that unless its fairly near that time
(Alex).

Chris believes society recognises palliative care as being linked with cancer
and death, associated with hospice and that it is somewhere where you go to
die. End stage heart failure is not seen as something that requires palliative

care.

Personal perspectives, experience and knowing influenced referral for Chris
who identified the yardstick for him as the ‘grandmother test’ or the ‘father
test’; or what would you want to happen if it was your own relative as
influencing his decisions. He then continued to describe the experience of his
mother dying of a brain tumour when he was a medical student. This
personal experience he acknowledged, often led to him making value
judgements about the appropriateness or not of palliative care. On reflection
it appeared to me that the linking his own experiences to practice was not an

entirely comfortable approach for him, it felt as though the describing of it as
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the ‘grandmother or father test’ rather than the ‘mother test’ reinforced a
personal professional distinction and detachment. His mother's death was

clearly influential but still needed to be held back.

Chris indicated that he felt palliative care accelerated his mothers’ death. In
asking the reflective question ‘Do | have any problem with that?’ he answered:

At the time it was appropriate and you know it was quite
clear what the outcome was going to be and prolonging
the agony was just not appropriate but I'm [struggles a
bit, hesitates] that’s a very medicalised view of the world
(Chris).

His personal experience of advanced cancer is very different from the
situation of heart failure management but for Chris it appeared to suggest that

it is often possible to manage the process of dying.

Ben was almost apologetic about his lack of personal or family experience of
death and dying, being in the enviable position of having a very fit family. He
sees his clinical approach as very much a professional work based thing that
he does and enjoys doing, his patients dying is not a regular occurrence. His
clinical training included a substantial palliative care rotation which, on
reflection, was helpful in helping him come to terms with death and dying. As
a consequence he feels comfortable in dealing with people at the end of life
and facilitating open discussions. There is some dissonance in relation to
what he says and what he does in that he continues by stating that:

| would not generally initiate the discussion about end of

life care with a heart failure patient because | like to

allow them to make that decision (Ben).
Personal issues related to fears of death, and in particular mode of death,
were articulated by Chris and Dan who both believed that this resonates with
the fears experienced by their patients and families. Dan was the only
cardiologist who discussed the concept of a ‘good death’. He had attempted
to elicit understanding of its meaning from a professional perspective and from
the experiences of his patients and their families. He acknowledges that this

understanding was largely influenced from an early and humane exposure to
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oncology patients during his training, remembering an inspirational consultant
who said:

‘Go and speak to that patient [and he did remember the
mans name] and ask him what it feels like to be dying’.
That was my job so it was a bit of a rough introduction to
it but the whole point of it was to say that we're here to
treat patients and not do the impossible and treating
patients is sometimes to accept deaths natural outcome;
but how do you make it a good death and not a bad
death (Dan).

Reflecting on this critical incident demonstrated an acknowledgement, death
being a normal and natural part of life. This experience was in opposition to
most other elements of his training where the focus and norm for the non-
cancer specialities was to ‘look on the bright side say and make people

better’.

A good death appears linked to the mode of death, Dan stated that for people
with heart failure sudden death is positive, with prolonged dying being
negative but it is even more of a disaster if somebody dies in the Emergency
Department. For him it is about the ‘best-managed death’ which requires an
attitudinal shift on the part of the medical team in changing the goals from
cure to care which relies on good communication and experience. Most of the
cardiologists recognise the usefulness of the last days of life pathway
especially in relation to decision making and articulating more explicitly to

patients’ relatives that end of life is imminent.

Dan reflects that the pathway is especially appropriate in dealing with his frail,
elderly patient population who manifest many co-morbidities, it ensures that
that the goals of care are shared and explicit:

We all know what we’re trying to achieve and there’s a
certain sort of satisfaction then about you know seeing
somebody who was perhaps distressed no longer
distressed and everybody’s comforted by it (Dan).

In relation to his clinical role Alex describes particular difficulties in admitting

defeat and handing over his patients care to palliative care. Ben supports this
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dilemma, that there are difficulties from his perspective when deciding when a
patient becomes palliative:

It's very easy to pass that anxiety over to the patient so

you go from the situation where you’ve got a clear cut

goal of getting the patient better, most patients like to

have a clear cut goal of what they’re trying to achieve

and most patients want to carry on want to carry on

living for as long as possible and actually very few will

raise the issue of, you know, ‘where are we going with

this doctor’ (Ben).
For him it is not the patient but more often the relatives who prompt changes
in care goals. This is supported by the old age psychiatrists experience but
again is conflicting with the oncologists’ experience where it is usually the
patients who recognise the need to change the focus of care from cure to

palliation.

Dan’s perspective on the role of the cardiologist is more pragmatic:

In cardiology we can make people better and that’s great
and that’'s why | like doing it but you have to accept that
there are times when you can’t make somebody better
(Dan).

For him it encapsulates the dichotomy in his role between the acute
interventionist approach and the approach required at end of life which

supports a more passive role for the cardiologist.

For Alex the referral links between palliative care and heart failure services
are best facilitated at the CNS level. He believes for nurses there is some
overlap of competencies and potential merging of roles involving both
specialities working together. This is evident from his strategic role working
with the cardiac network, he has no direct clinical experience of this as in his

geographical area there are no heart failure nurse specialists.

Inadequate resources impact on service delivery; all acknowledge that
traditionally heart failure services in Wales are extremely poorly funded
compared to most parts of England. Chris, as clinical director, reflects on

local provision:
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The gap between where we are now and where we

ought to be is quite considerable (Chris).
This is apparent in all aspects of cardiac care, specifically heart failure
patients who are a small population with a very big gap in service provision.
Resources are very limited, but Chris suggests that cardiac services do not
necessarily require new resources but rather reallocation of resources at
strategic level and at the operational level of care, more coordination and
collaboration. For people with heart failure it is at the diagnosis and actual
treatment that the biggest gain is to be had and should get the ‘lion’s share’ of
funding. At strategic level it is the Palliative Care Implementation Group (WG
2009) who are exploring resourcing non-cancer palliative care.

For Chris a personal, pragmatic and accepting perspective was the dominant
element of his experience:

As with any condition ultimately a heart or cancer will

catch up with you mostly or whether its old age and so

on (Chris).
These conditions all require seamless access to services at different stages in
their journey and heart failure is not unique. He reflected on his current
experience in co-ordinating care for his elderly father, being on the other side
of the fence, and realising that it is the frail and elderly who are a huge
problem. Their care is impacted on by limited access to care compounded by

poor organisation and communication between primary and secondary care.

The myriad of roles intrinsic in the medical consultants’ role impacts on their
clinical activity and requires constant juggling. Ben describes the imperative
to manage his personal workload and the difficulties in providing an under
resourced and time-constrained service which impacts on his ability to deliver
holistic care and his consequent dissatisfaction with that care. From Ben’s
perspective 20 minute consultations every three to six months militate against
eliciting the patients’ concerns and feelings about their situation, it focuses
predominantly on the medical management:

We don't really have the time to go into the detail of, you
know, the patients feelings about their treatment or
where they see things going. Its very much a how are
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you, how are you doing, you know, what's your weight
doing, lets see your kidney tests, what tablets are you
taking, do this, do that, have these tests done, you know,
every month for the next six months and we’ll see you in
six months if there’s no problem (Ben).

In this quote his repeated use of the phrase ‘you know’ suggests his
acknowledgement that | too am aware of the difficulties associated with
clinical care, a shared understanding that links with the stance proposed by
IPA.

In thinking about new models of service delivery Alex identified the heart
failure nurse as the bridge between cardiology and palliative care, being the
conscience of the cardiologist because:

We do sometimes get a little tunnel visioned into as | say
medical and device therapy and not thinking perhaps
more holistically (Alex).

Heart failure nurses would have more time to deal with patients’ holistic
concerns. Ben suggests they would fill the gap between the aggressive
cardiological approach and the palliative approach. He gave a best practice
exemplar of a more patient-centred pulmonary hypertension service model in
London that provides an approach whereby the consultant consultation is
followed by an information giving and supportive discussion with the CNS the
aim being for the patient and family to:

Have any questions or queries answered and plans for
non-medical management considered and how they are
coping at home and social aspects of their care and
things like that (Ben).

Alex describes a preference for a shared model of care where the palliative
care team are enabled to come in and out of the patient’s care, responding to
specific needs such as a symptom control, psychological distress and then
withdrawing. This shared care approach would upskill both specialities and
could be facilitated by clinical guidance and pathways. Dan supports this
approach, as the preference for him would be to carry on his patients care to

the end of their life with cardiology as the key clinical team. What would be
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helpful to facilitate this would be access to palliative care as a consultancy

and resource service.

Dan is already working with a dedicated multi-professional heart failure team,
he describes a regional model of care, having someone with expertise and
background in heart failure but also in palliative care being available to his
team and the wider regional team. He states it would be resource effective
and facilitate workload management as there are only a small number of
people dying at any one time. This post would be about managing transitions
and providing expertise at the end of life. He identifies that ideally it would be
a nursing post, having current positive experience of a heart failure nurse

being part of his existing multidisciplinary team.

6.3.3 Conclusion

Positive or negative perceptions of palliative care appear to impact on the
motivation to refer or not refer, these are derived from both personal and
professional experience. Their confidence in their own specialist knowledge
related to heart failure enabled them to manage most patients. They were
especially familiar with the unpredictable disease trajectory and the difficulties

associated with diagnosing dying.

In the cardiologists’ interviews there was an element of them trying to balance
the technological aspects of their practice with a more personal and
humanising approach to their patients. This was more challenging during the
transition of care from curative to palliative, from an active to passive role.
They predominantly described their skill set as being related to
pharmacological and interventionist approaches to care that were linked to the
physiological disease processes. They valued these skills as it appeared to

make their clinical role very distinct from that of palliative care.
Despite many of their described experiences being very interventionist, there

was evidence of them being able to communicate uncertainty to their patients.

They appeared able to work with their patients (and families) in a way that
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supported a care approach of ‘living their dying and death’. That death was

acknowledged as a possibility but was not the focus of care.
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CHAPTER 7 - THE ONCOLOGISTS

Palliative care could not exist without oncologists.

(Greg).
7.1 INTRODUCTION
This chapter will provide a descriptive account of the experience of the
consultant oncologists, it will initially present short biographical details of each
of the oncologists before describing their unique experiences. The second
part of the chapter will describe the patterns and connections between them

as a group in an attempt to present their shared experiences.

The oncologists were a mixed group of two men and two women, working
from a Regional Oncology Centre and covering a wide geographical area, with
metropolitan, urban and rural localities. It is an area of socio-economic

deprivation and high levels of cancer incidence.

7.2 THEIR IDIOGRAPHIC EXPERIENCE

7.2.1 Eve

Eve is in her early sixties, and is one of two participants previously known to
me from when | worked in clinical practice. She stated that she was ready to
retire and felt rather cynical about the state of the health service. In
preparation for retirement she was about to start working a three day week.
Eve shared with me her feelings that she had never quite fitted in to the
‘Consultant role’ and felt the title made her distant from her patients’ direct
experiences. She lives and works in a more rural part of the area. Initially
Eve appeared quite guarded and nervous but became more talkative and
warmer when we discussed her personal experiences. Eve plans to spend
her retirement travelling and becoming a smallholder, in talking about a
colleague who had a stroke just before he retired, having left it too late, she

hopes her timing is better.
The beginning of the interview with Eve was characterised by some hesitancy

and nervous laughter, at the time of transcription | reflected that maybe it was

a sign of nervousness, after a few minutes it settled and became a more
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comfortable interaction. The unique elements of her interview relate to her
personal experiences of loss, the geographical location of her clinical practice
being more distant from the cancer centre, working among more rural and
Welsh-speaking populations, together with her length of time in post which
has facilitated familiarity with the local palliative care services.

In relation to personal experience of death she describes the contrasting
deaths of her father and mother. Her father died suddenly following an acute
event at home, although he had been gradually declining in health over a
number of years, whilst her mother died in hospital from advanced cancer,
following a substantial period of decline. Her father’s dying, though a shock
was timely and was a good experience, he died from what was thought to be
a dissecting aneurysm. Eve is comforted by her belief that he was unlikely to
have been aware of what was happening. The GP who visited, she describes
as ‘doing the right thing’ in that she certified her father as dead and, despite
probably not wanting to, stayed for a cup of tea and just listened. Eve reflects
that the family were more in control being at home, that it was a relief that he
had not survived to be ‘barely alive, being looked after’, her mother having the

burden of caring.

The experience of both these deaths, she perceived, was influenced by her
professional status in that there was an expectation by others that she would
want involvement in clinical decisions. In the case of her father this was
related to the necessity, or not, of a post mortem to establish the cause of
death, she describes postulating a theory as to the cause of his death and this
being accepted by the primary care team:

| can’t remember how they did the death certificate ‘cos
I’'m sure he hadn’t been to the doctors, we didn’t really
want him to have a post mortem um...so again | sort of
had to give permission to the GP not to send him for a
post mortem. I'm beginning to think he must have seen
the GP sometime earlier that day, that would be really,
really strange that he’d been to the doctors or that the
doctor had come to him because otherwise he would
have had to, anyway we got round it and they didn’t do a
post mortem and they said he had probably had a
dissecting aneurysm [previously in the interview Eve has
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indicated this as her initial view] | said he probably had

and everybody was comfortable with that (Eve).
Her narrative is characterised by some uncertainty and mystery in relation to
the events preceding his death in that her story is incomplete with elements
being unknown. This resonates with the literature which indicates that
bereaved family members rarely remember the precise details of a loved ones
death, what they remember are selected events that have some significance
to them (Kubler-Ross 1969; de Hennezel 1997). For Eve there appears to be
an ambivalence in the wanting to know but respecting her parents wishes, it
was clear that she had never questioned her mother as to the precise
sequence of events and reflected that it was almost accidental that she was at
her parents home when her father died. She reflected that her mother and
father were very private in relation to their declining health and almost
protected her from the realities of their situation, her father she describes as
‘not the sort to be looked after, a very private person’ the thought of personal

carers would have been troubling to him.

Reflecting on the story of her father | made the following, rather hesitant,
comment that:

I's kind of quite interesting the personal bit you just
talked about because your sensitivity about what
palliative care can offer in the community seems to link
very closely to that about the social side of caring and
the kind of, the very practical caring aspects (Sally).

Eve’s response indicated that she appeared to be especially sensitive to the
burden of caring and the very practical and social aspects of being cared for

at home, that for some individuals it works and for others it is not an option.

The contrasting experience of her mother’s death appears to have enabled a
subsequent professional approach that is more judiciously interventionist;
early in the interview she describes her mothers care:

My mother was in hospital when she died after an
operation for a second malignancy, possibly pancreatic
and whether it was because | was a doctor or not but
they were sort of kept on...they kept on with the
intravenous antibiotics and the drips and the drains and
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she was deteriorating and in the end | said how long is
this going to go on for? You know you almost have to
give permission to stop treatment so they did stop
treatment and she died very peacefully in hospital [after
a long pause and without any prompting she continued]
So she suffered, she suffered a fair bit. In fact | suffered
more when she was confused strangely enough, she
was confused at times and when she was confused she
was quite happy and | would go out into the dayroom
and cry and when she wasn’t confused she was actually
quite distressed then so it was um (Eve).

The sentence ended here and Eve took some time to become less distressed
and when returning to the story became less emotional, more matter of fact
despite my attempting to stay with her feelings by asking:
So your experiences have been almost like the two
opposites of how people live and die? (Sally).
This was largely ignored, almost an intrusion and she continued with her
thoughts rather than responding directly:

| think she knew she was dying really ... it went on for
long enough but it didn’t go on for weeks and weeks and
weeks (Eve).

| was interested to try to understand whether these personal experiences had
changed her, she was certain that it had changed her but found it difficult to
be clear as to precisely how. On reflection it was the death of a second
parent, the being an orphan, that has had a major impact on her personally
and professionally. For her this personal uncertainty is in contrast to her
professional role where she is clearly in control and the decision making rests
largely with her. She describes a clinical situation of a woman with advanced
cancer who wished to die in hospital and requested admission; where as a
physician her natural decisions to instigate active treatment were modified
clearly by her mothers’ experience and the patients clearly articulated choice:

When she [the patient] went to the ward | was about to

say can you put a drip up and then | thought who am |

treating here? (Eve).
It was clear that her personal experience and knowing impacted on her clinical
judgement and decision making, making her question the benefits, burdens

and therapeutic intent of any interventions.
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Eve also reflected on how irritated she became when people [nurses in
particular] talk to relatives about how brilliantly they coped with family
member’s death and how they set themselves up almost as role models. This
irritation appeared to enable her to pull back from some of the emotions the
personal stories had evoked for her. Later in the interview she stated that she
always felt, when she was a carer, she was treated like a doctor and for her
that appeared to be helpful although she was not able to work out why. This
is in contradiction to earlier statements that acknowledged this as being
unhelpful in supporting her adaptation and grieving.

At the time of the interview with Eve, my father, despite increasing frailty, was
still alive. At the time of writing he has been dead for just over a year and |
am surprised by the emotions | felt when describing and exploring Eve’s story.
For me there is a shared experience in that although very involved with my
parents | was unaware, until very recently, of the day to day burden of caring
that my mother undertook. | was aware that my father was rather selfish and
despite finding being cared for quite difficult, he was quite controlling and
blissfully unaware most of the time of the impact that some of his symptoms
and behaviours had on mum’s levels of exhaustion. She has only been able
to talk about her experiences since his death and appears to feel guilty that
she is ‘letting things out’ now. | remember asking her many times during his
prolonged illness how she was coping, she would always reply ‘we’re doing
fine dear’. | do share Eve’s view that being left with one parent is problematic
in that you do worry greatly about the parent who is left alone. Mum’s
increasing physical and mental frailty seem unfair as it feels as though she
ought to be able to have some quality time for her after being so constrained

and compromised by caring for my father.

7.2.2 Flynn

Flynn is in his early thirties and has recently become a Clinical Director; he
stated this was by default because nobody else wanted to do the job. He is
very organised, dynamic, enthusiastic and open. He has a young family of
four children and spends his free time involved in sport. Before having

children he was involved in dangerous sports but now his only risky sport is
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ice climbing. He is very keen to see oncology and palliative care as seamless

and feels the gold standard would be for consultants to be ‘dual qualified’.

Flynn’s clinical role is exclusively within the cancer centre, specialising almost
exclusively on male cancers. The strategic and management elements of the
role have had an impact, his clinical sessions have been reduced and he has
become much more organised in his working day. The interview was
characterised by a very clear focus and obvious political awareness. The
distinctive elements of his experience relate to his specialist registrar training
including a palliative care placement, this has given him a high level of
expertise and competence together with a unique perspective in situating

palliative care in oncology practice.

His age may also have had an impact on close family experience of death, on
guestioning the only close death has been that of a maternal uncle whom he
hardly knew, all grandparents, parents and siblings are still alive and relatively
well. He has had close friends and distant relatives that have died of cancer
and reflects that some of them have been managed better than others but is
certain that it has not influenced the way he uses palliative care, he reflects
that it may be different if someone especially close to him dies. In relation to
his personal and professional experience he is clear that the professional has
had more of an impact and it is his training that has been the most significant:

| think the way | view palliative care was influenced by

my training I've worked with good palliative care doctors

who’ve been highly articulate and who were essentially

good educators and you know | think that's admirable

(Flynn).
He is the only oncologist, perhaps due to his age who, as part of his specialist
registrar rotation, worked as registrar in palliative medicine before specialising
in oncology. Asking him to articulate how that experience influenced his
practice he describes it giving him a degree of insight into the role and
activities associated with palliative care:

It's not just a narrow role of prescribing opiates or putting
up a syringe driver for giving someone end of life care,
its a much larger role than that and it's a sort of
psychological support and it's a sort of very holistic view
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of how to manage someone with advanced disease
(Flynn).

Additionally he acquired specialist communication and pharmacological skills
together with a more holistic patient approach that he has incorporated into
his practice as an oncologist, being very comfortable with counselling and
psychological support himself. This is unusual as in most instances it is

viewed as the role of clinical nurse specialists.

7.2.3 Greg

Greg, in his late sixties, is now a part-time consultant preparing for retirement
and has ‘had enough now.” He is the second of the two participants
previously known to me when | worked in clinical practice. He has been
around and seen much change, not always for the better. He is very busy and
the interview was constantly interrupted, largely due to his open door policy.
Greg was very talkative and the interview was almost totally unstructured,
probing was used to keep him on track with only limited success. Outside
work he is very involved in amateur dramatics, this was apparent in his
responses and slightly flamboyant non-verbal gestures. On reflection after the
interview proper, (used here with his permission), he described himself as
being ‘the bridge, the glue between oncology and palliative care’. His parents
did not shape him in any way, he believes he is very much his own man, their
deaths, in their eighties, although sad were timely and did not cause him

much distress although there are times he misses them being there.

Greg’s uniqueness lies in his ability to locate current practice within a
historical and political context. As a long standing consultant he is politically
and professionally well regarded, he has been a past Clinical Director and is
actively involved with a number of voluntary organisations. Greg appeared to
use the interview as a way of reflecting on and evaluating his performance
over the years. It also appeared to act as a catharsis. He was a little
indiscreet almost vitriolic at times in relation to past colleagues, to political

initiatives and to contemporary palliative care.
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For me, one of the most revealing elements of Greg's interview was the
narrative related to his clinical career choice where he describes in depth a
very powerful critical incident when he was a senior house officer. This was
for me a ‘little gem’ and is described in depth in the life-world discussion

chapter.

This choice was validated by experiences during his SpR rotation which
included a hospice placement and has never been regretted. This story, he
revealed, was one that he had never described before to anyone in such
detail. He had used elements of it before when teaching juniors but coming to
the end of his professional career the whole story is imbued with a renewed
almost cathartic or confessional significance in that it highlights for him the
important elements of his clinical role, that there is a personal and
professional responsibility:

It's a challenge but | don’t think it's a bad challenge and |
don’t think if you're going to treat people who...with
cancer...l think you have to...you should be able to do
that  because if you've seen them through the
beginnings of the iliness you should be able to see them
at the end as well (Greg).

The very personal disclosure appeared to validate the use of the IPA and
reflective life world approaches as a way of exploring experience, in that these
approaches encouraged what was a more personal revelation that may have

been missed if CIT was more dominant.

7.2.4 Hermione

Hermione, in her early thirties, is a fairly new consultant who has just returned
from maternity leave. She struggles with her two specialist diagnostic groups’,
breast cancer which she describes as very well resourced, with a powerful
patient group, and head and neck cancer which is almost the polar opposite
with a very disadvantaged and almost marginalised patient group. Although
her grandfather died over ten years ago, when she was a very junior doctor,
the memories surrounding his death are very clear and especially relate to his
loss of dignity and overwhelming distress when near to death. Her

grandmother, she states, is ‘fortunately’ still alive. She feels this experience
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has influenced her professional role especially, in that she might refer her
patients to palliative care too early in an attempt to support them achieving a

‘good enough death’.

7.2.5 Conclusion

The oncologists were more different as a group than anticipated. Most valued
palliative care but there was a degree of ambivalence as to its place in their
patients’ cancer journey. Their different career stages and personal
experiences enabled a more idiographic description. For the oncologists it
was more difficult to extrapolate their shared experience.

7.3 THE ONCOLOGISTS’ SHARED EXPERIENCE

7.3.1 Introduction

As with the cardiologists the interviews were transcribed verbatim and
analysed as discussed in Chapter 6. The comments from each of the
oncologists were grouped together and linked to establish the themes derived
and outlined below. Any unique or previously unidentified themes were also
stuck to the flip charts for later attention. The oncologists were also given a
number so that each individuals response was identifiable e.g. Eve = 5, Flynn
= 6, Greg = 7, Hermione = 8. As for the cardiologists linguistic interpretation
was undertaken by considering the specific use of language. Metaphor was
the element of language focussed on, paralinguistic comments were
annotated on the interview transcripts and are presented separately in
Chapter 11.

As outlined earlier the subordinate themes reflecting the experience of all the
oncologists were:

Patterns of referral

Perceptions of palliative care
Complexities of decision-making
Resourcing

Specialist clinical knowledge

Personal experience

Models of service delivery and provision
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7.3.2 The shared experience

In response to the opening question ‘Do you ever refer your patients to
specialist palliative care services? The oncologists all replied ‘Yes’, their
individual responses varying from ‘frequently, often, several times a week and

lots and lots’.

Eve, a well established consultant, reflected that she was probably referring
less often, in considering why this might be she indicated that it was either
because they had already been referred without her knowing, as many
patients are not routinely seen by oncologists, or it might be just one of those
things. Reasons for referral in her interview identified some inconsistency of
thought. Initially Eve indicated that referral was instigated for managing
patients’ increasing physical and psychological symptoms, but by the end of
the interview when re-visiting the benefits of referral and linking to her
experiences, less tangible reasons emerged that were more linked to family
dynamics and concerns. She states:

Patients with young children | would have a pretty low
threshold for sort of referring on you know there’s often
things to be worked through there and some of them
actually ask for it, what shall we tell the children and that
sort of thing so they might they may not have a lot in the
way of physical symptoms but you just think there are,
we need to give them a chance to do things, write things,
leave things (Eve).

For Eve this demonstrates a ‘sixth sense’ of knowing and clinical judgement,
(clinical intuition) by identifying the need to facilitate people with putting things

in order, it is a more family-centred, holistic approach.

On a practical level, Eve was more likely to refer in the geographical area
where she has an established relationship with the palliative care team, the
Macmillan nurses. It is usually part of the out-patient consultation due to ease
of access and is usually for community support. She also identifies that
referral is more important for people who seem a bit more upset than would
normally be expected, are perhaps not coping themselves or where the family

are not coping, for people who are perhaps more isolated, have a poor
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relationship with their GP or feel angry about things. As discussed in the
previous chapter these reasons are contradictory to the reasons for referral
outlined by the cardiologists which were predominantly to support coping

families.

For some people palliative care has limitations and does not always have the
answers, she reflects on a man who appears stuck in his responses and
adjustment to his disease progression believing he is beyond what a
Macmillan nurse can deal with now and needs a psychiatrist, 'he’s stuck and
he’s frightened’. She acknowledges that his pre-existing problems have
impacted on his current situation recognising that he was probably strange

even before the diagnosis.

Referral is compromised by patients and families in that some people do not
want the Macmillan nurse to visit, often this relates to an actual or perceived
bad experience of somebody they know. Eve describes a patient’s apparent
unhelpful experience, he told her that when the Macmillan nurse comes all
they do is talk about the fact that he is going to die and he very definitely did
not want them to discuss this. Eve is able to see the professional perspective
in that he is a man who is going to die and he has got a young family but also

seems to appreciate his autonomy in refusing input from palliative care.

Flynn, one of the two younger consultants interviewed, sees palliative care as
an integral part of cancer patient management. Initially Flynn was surprised
by my question in that referral was almost routine for him; further exploration
identified that in reality there were specific triggers or ‘red flags’ that prompted
him to refer. Referral is usually made for people with difficult symptom control
that is beyond his and the teams’ scope and expertise in management; this

encompasses both physical and psychological symptoms.

All the oncologists believe referral to palliative care is of benefit at the early
stage of cancer treatment for symptoms associated with treatment, for
dysfunction and chronic pain and for advice and support; at the time of

diagnosis of a non-curable cancer or when the individual newly diagnosed has
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a dual diagnosis with pre-existing co-morbidities and multiple pathology; also
later in the disease trajectory, when the person has advanced disease and
symptom problems but remain mobile. Referral is also indicated to support
the family. Other support issues relate to the adaptation from a curative
cancer to a terminal cancer or following an acute event for example, when as
Flynn describes:

Something devastating happens like spinal cord
compression so they are then paraplegic and suddenly
go from being self caring to being nursed dependently
(Flynn).
The patient is not terminally ill but their adaptation requires multidisciplinary
input to support the massive, sudden shift and change in outlook.

For patients and professionals referral signals a change in approach and
outlook, the ideal being to refer before a ‘crunch point’, to enable the
establishing of a relationship with the palliative care team, to support proactive
planning by anticipating current and future care needs, the goal being to

improve the quality of life.

Flynn compares his professional experience to that of his colleagues:

| suspect that non-oncologists, some of the general
physicians or surgeons do see palliative medicine as a
way out for dealing with patients with sort of bad
diseases or terminal cancer so that they may also be
reluctant to do it, but | mean from my point of view it's a
simple part of cancer management (Flynn).

Hermione’s responses in relation to explicating factors for palliative care
referral reflect a degree of similarity with those of Flynn, both are relatively
new consultants and of a similar age. The two major differences between
them relate to their professional training pathways and Hermione’s personal

experiences of a close family members death.

For Hermione the bonus of a palliative care referral being that:

| can then concentrate on managing the treating of the
cancer and allowing symptoms to be controlled
elsewhere (Hermione).
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Palliative care for her, and is reflected in the other oncologists experiences, is
appropriate to facilitate improvement in patients’ symptoms and a good death.
Family factors influence referral. The ideal timing being that palliative care
services should be involved early enough to establish a relationship that
enables family and psychological support which may include day care.
Referral may be especially useful for people with a young family and children,
to help them with talking to the children and involving them thus hopefully
ensuring they have good memories. For a husband not coping with his wife’s
diagnosis and needing counselling services. Palliative care can offer a ‘safety
net’ being the first point of contact for the family in avoiding panic, information

giving and facilitating help, acting as a bridge between services.

Greg describes his unique clinical and historical relationship with the local and
national palliative care services that impact on his referral practices. Greg
links reasons for referral to the type of service available, inpatients are
referred to the hospital palliative care team primarily for advice on their
symptom control, specifically pain, dysphagia, discomfort and anxiety. For
individuals he sees in outpatients a community referral helps in assessment of
home care needs and support at home. The final group are those he refers
for in-patient assessment:

Who we feel have got a limited life span and who we feel

would benefit from in-patient assessment, intensive

assessment of their symptom control needs with a view

maybe to getting them home, but not always (Greg).
Again he agrees with his colleagues that referral is not always made for
patient need, it is often related to the needs of relatives. Particular motivators
relate to younger patients, for families with young children, for anticipatory

grief work and holistic support.

Greg and Flynn describe referral as a two way process providing a clinical
example of a cancer patient being referred back to his care for active cancer
therapy. For Flynn:

The interface with and between palliative care and
oncology is a good two way interface it's not just us
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dumping stuff onto them and | think we have a
constructive relationship (Flynn).

The oncologists’ perceptions of palliative care, as explored in the interviews,
were linked to its perceived advantages and disadvantages for their patients
and its impact on their own clinical role. For Eve and Greg both nearing
retirement, their responses were mediated by the evolutionary historical and
clinical context that has influenced their practice in the last thirty and thirty-six
years respectively. For Eve a ‘good death’ depends on family carers and the

place of care. Palliative care facilitates a better death, a ‘good enough death’.

For Hermione, palliative care makes her life easier she describes it as a
‘safety net’ that gives her patients a bit of control, it acts as a ‘go between’
between patient and GP, patient and hospital, it lessens panic about who to
contact and where to go. She likens the palliative care ‘safety net’ to the 1984
Film ‘Ghostbuster’s’ whose tag line ‘Who ya gonna call, call Ghostbusters’, in
that it leaves no doubt as to who to contact. Eve, Flynn and Greg also use the
phrase ‘safety net’ in relation to its advantages for patients in accessing
urgent care, supporting choice and facilitating decisions. The universality of
the phrase ‘safety net’ used by all the oncologists suggests that they all
recognise the uncertainty and unpredictability of their patients situation and

that they as a professional group do not have all the answers.

For all oncologists palliative care is synonymous with place of care, which can
exist in a variety of places. Hospice care is associated with appropriate
medication and a peaceful death, it offers respite, rehabilitation and terminal
care in a beneficial and peaceful environment, supporting holistic, expert,
seamless care. Palliative care at home identifies problems at home, enables
professionals to understand the realities of the patients’ situation often
associated with poor mobility and difficulties with the home environment.
Community services provide better access to patients’ realities of daily living.
Most of the oncologists acknowledged that patients living at home are

different from patients in hospital.
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Some oncologists hold a negative view of palliative care. Flynn stated that in
the past, palliative care was viewed with antagonism and suspicion by many
oncologists. They are different specialities with different ambitions, Greg
believes that there always have been and currently are lots of ‘empire
builders’ in palliative care, it ‘has grown like Topsy’ but he is unsure what
palliative care wants from them [oncologists]:

There’s been another change now um and | think | feel
there is a certain lack of clarity about just what patients
they are prepared to take because they have been
oscillating like a pendulum one of the problems is that
they will often not take patients if they seem to be a
chronic problem then they don’t want to take people if
they are only a week away from death so where does
that line come? (Greg).

Some patients feel oncologists will no longer see them when there is no more
active treatment, for Greg this is not the case ‘if caring for people with cancer |
see them from beginning to end’. All oncologists confirm that there are many
myths and misperceptions held by patients about palliative care that it is the
end. From Hermione’s experience:

A lot of people are reluctant to have palliative care
because they see it as the last. This is it I'm dying
tomorrow. If you talk about symptom control people think
about dying and as soon as you mention the word
hospice then they think that’s it the end (Hermione).
They reflect that for patients and families the word hospice equates with
death, it is a ‘big block’ historically negatively associated with cancer care, that

‘you are going to die, it is a one-way ticket’.

| wondered whether this was still the case in 2011 and elicited this response
from Hermione:

| think so, the fear on their face and even starting
someone on morphine you will see the patients face ‘I
don’t want to go on morphine’ because they associate
morphine still with dying, the end of the road (Hermione).
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For Flynn:

The prime problem is you still mention palliative care and

they’'ve [either] never heard of it and some who say ‘oh

God, does that mean I’'m going to die?’ (Flynn).
Often their response is influenced by their past experiences of family, friends
and neighbours who for example went to the local hospice and died there.
Flynn sees his clinical responsibility as ‘disabusing them of that idea’. Unlike

Hermione, he believes perceptions are changing but very slowly.

Greg believes that in the narrow geographical area he works, people always
go to the deaths section in the local paper, deaths in the hospice colours their
views about it, leading to resistance as a place of care. For Eve, Greg and
Hermione it is the name palliative care that is problematic, the word cancer
appears to generally evince less fear in their patients than the prospect of
palliative care. Flynn agrees that there are negative perceptions of palliative
care held by his patients, generally based on historical perceptions; these
negative views are also held in relation to cancer:

We’re dealing with history with cancer management all
the time, patients have got major preconceptions about
chemotherapy and chemotherapy side effects which are
historically determined. They've got major
preconceptions about what happens to patients with
cancer based on sort of forty year old clichéd model that
patients with cancer lose their hair, vomit and die
(Flynn).

Historically, palliative care has been linked with dying from advanced cancer.
In relation to other diagnostic groups the difficulties of non-cancer palliative
care relate to different and uncertain disease trajectories, the establishing of a
prognosis and ‘diagnosing dying’. In relation to establishing an end of life
prognosis Eve states that it is generally easier with cancer, reflecting on her
clinical experience she suggests prognostication is easier with some types of
cancer than others, for example lung cancer, rather than ovarian and brain
cancer:

Lung cancer patients once they start to deteriorate tend
to deteriorate more rapidly but some of these poor ladies
in and out with intestinal obstruction with ovarian cancer
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are not well enough to go home but not actually quite
dying, they can have a rather long terminal phase (Eve).

Hermione, in support, confirms that it is easier for lung cancer rather than her
clinical speciality of breast cancer. She believes prognostication also occurs
at the time of diagnosis, often inappropriately. For example Hermione states if
you tell someone they have cancer they think they have six months to live
there is this perception that ‘| have cancer I'm going to die’. Although this is
not always the case:

I's actually easier (compared with COPD patients) to

give a positive prognosis to cancer patients because

they have already thought the worst and then actually

saying well no | can’t cure you but with treatment if you

respond you could actually have extra time which is what

they weren’t expecting really (Hermione).
The cancer trajectory is variable. Eve recognises that some cancers have a
long terminal phase with poor quality of life whilst for others the disease
progression can be very rapid. Greg concurs that the trajectory is uncertain in
that palliative care patients have acute events, pre-existing problems
impacting on the palliative phase and there is always unpredictability in the
timing of dying. It may not always be the cancer that precipitates the terminal
event. Hermione’s clinical experience reflects this by her assertion that a lot
of patients do die of something other than their breast cancer. This supports
the different perceptions of cancer which is often related to its perceived

curability.

In the oncologists’ stories the difficulty is often related to chemotherapy which
sometimes delays the inevitable, that for some people cancer behaves almost
like a chronic illness and there is a shock when all treatment options are
exhausted and a secondary cancer is present. For patients it is like being told
they have got cancer all over again, going back through the grieving process

and psychological adaptation.

Flynn and Hermione compare the disease trajectory and prognostication

difficulties in cancer with other conditions. Flynn reflects:
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Although people can be disabled with cancer a lot of
patients are actually fit and mobile and not too
dependent till the last few weeks of life, whereas
someone with a neurological condition there may be
months and months of progressive debility and intense
nursing and its a different disease with different needs
(Flynn).

Hermione concurs, being aware that the prognosis of certain other types of

disease is actually far worse than cancer, for example:

If you've got type 4 heart failure or you’ve got severe
COPD vyour prognosis is less than a year but you don’t
have access to all the support groups, all of the charities
(Hermione).

Greg appeared amused by the cardiologists view that cancer prognostication
was relatively straightforward, his response being ‘God if only they knew
(laughs) perhaps they’d teach me how to do that. Reflecting on clinical
examples in relation to DS1500 forms (additional allowances made to
individuals with a terminal condition and a predicted prognosis of less than six
months):

| regularly get ‘phone calls from the DHSS [Benefits
Agency] along the lines...you filled this form in about
four years ago, the patient is still alive, do you want to
change anything? (Greg).

Prognostication in cancer, as discussed earlier, is also uncertain and
imprecise. Eve believes that cancer patients are usually more aware of their
situation, accept the prognosis and usually move on. Hermione concurs ‘for

lots of patients a poor prognosis may not be a surprise’

Often family influences conflict with patient choice at the end of life, the
following situation is perhaps unusual as Eve reflects:

| saw somebody two to three months back and she
came to clinic and she was nearly dead and | thought my
goodness what are we going to do here so | rang the
hospice and said have you got any beds and they said
no shall we put her on the waiting list and | said no
there’s no point in that she and the family wanted her to
go home and she said “but | don’'t want to go die at
home, | want to die in hospital” and it was a very caring
family and they would have managed as it really wasn’t
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going to be that long and she was absolutely definite
that she wanted to die in hospital and miraculously there
was a bed. Yes somebody hadn’t turned up to come in
for chemo and there was a bed and this was about
lunchtime and she died about six o’clock the following
morning. It was very imminent and yes it could have
been more imminent than that, | was almost surprised
she lived that long it was a good death in that her family
were there but they wanted her home (Eve).

The literature suggests most people would choose to die at home but for a
small, significant number the choice is to die in hospital. Reason perhaps
relating to their perceptions of not being a burden to the family or that it is a

safer environment for care.

In relation to resourcing, the oncologists were all able to identify gaps in
service provision for their patient group. Although universally it was felt that
breast cancer patients were those who received most resources. For Eve it
was simple to identify generic needs, more hospice beds, more home care,
and more personnel. Flynn commented that there were ‘finite resources’, that
services were under-resourced even for cancer; again identified needs were
for more beds, more staff and, specifically for him, anaesthetic pain control.

Hermione stated there were not enough physicians or nurses.

In exploring the extension of palliative care to non-cancer patient populations
it was universally felt that it would adversely impact on the palliative care of
cancer patients. Greg from his length of experience, was clear that ‘this was
how it was originally meant to be’ although on a practical level thought it would
disadvantage cancer patients. Non-cancer palliative care requires different

skills and would be more demanding on nurses.

Personal experience of the death of close family members was shared in
depth by both Eve and Hermione. Eve's experience has already been
described earlier in the chapter. From a personal perspective, Hermione
describes her grandfather’s death over ten years ago, when she was a junior,

as being very present for her always. It was a badly managed death at home,
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largely due to her grandparents’ choices for ‘normality’, not wanting sympathy
or any external help:

It was horrendous and so that definitely colours how I

perceive things, for me going through the experience

that I've gone through that’'s why | believe palliative care

should be involved a lot earlier than we involve them,

because that was just such a disaster. | still remember it

and | still remember the worst bits rather than the good

bits (Hermione).
She describes him being opiate toxic and hallucinating, in agony and in
distress, she believes this made her realise that care at home is ‘hard work’.
This has influenced her professional role in that she strives to be open and
honest with dying patients, giving patients the options and attempting to deal
with the root cause of their problems. The personal for her also clearly
impacts on her professional role in that it: ‘definitely colours the way | feel
about things and whether it's appropriate or not | don’t know’. Perhaps as a
consequence she now ‘refers too much and too often’, although there is no

evidence from her interview to suggest this is the case.

Flynn and Greg alluded to the personal but focussed on their early post-
registration medical careers as having the most powerful impact. The time
gap between their experiences was thirty years but there were clear
similarities in that their career choices were influenced by a particular senior
doctor who was perceived as a positive role model either as a clinician or
teacher. Both role models displayed professional knowledge and skills that
Flynn and Greg emulated and valued in their own practice.

Flynn comments:

I've got, you know, close friends or relatives that have
died of cancer and some of them have been managed
better than others clearly, but that hasn’t influenced the
way I've used palliative care (Flynn).

It is his training that remains the most significant:

| think the way | view palliative care as in my training I've
worked with good palliative care doctors who've been
highly articulate and who were essentially good
educators and, you know, | think that's admirable
(Flynn).
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He is the only oncologist, perhaps due to his age, who as part of his specialist
registrar rotation worked as registrar in palliative medicine before specialising
in oncology. Asking him to articulate how that experience influenced his
practice he describes it as giving him a degree of insight into the role and
what palliative care can offer:

It's not just a narrow role of prescribing opiates or putting

up a syringe driver for giving someone end of life care,

i's a much larger role than that and it's a sort of

psychological support and it's a sort of very holistic view

of how to manage someone with advanced disease

(Flynn).
This insight is unusual, it is one that would be acceptable to palliative care
specialists, and is clearly at odds with the narrow perspective of palliative care

evidenced in the interviews with most of the cardiologists.

Additionally, Flynn acquired specialist communication and pharmacological
skills together with a more holistic patient approach that he’s taken to his
practice as an oncologist:

| haven’t used palliative care services much personally
for counselling or psychological [support] this may be
because | feel very comfortable with it myself (Flynn).
Greg’s professional experience related to his choice of career, a ‘little gem’, is

described more fully in Chapter 10.

All the oncologists indicate that geography and rurality negatively impact on
peoples’ access to both oncology and palliative care services. Services are
very city centric, rural services being less robust. The geographical variation
in services is analogous with historical service developments being charity led
whereby affluent areas are more likely to benefit. The location of the local
hospice is not ideal and is related to historical political and professional
influences. The ideal model of service provision would be seamless and fully

integrated with oncology services not as a separate speciality, facility or site.

Patient variables impact on service provision and delivery. Flynn provided

reflective examples to corroborate the existence of disadvantaged groups who
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he suggests should be the types of patients palliative care should focus on:
those with secondary disease who are not radically curable, those who live
alone lacking social support, have a dysfunctional family and ‘bad disease’.
Gaps in service provision relate to those who are chronically ill with cancer

and managing to live normally, they are an excluded group with no services.

When asked whether patient age might be an influencing factor Flynn replied:

Yes it does | mean if someone’s is, sort of, elderly and
they’ve got advanced cancer then they may have co-
morbidities so they may have diabetes, heart failure or
whatever, that does influence it and also you know that if
in general, if things go wrong theyll tend to
decompensate more quickly you know. But the converse
is true if you've got a twenty-five year old guy with
incurable cancer and he’s got a three month old baby
and a young wife you know they’ve got their own special
needs, you know life is just taking a terribly tragic turn for
the worse. But whereas an eighty-five year old may be
quite philosophical so there’s a separate load of issues.
It might not be so much in the physical side but you
know they [younger patients] clearly need a lot of
psychological support almost certainly (Flynn).

Other factors (identified in the literature review) such as gender, ethnicity and
pre-existing medical conditions such as learning difficulties or mental health

problems were not mentioned explicitly.

7.3.3 Conclusion

Greg, for example, is very aware of the close relationship between the two
specialities stating that ‘palliative care could not exist without oncologists’. All
the oncologists acknowledged that cancer patients are the most common, and
perhaps, the most appropriate palliative care patient population. Referral to
palliative care is made easier in many situations by the more predictable

cancer trajectory and easier identification of end of life.

In some instances the roles of oncology and palliative care seemed almost
symbiotic in that both advantaged the other during the patients’ journey. Their
stories demonstrated a more holistic perspective and a deeper awareness

and understanding of the patients’ predicament.
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CHAPTER 8 - THE OLD AGE PSYCHIATRISTS

Physician’s won’t say no, they just say go, go, go,
go. (lan).

8.1 INTRODUCTION

This chapter will provide a descriptive account of the experience of the
consultant old age psychiatrists’, it will initially present short biographical
details of both before describing their unique experiences. The second part of
the chapter will describe the patterns and connections between them as a

dyad in an attempt to present their shared experiences.

Two old age psychiatrists, lan and Mair, were recruited to the study. The
reasons for this have already been explained. As a dyad they were only
homogenous in relation to their clinical speciality and their perceptions that
dementia end of life care, for them as professionals, is much less stressful
than ‘suicide risk assessment’ and dealing with the aftermath of a known
patient’s suicide. The geographical area in which they practice is mixed with
metropolitan, urban and rural populations and evident socio-economic
deprivation. In most other respects they were different with unique opinions

and perspectives.

8.2 THEIR IDIOGRAPHIC EXPERIENCE

8.2.1 lan

lan is in his mid forties, he has been involved with old age mental health for
about fifteen years. He used to be a Clinical Director but is now more
involved at the strategic and organisational level with audit, governance and
Fitness for Practice issues. He is embracing the use of reflection in his work
as a way of validating his level of professional knowing and as a means of
peer review in managing the poor performance of clinical colleagues. lan
dresses very casually and is very engaging and collaborative, this belies the
strength of his views and his certainty that he has a high level of palliative
care knowledge being largely self taught. By his own admission he does not
suffer fools gladly, being acutely aware of litigation and the media’s pernicious

impact on health care practice. He states that clinically, palliative care
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patients are the least stressful of his patient group, being ‘not really much of a
concern’. Suicidal patients and their impact on the team are more troubling.
lan works in a metropolitan and urban locality based clinically in a large district
general hospital and supporting the surrounding community. Strategically he
acts as a clinical, professional and medico-legal advisor to a number of local

and national organisations.

The uniqueness of lan’s story lies in his self confidence in relation to his own
performance. He describes a self development process that has skilled him to
an effective level, he was able to point out during the interview my inadequate
knowledge ‘you would not be right’ in relation to management by antipsychotic
medication. For him, the challenges in end of life care are those set by
relatives who may have ‘unreasonable or uninformed’ expectations and those
related to the medico-legal intricacies of withholding and withdrawing of
interventions. His role has evolved as his team has got larger and he appears
to have a slightly distant relationship with the continuing care teams, almost
fulfilling the role of ‘trouble shooter’ being involved when his colleagues have
exhausted their therapeutic options or in relation to family care:

| would only get involved when that [the relationship] had
seriously broken down, where the nursing staff haven’t
been able to maintain a rapport and they were getting
criticism which we’re poisoning people (lan).

lan describes himself as at his professional ‘zenith’ [his word], believing that
all his talents are being exploited to the full; he appears very confident in his
clinical skills especially in relation to palliative care. His interview is polemical
in parts particularly in relation to the investigations undertaken following an in-
patient suicide and the impact on the clinical team. lan identifies a clear
professional role and responsibility:

| see a need to defend staff against the horrible powers
that be, including the public (lan).

His approach feels somewhat combative both in how he spoke and in the
content of the interview especially the elements related to dealing with

complaints and investigations, perceiving his role as to ‘protect other people’.

203



By contrast he is aware that he adopts a more conciliatory tactic in discussing
resuscitation decisions with family members:

If the family weren’t in a position to make a decision then
| wouldn’t make a decision, the default being that the
patient would remain for resuscitation which isn’t easy
and probably is not in the patients’ best interests in the
medical sense but in a wider sense | think it is (lan).

The apparent duality in lan’s interview demonstrates the tensions associated
with clinical practice, especially in psychiatry where increasing investigations
and litigations influence practice perhaps making practitioners more cautious
and potentially vulnerable. lan’s interview reflected the myriad of roles
present in his working life. The content of his interview was an amalgam of
styles with him appearing alternately charming, pragmatic, confident,
pugnacious, reflective, self critical and questioning. The most telling line in
the interview being: ‘I suspect I'm a bit more vulnerable than | would like to
think’. When pressed to explore this further he admitted to no personal
experience of death, but feels that he may not be as prepared for it to happen
in his personal life as he believes himself to be and this potentially makes him

vulnerable.

8.2.2 Mair

Mair is in her mid sixties, a Welsh speaker whose first language is Welsh. At
the time of the interview she had a terrible cold and was compromised by this.
Working in a very circumscribed geographical area, Mair felt that she and her
team had developed a good service for their patients from diagnosis to death.
The major concerns relate to patients with a dual diagnosis and ethical issues
related to withdrawing food and fluids. She has developed her own
knowledge base in relation to palliative care but was very clear that all of her
professional life is influenced by the strength of her religious faith. Mair is the
only participant who made reference to her strong religious faith, as a
practising Christian this influences ‘how | am and who | am’. It is the suicide
or attempted suicide of her patients that is the most upsetting to her. The

death of her father she describes as timely, ‘sad but right’. Retirement for her
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Is very close and a real opportunity for doing new things, she describes

herself as ‘winding down’.

In contrast to lan, Mair was more self-effacing and reserved in relation to her
expertise, she did not question her skills and provided evidence that her
therapeutic interventions are appropriate, but she was cautious in her
descriptions. Alone among the ten participants Mair was very open about the
strength of her Christian faith underpinning her professional role. Especially in
relation to death and dying she appeared almost fatalistic, adopting a matter-
of-fact stance: ‘there are worse things than dying’. Her role was clearly about
supporting patients and families with the process of dying which for dementia
patients ‘can be quite a long process’. The practical tensions of care relate to
her unit not providing long term care and therefore many patients end their
lives in nursing homes where she has limited clinical jurisdiction:

We wouldn’t be doing the terminal care, in the nursing

homes the GP’s would be doing it, but, you know, we

just do the mental state [the mental health care] (Mair).
On reflection she acknowledges that for her patients and their families dying in
a nursing home would not be the preference, but resources are limited and
that as a consequence is the necessity. This dilemma was not articulated by

the other consultant groups and only superficially alluded to by lan.

Mair works and lives in a rural community where she is responsible for
developing and delivering a locally driven service in meeting the mental health
needs of the elderly population. She works in the community and is based at
a small cottage hospital where her in-patient beds are situated. She was born
in this community, has been well established as a medical consultant for
almost thirty five years and is looking forward, albeit with mixed emotions, to

her retirement.

The characteristics of Mair’s interview may (apart from her Christian faith)
appeared to be influenced by her career stage, imminent retirement, the
geographical locality which is more rural with a consequent slower pace of life

and her gender which implicitly may have encouraged an apparent ‘softer’
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less dogmatic approach compared to that of lan. On reflection and re-
listening to the interview a number of times, this apparent softer style was
underpinned by dialogue that presented a clear, almost determined focus.

8.3 THE PSYCHIATRISTS’ SHARED EXPERIENCE

8.3.1 Introduction

As with the cardiologists and oncologists the interviews were transcribed
verbatim and analysed as discussed in Chapter 6. The old age psychiatrists
were the least similar in their clinical approach to palliative care, the stage in
their careers and in gender. The analysis of their interviews mirrored that
undertaken for the oncologists’, any unique or previously unidentified themes
were also stuck to the flip charts for later attention. The psychiatrists were
also given a number so that each individual’s response was identifiable lan =
9, Mair = 10. As for the other participant groups, linguistic interpretation was
undertaken by considering the specific use of language, metaphor was the
element of language focussed on, paralinguistic comments were annotated on

the interview transcripts and are presented separately in Chapter 11.

The following list of subordinate themes reflecting the experience of both the
psychiatrists was smaller and perhaps influenced by their lack of homogeneity
and the fact that there was only two of them;

e Patterns of referral

e Perceptions of palliative care

e Complexities of decision-making

e Specialist knowledge

e Personal experience

e Models of service delivery.
8.3.2 The shared experience
lan’s responses to my interview questions were wide-ranging, at times it felt
like he was almost having a reflective, exploratory dialogue with himself. He
presented himself as very emphatic, controlling and directive. When we met
he stated ‘that he didn’'t suffer fools gladly’; he certainly corrected my
knowledge deficits in relation to aspects of psychiatric care. My role was
mainly as a prompt in enabling further elucidation of his experiences, it was

the longest interview with the least dialogue from me. lan had been a
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participant in a number of research studies so for him this experience was

familiar.

Mair has never been asked to be a participant in a research interview before
and saw it as an intriguing experience and appears keen to keep in touch in
relation to the ‘finished product’. Mair at the time of the interview was
suffering from the consequences of ‘flu, had a very hoarse voice and an
irritating cough which interrupted her responses. Despite this Mair was keen
to go ahead but on reflection this may have shortened the interview.

lan replied ‘Yes’ to the first question regarding referral of his patients to
palliative care services, without even minimal prompting offering to put ‘some
context’ on his answer. In the early days of the relationship with palliative
care he reflects:

We had some exceptionally difficult patients during that
period um and | think we worked out a number of tactics
sometimes things which they [the palliative care team]
hadn’t done before themselves...sort of different tactics
(lan).
It was almost like a shared approach to care, which appears to have evolved
over time and as relationships developed into a more self sufficient model

care.

His evolving clinical role means that he now has less contact with the
continuing care wards where most people with advanced dementia are cared
for, thus he refers less than he did five years ago. His earlier clinical role
made the acquisition of clinical skills in relation to palliative care important.
Describing himself as being largely self-taught he has built up over the years
guite a lot of experience of the things that palliative care can and will do. He
described the process of having tutorials and updating with the palliative care
consultants that was evolutionary:

If you focus on the group | used to refer, [it] would be the
continuing care [wards], the advanced and profound
dementias there um...and | have to confess | made
some notes, some records and just sort of learnt what
they would do and there is probably a regular pattern;

207



the things that would usually be required, the things that
would usually be required, the things that would usually
work. | just did what they would normally do and it would
either work or it wouldn’t — in the small proportion of
cases where it didn’t work we’d ask them for assistance
(lan).

In response to probing he describes his level of expertise as at least moderate
a clinical example being:

We've got somebody in [the local hospital] she’s a very
elderly woman with advanced dementia, the concern is
her pressure area care, then we end up with wound
issues that may relate to pain which she can't articulate.
So how do we balance the pain? Usually it’s fairly simple
from our point of view to maintain analgesia and
anxiolytics (lan).

Ward link nurses, also educated by palliative care, have a moderate level of
palliative care expertise, they offer psychotherapy and counselling for family
members and are responsible for establishing and maintaining relationships.
lan sees himself as the ‘drug merchant’, he becomes more involved when
relationships break down and when there is the need for medico-legal stuff in
relation to hydration, nutrition and resuscitation. He describes his role as

‘making sure things are kept tidy’.

Currently the SPC team are primarily used as a telephone resource for advice
on medication management, drug therapy, pressure area care, hydration and
nutrition. Face to face contact was limitedly required and related to practical
skills, such as syringe drivers and wound care and specific symptom problems
especially agitation and pain. Less often a referral is made to elicit a second
opinion and to avoid a complaint when challenged by the family. Unlike the
cardiologists, lan and Mair demonstrate a respectful and reciprocal
relationship with palliative care, lan comments:

We wouldn’t call them unnecessarily and in exactly the
same way they manage the vast majority of their
patients with mental illness...the only questions they
ever ask is about follow up (lan).

208



There has been an apparent sharing of clinical knowledge that appears to
have empowered both specialities.

For Mair, her contact with the palliative care team is only made for patients
with a dual diagnosis, particularly a difficult cancer diagnosis together with the
usual dementia situation as in the case of a lady whose dementia was very
early on but she had ‘a very massive throat and neck cancer’. This lady,
because of her mental state, could not be managed elsewhere but the head
and neck cancer was ‘very alarming’ to her and the wider team. Mair’s choice
of words clearly indicated the distress of the situation. Ultimately, this lady
went to the local hospice where a reciprocal relationship was established, the
old age psychiatry team helped the hospice deal with her mental state and
they in return dealt with her complex physical needs, in particular her
intractable pain.

Other factors that may predicate referral relate to the management of other
complex symptoms, Mair's comfort zone relates to palliative care for those
with dementia and cerebral vascular disease. Her relationship with the
palliative care team appears to be based on clinical need, there is no regular
contact and she was unable to name her palliative care consultant colleagues.
Mair describes the current distinction between mental health and physical
nursing as making palliative care in dementia more difficult due to the myriad
of patient and family needs which neither speciality appears able to meet. For
lan this issue is resolved by the link nurse model of care whereby mental
health nurses have received education in the core principle of palliative care

thereby acting as a resource to their clinical area.

Mair’s recent attendance at a ‘Medicine in Psychiatry’ course included an
update in palliative care session which validated her knowledge and was
confidence affirming. Palliative care she uses occasionally as a resource or
as trouble shooters, she describes her relationship with palliative care as
being ‘knowing a man that does, but doing the basics yourself isn’'t it. The
basics for Mair include decision making in relation to withholding and

withdrawing treatments and intervention, for example Cardio-Pulmonary
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Resuscitation, food and fluids. Clinically Mair sees herself as a ‘safe pair of
hands’ her focus being the clinical care and support of her patients, their

families and the staff caring for them who she describes as ‘almost like family’.

Both lan and Mair appear secure and comfortable in their specialist clinical
knowledge in relation to dementia. This knowledge appears to impact on their
perceptions of palliative care, in particular its limitations and benefits for their

patient group.

For lan, dementia is a terminal condition at diagnosis:

I's over a longer period perhaps than some other
terminal illnesses but it’s still a terminal iliness (lan)

Establishing an end of life prognosis or life expectancy estimation for people
with advanced dementia is problematic:

| don’t even try I've been wrong much too often to be
comfortable, when relatives ask me about it | say ‘for
your average Alzheimer’s illness the course will be
between eight and twelve years’. If they are younger
paradoxically at the age of onset it will last longer by and
large the prognosis at the end of life is dependent on
physical health (lan).

He describes his clinical heuristic of dementia:

I've got a very, very rough rule of thumb, some mild
dementia is obvious enough for people to notice but not
pick them out of a queue in Tesco or whatever,
moderate we’'ve got major problems but we're still up
and about, severe we’re not up and about anymore and
profound is we’re not very far away from the end (lan).

Mair concurs that:
Dementia is a terminal illness but it's not an acute event,
end of life really can be a quite long process here (Mair).
And in relation to prognostication:

People will say ‘how long’ and that’s something we can’t
say you know, | don’t ever say time scales and people
will ask me for time scales much earlier on in the
dementia and you know | tell them the national averages
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really less because everybody’s different and they are
just an average (Mair).

Of the two participants it is only Mair who discussed the use of the last days of
life pathway as facilitating care at the end of life for her patients. The pathway
validates her practice especially in end of life decision making and the tick
boxes act as a reminder and focus for specific aspects of care for example
agitation, pain and excessive secretions but it is occasionally unhelpful:

You get it slightly wrong and you put somebody on the

pathway and they rally and that’s a bit distressing (Mair).
Mair describes a particular incident of a lady being admitted for respite care
who was, on assessment, clearly nearing the end of her life. She was put on
the pathway but took almost a month to die, the pathway was appropriate in
her case but its disadvantage being that it suggests to families a very short
time frame which is rarely the case in dementia. Clinically Mair tends to err on
the side of caution, telling people things are not very good and if improvement
occurs it is a bit of a bonus. Her religious faith enables the pragmatic stance
that we have no control over death and dying that: ‘It's in God’s giftisn’'t it’ the

implication being that living and dying is preordained.

From lan’s perspective for people with dementia it is the co-morbidities and
predisposing factors that impact on the disease trajectory and precipitate the
terminal event, these might include a chest infection, haemorrhage, stroke,
septicaemia and myocardial infarction. Less frequently patients simply die of
their dementia. This is also confirmed by Mair's experience and links to the
experience of the cardiologists’ who describe acute events as being a ‘tipping

point’.

For lan, caring for patients at the end of life is not difficult, relatives make it
difficult. Influenced by the media they make unreasonable, uninformed and
prejudicial demands especially in relation to medication. Mair’s relationship
with family members appears less problematic, this is likely to relate to her
role as being more involved with the continuing care wards. Dealing with

complaints for both is an increasing part of their workload. Both make
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reference to the lack of complaints related to end of life care as being
evidence for it being ‘a job reasonably well done’. Mair states that most
complaints relate to falls, poor pressure area care and suicide. This
statement is surprising in that common symptoms at the end of life are related
to poor mobility and increasing frailty often leading to the development of
pressure sores and falls. Neither Mair nor lan made this link or indicated that

any complaints received were related to poor care at the end of life.

lan describes his exposure to personal experience of death and dying as
minimal, his grandmother died when he was a teenager and she just
‘disappeared’ with her death being hidden from him. Currently having ‘four
surviving parents and step-parents and in-laws so everyone is still going’ he is
aware that this situation is unusual and short-lived and as a consequence is

unsure how it will be when death touches him more personally.

He tells a number of professional reflective stories, critical incidents, related
exclusively to death and in particular modes of death which appear to have
offered proxy experience, influencing his career pathway and legitimising his
public profile. Working in intensive care as a hospital cleaner prior to starting
his undergraduate medical training he witnessed an unsuccessful
resuscitation, the experience was ‘utterly surreal’, and on reflection he
remembers that it was very matter of fact and not like the television which had

been his only previous experience.

The next event was when, as a medical student, he was involved in following
a gentleman through his diagnostic journey by witnessing an endoscopy, a
routine procedure. He remembers that his consultant: ‘sort of knew, had a
sixth sense that something was going to go wrong’. The patient arrested in
recovery and died which was not supposed to happen. lan returned to the
ward (where he had worked as a cleaner) and the nurses recognised his
distress:

| was a bit shaken um and one of them took me off for a
fag...even though | didn’t smoke (lan).
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The experience was more troubling for lan in that he had a more personal
relationship with the man. Both events were explained by the ward nurse as
being natural and normal, that nobody had done anything wrong, the
message being that ‘stuff happens’. He reflects that at times in practice he
has a ‘gut feeling’ and often unpredicted events happen that relate to
premonitions about his patients. This resonates with the earlier reflective
account, as a medical student, in which he observed the same ‘skill’ in

another consultant.

Finally, as a house officer working in the Midlands during a very cold winter ‘it
was absolutely dire in that everybody died’, it was a couple of years after
qualifying in medicine, he was not being successful with his exams but ‘wasn’t
enjoying it either so | switched to psychiatry’. The confirmation that this was
the right career choice for him being clinical events where he perceives that
physicians are dedicated to ‘maintaining life at all costs’, he perceives there is
a reluctance amongst some consultants in admitting defeat and letting
patients die:

Physician’s won’t say no, they just say go, go, go, go,

go! (lan).

This for him would not be a comfortable way to practice.

As a psychiatrist, suicide is his most urgent clinical dilemma made more
problematic because of public perceptions, its high media profile and the need
for apportioning blame. Much later in the interview he states:

| think if I've got a serious issue with death it’'s that the
public perception of suicide is somebody’s made a
mistake or whereas it's actually part of the process of
mental health. If somebody dies of a cardiac arrhythmia
there’s not resuscitation or coronary care because
they’ve got ischaemic heart disease, you don’t say, oh
my God you’ve made a mistake, you say that’'s part of
the natural history of heart disease and if somebody
stops breathing because they’ve got terrible emphysema
you don’'t say well why didn’t you give them a lung
transplant you know (lan).
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This statement appears to highlight the differences in practice and the public’s

perceptions between mental health and clinical medicine.

In response to my probing statement, ‘it is an inevitable part of life isn’t it to
come into contact with death’ he discloses a personal dichotomy:

Yes, I'm conscious that I've probably gotten very thick

emotional protection against it in order to sort of protect

other people but whether that protection, you know | put

myself in the way of other peoples’ actions. Whether that

will work quite as well when it's me we’ll have to wait and

see. | suspect I'm a bit more vulnerable than | would like

to think (lan).
For lan there is comfort with the familiar, the arena of his professional role, the
personal aspects of death and dying being unknown and uncertain made him

appear almost more exposed, less in control.

Mair has a more fatalistic approach to death and dying, mediated by her
strong religious faith and belief that ‘there are worse things than dying’. On
reflection perhaps | should have probed this statement more as | am not sure
what might be worse than dying, although | am aware this is a personal
perspective. By way of justification, | think, she explained that her father died
suddenly from a stroke and for him it was a good death, she reflected that it
was appropriate in that he was at the right age, being elderly and until his
death relatively well. Relating to her clinical experience her fathers’ death was
deemed ‘good’, in relation to the mode of death, in that it was not protracted or

a dementia.

8.3.3 Conclusion

The differences between lan and Mair lay in their therapeutic approaches and
ways of being in practice. It is these that appeared to characterise their
experiences with lan’s certain, rather prescriptive approach being in contrast
to Mair’s more inclusive approach to patient management. Both made a clear

distinction between their psychiatric speciality and clinical medicine.
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Both were similar in their belief that dementia was a terminal condition from
the time of diagnosis, that palliative care was helpful predominantly for those
with a dual diagnosis and that end of life care was one of the least troubling
aspects of the clinical role. There was little acknowledgement in their
interviews of the holistic impact of a dementia diagnosis and the subsequent
dementia journey; they almost appeared to distance themselves from the
patient (and family) experience, this was characterised by their use of

language.

The next part of the thesis seeks to locate the work within the wider context. It
will focus the discussion with existing literature, related to clinical and patient
perspectives in Chapter 9, theoretical perspectives in Chapter 10 and
language and metaphor in Chapter 11.
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PART 3: LOCATING THE THESIS IN THE WIDER CONTEXT
CHAPTER 9 - DISCUSSION
STRUCTURAL CONTEXT: CLINICAL AND PATIENT PERSPECTIVES

Professional knowledge is constructed through
experience and its nature depends on the
cumulative acquisition, selection and interpretation
of that experience. (Eraut 1994:20).
9.1 INTRODUCTION
This chapter will locate the consultants’ experience within the structural
contexts of care, the clinical and patient perspectives which | initially thought
would be central to the thesis. It concentrates on how consultants use
technical clinical knowledge and skills in relation to considering referral to
SPCS, however, this element turned out to be only part of their narratives and

experience in caring for people at the end of life.

Other aspects of their experience were related to underpinning more
theoretical concepts of the life-world, philosophical concepts of ways of
knowing both personal (Polanyi 1974) and professional (Carper 1978; Dreyfus
& Dreyfus 1980; Hunter 1991; Eraut 1994; White 1995; Chinn & Kramer 2008)
judgement-based practice (Polkinghorne 2004) and clinical mindlines (Gabbay
and leMay 2011) which will be discussed in Chapter 10.

9.2 CLINICAL AND PROFESSIONAL DIMENSIONS OF EXPERIENCE

9.2.1 Contexts of care

The shifting politics of palliative care seem to impact on the consultants’
experience. At a strategic level there are attempts to develop and organise
palliative care services to an agreed national template. Services should
reflect the needs of cancer and non-cancer patient populations, be resource
neutral and demonstrate cost effective fiscal and clinical outcomes. These
requirements have impacted on the experiences of all participants who clearly
articulated the tension between the management of their patient population as

a whole and the care of the individual patient.
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The participants reflected that the resource neutral requirement of extending
palliative care to non-cancer patient populations was likely to compromise the
care of all patient groups at the end of life as the resources available would be
spread too thin (Addington-Hall et al 1998b; WHO 2011). Strategic and
organisational directives have had implications at the micro level on the
consultants’ professional roles and responsibilities. The cardiologists allude to
finite resources adversely impacting on patient care either directly or
indirectly. The direct impact (on three of them) is evidenced by the fact that
there are no specialist heart failure nurses in post within their socially and
economically deprived geographical location. Indirectly they describe how the
criterion for hospice admission has changed. It has become focussed on
short stays to provide respite or to support active symptom management prior
to the patient returning home or being referred for nursing or residential home
care. Thus they believe many individuals with heart failure are now excluded

from in-patient hospice care.

The evolution of specialist palliative care as a service for patients with more
complex and challenging needs resonates with the experience of the
cardiologists and old age psychiatrists whose stories reflect their own level of
knowledge and skill being at a ‘moderate’ level, with most using palliative care
as a resource and in validating their own practice. More infrequently, SPCS
act in an advisory and consultancy capacity in supporting their management
of especially difficult situations, predominantly those associated with a dual
diagnosis. Mair, for example, referred a lady to palliative care who had mild
dementia and a fungating head and neck cancer, it was the latter diagnosis

which was beyond her scope of expertise.

Increasingly patients at the end of life have multiple conditions that would
benefit from the care of several specialists. There is evidence, and a real risk
that important aspects of their care may be neglected or missed as they are
moved between specialists (Dixon. A blog Kings Fund 2011). It is thought
possible that the consultancy or resource approach of SPCS might be a way

of integrating specialist and generalist care to ensure patients’ wider more
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complex needs are met. This approach appears to be reflected in the stories
of the cardiologists and old age psychiatrists.

All the consultants were aware that the knowledge and skills required to
support the resource or consultancy approach would necessitate either further
training of palliative care professionals or those from their own speciality. On
further questioning, most supported the concept of reciprocal training whereby
both clinical specialities up-skilled each other by a shared, peer learning
approach. This approach is already being piloted as a peer-learning project
between cardiology and palliative care (Cardiac Network, WG 2011).

At the strategic level there is the increasing acknowledgement that care at the
end of life will be compromised by demographic changes, particularly an
increasingly elderly population with multiple diagnoses and a reducing
workforce. Strategies (WG 2009; DH 2009; 2011, WHO 2011) focus on
increasing the skills of all practitioners in EoLC to ensure that specialist
services are not overwhelmed and are used appropriately. This focus is
consistent with their preferences for a more shared care approach articulated
by the cardiologists and psychiatrists. Perhaps because neither of these
groups have had the historical and rather symbiotic relationship with palliative
care (as has been the case between oncology and palliative care) so this

service model is more acceptable.

Palliative care somehow seems to have found a place as an established part
in all the consultants’ experience. Almost covertly there are elements in their
narratives that suggest it is embodied and embedded in their practice albeit
without their explicit acknowledgement. This is especially present in the
cardiologists’ stories where their active care incorporates a palliative approach
in that they describe the need to not prolong futile interventions. The old age

psychiatrists also almost routinely use the ICP in directing care.
For the oncologists their relationship with palliative care appears different. In

describing their experiences the oncologists appear to be more accepting and

inclusive of palliative care as fundamental to their everyday clinical practice.
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They describe it as being an integral part of patient and cancer management;
this perhaps equates with the historical development of palliative care which
focussed on individuals with cancer (Payne et al 2008; Haines 2011). Their
clinical preparation includes elements of palliative care as part of traditional
oncology training. It may also relate to the perception of cancer as a life-
threatening disease where at the point of diagnosis death is high on patients’

agenda, with historically a cancer diagnosis being synonymous with death.

For the oncologists there is uncertainty as how the future relationship with
palliative care will evolve. Greg states ‘I feel there is a certain lack of clarity
about just what patients they are prepared to take’. Most of the oncologists
identified that palliative care appears uncertain as to its place in contemporary
healthcare, that its role and purpose was less defined with political agendas
requiring it to extend its role to individuals with a non-cancer diagnosis. This
supports Ward et al’'s (2009) conclusions from their attitudinal survey of
oncologists, highlighting their clinical dilemma as to whether they should
collaborate or co-exist with SPCS. Strategic initiatives supporting greater
inclusivity in palliative care provision concerned the oncologists as they feared

a loss of resources for their patient group.

The tension between voluntary and statutory service provision, as described
by Addicott & Hiley (2011), has contributed to disadvantages in service
developments for both cancer and non-cancer patient groups. These are
additionally compromised by the current economic recession. As
predominantly described by the oncologists, many specialist palliative care
services are charity led and only available in more affluent areas. This was a
direct response to local fundraising which subsequently influenced the
development and geographical location of services. For them, the historical
siting of the local in-patient hospice was an example of a political decision not
being thought through as it is on a different hospital site to that of the regional
cancer centre making seamless service provision less likely. This reflects the
national situation where most hospices are situated in middle-class areas,
such institutions thrive on the benevolent middle classes from both a

contributory and volunteering perspective (Hughes-Hallett 2010, 2011).
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Clinical concerns in palliative care, as in other specialist areas such as mental
health, are constantly evolving with some aspects of care being temporarily
dominant, while others are displaced or marginalised (Pilgrim and Rogers
1999). Current clinical priorities in palliative care, identified by strategic
directives, relate to preferred place of care, equity of access supported by new
funding initiatives (DH 2011), shared decision-making and assisted dying. In-
patient hospice developments and specific symptom management resources
such as anaesthetic resources for managing complex pain syndromes are
less dominant (WAG 2008, 2009). The consultants’ experiences, irrespective
of speciality, indicate that their clinical priorities relate to the direct care of
individual patients such as providing resources to support more hospice beds,

specialist professionals and pain services.

The consultants’ stories all demonstrate an understanding of the need to
function at all levels within the LHB; they demonstrate awareness of how the
strategic, organisational and operational levels impact and are embedded in
their practice. They articulate a tension between the conflicting priorities and
perspectives between the macro, meso and micro levels of health care.
These levels are inter-related and perhaps can be seen as a challenge to, and

an enhancement of, their professional autonomy (Mohan 1996).

At operational and professional levels the increasing medicalisation of death
has made skills, once integral in all medical practice the privileged domain of
SPCS. Serving in part to deskill practitioners whose clinical experience, as
described in this thesis, are at a high level and, for all three consultant groups

are an accepted element of their speciality.

As seen in the interview narratives, for heart failure and dementia patient
populations the uncertain disease trajectory and consequent difficulties in
identifying the end of life make referral timings difficult and indicate that
referral may not always be in their patients’ best interests or even (as

discussed earlier) required.
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9.2.2 Clinical speciality and referral.

Literature has highlighted a discrepancy between the need of heart failure
patients for palliative care and their referral to SPCS (Gibbs et al 2006;
O’Leary & Tiernan 2008; NCPC Minimum Data Sets 2009-10). Consistent
with data from O’Leary et al’'s (2009) comparative study, the cardiologists
experience in practice seems to reflect that for most people with heart failure
their palliative care needs can be met within the existing cardiology services,
that their palliative care needs have been over-estimated. Most patients
valued highly the close monitoring, symptom and medication management,
ease of access and familiarity with those involved in their care within existing
services (O’Leary et al 2009). The valuable elements of the cardiology
service, reported by the patients in her study, were almost identical to the
cardiologists’ experiences and their proxy estimation of what was important to
their patient group, the only omissions being the provision of a telephone
support and outreach service (although during the interviews the cardiologists

recognised this as being a gap in their service).

Specifically in relation to this thesis O’Leary’s study identified potential tipping
points in the patients’ journey where the focus should change from active
treatment to palliation: deterioration despite optimum therapeutic support,
increasing fatigue, increasing functional dependence, low ejection fraction,
recurrent hospitalisation, emotional distress, carer fatigue and patient request.
Thus there is a clear combination of holistic factors that should precipitate
referral (O’Leary et al 2009). The -cardiologist’'s stories demonstrated
recognition of most of these factors as providing evidence of imminent dying
but appeared uncertain as to whether they were reversible causes or
evidence of permanent deterioration, these linked with their perceived

difficulties in prognostication and diagnosing dying.

Health care organisations have adopted an increasingly evidence and
outcome based approach to professional practice and these, according to
Polkinghorne (2004) and Gabbay & leMay (2011), appear to lessen the
individualised approach to care. For example, specific techniques,

procedures and programmes are evident in relation to all the clinical
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specialities explored in this thesis. In cardiology, especially heart failure, the
use of specific medical and device therapy appear to have prolonged life, for
example cardioversion (British Cardiovascular Society 2006; NICE 2010). In
oncology the use of combined rather than single agents in administering
cytotoxic chemotherapy has led to improved therapeutic response and
lessened side-effects (Tadman & Roberts 2007; NICE 2011a). In old age
psychiatry the use of new drugs such as Aricept and Ebixa has delayed the
progression of dementia for a small number of carefully selected individuals
(National Council for Palliative Care & the Alzheimer’s Society 2006e; NICE
2011b)). In palliative care the use of combination chemotherapy or
subcutaneous syringe drivers in managing patient’s symptoms in the last days
of life and the integrated care pathway for the last days of life have made for
improved patient and care experience (Dickman et al 2005; Chan & Webster
2011). All the preceding interventions are supported by evidence based
guidelines but also imply increasing medicalisation at the end of life. It would
be inappropriate to negate the value of these approaches but they may

increase uncertainty in relation to active versus palliative interventions.

For Polkinghorne (2004) everyday caring practice requires something
gualitatively different from the application of technique, rules and standardised
behaviours. There were a number of participants (not the oncologists), who
supported the use of the integrated care pathway for the end of life as
facilitating end of life care. However, all contextualised this with
acknowledgement of the caring elements, that the use of clinical judgement
and knowing was intrinsic to the use of the pathway and that it relies on
accurate prognostication in determining the last days of life which (which will

be discussed later in this chapter) is clinically and technically problematic.

The cardiologists’ professional role as described in their interviews provides
evidence of their extensive array of clinical skills and the clarity with which
they were able to elucidate the complexity of their clinical care. Their care,
being scientifically associated with medical and device therapy, focuses on
the causes of heart failure rather than the symptoms and has a large number

of therapeutic options (Ellershaw & Ward 2003). The issues, as supported by
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Gott et al 2007, Goodlin 2009, Hupcey et al 2009, related to palliative care
referral are inextricably linked with prognostication difficulties associated with
the uncertain disease trajectory of heart failure and patients’ negative

perceptions of palliative care. These will be discussed later in this chapter.

As supported by the NCPC (2006a) the oncologists’ referral to palliative care
Is more routinised and commonplace, most referrals relate to proactive
planning of care that may improve quality of life for both patients and family
members. For all, the use of and referral to palliative care is regarded as best
practice. Despite this positive approach to involving palliative care services in
the care of their patients they describe, from their experience, some negative
perceptions of palliative care. For the oncologists, palliative care appears to
resonate with Murray et al’'s (2005) view that it is a place of care, supports a
more peaceful death, provides appropriate medication and a holistic approach
to care provided by experts, that is the essence of palliative care.

The oncologists’ perceptions of palliative care relate to concerns of where it
fits in the context of cancer care. Hermione is very clear that palliative care
makes her life easier, that it facilitates a better death or acts as a safety net for
patients receiving more active interventions for cancer. She reflects that
perhaps she refers her patients too early but the focus of her approach is to
achieve a collaborative relationship between oncology and palliative care
rather than seeing palliative care as a threat. Many of the oncologists believe
that patients and families view palliative care negatively, that the word
“hospice” is associated with cancer and implies that the individual is going to
die and that hospice admission is a ‘one way ticket’ (Ahmed et al 2004). They

believe these perceptions are changing albeit very slowly.

Two of the oncologists suggest that palliative care has lost its way, and
become more acutely interventionist in that it no longer provides the
environment that supports a peaceful death. From their experience it appears
that many hospices are uncertain as to their place in end of life care; most
perceive themselves as being more active support units rather than as a

place to die. This tension was recognised and described earlier by Byock
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(1998) as being a ‘tug of war’ between loyalists and progressives. The
loyalists remain true to the early ideals of the hospice movement, that it was a
centre of excellence and a place for ‘best’ care at the very end of life whereas
the progressives are encouraging a more inclusive approach with the
extension of palliative care services to other health care settings and
diagnostic groups. It is clear from global and national agendas that the
progressives have prevailed, perhaps in response to changing demographics
and economic constraints (WG 2010; DH 2011a; Hughes-Hallett 2011; WHO
2011).

However despite the strategic direction being well articulated and resourced
the debate as to the role of palliative care still continues in the virtual
environment of professional and patient websites. The names of the websites
convey the emotive elements associated with care at the end of life:

www.dyingmatters.org.uk;
www.carenotkilling.org.uk;
www.iwantgreatcare.org.uk

All have been inaugurated by professionals actively involved in palliative care
service provision and spiritual groups. For most people, dying at home would
be their preference but if not possible a hospice would be their favoured
alternative (BBC 2006; Marie Curie Cancer Care 2007).

Overall, the oncologists appear more comfortable (than the cardiologists and
old age psychiatrists) in their relationship with palliative care, suggesting that
this may relate to closer working relationships being established throughout
the illness course, that cancer has a more predictable disease progression
and that prognostication and diagnosing dying is less complex (Lynn &
Adamson 2003; Murray et al 2005). This supports evidence from the Gold
Standards Framework position paper on prognostication at the end of life
(GSF 2006). Two of the oncologists were nearing retirement; their narrative
experience, biography and ways of knowing had clearly been influenced by
the evolution of palliative care during the 30 or more years that they had been

practising as oncologists.
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For the old age psychiatrists, dying from progressive dementia appeared not
to be a clinical dilemma or a particular personal concern. These were
described by Benbow & Jolley (1997) as unavoidable stressors that were
anticipated as part of routine practice, whereas death by suicide was more of
a personal and professional dilemma associated with unpredictability,
powerlessness and a perceived wider societal impact. The recent literature
accessed does not seem to support this viewpoint, most reflects the negative
experiences of people dying from dementia and does not identify with the
consultants’ perspectives of end of life care in dementia presented in this
thesis. McCarthy et al (1997) provide evidence that people dying from
dementia in the last year of life need more help and support than those dying
from cancer. Recent government initiatives, based on audit and research
data, conclude that for those with dementia end of life care services are not
appropriate in meeting their needs (NCPC 2009a; Alzheimer’s Disease
Society 2010; National End of Life Care Intelligence Network 2010; WG 2010;
DH 2011a). In this thesis, the old age psychiatrists position may have been
influenced by the fact that they were less ‘hands on’ in the care of their
dementia patients at the end of life, most were cared for in nursing and
residential homes outside the hospital environment and beyond their clinical

jurisdiction and daily practice.

All the consultants made reference to always being able to offer something
from their clinical skill set that would ameliorate patient distress. However, it
was unclear whether these interventions were active, palliative or placebo in
intent; they linked the interventions with their need to maintain an optimistic
approach and being a response to patient and family expectations. For the
cardiologists this was usually related to physiological, pharmacological and
device therapies, for the oncologists it linked to active treatment modalities
linked to disease progression, such as radiotherapy for bone pain or
biphosphonates to treat hypercalcaemia. The old age psychiatrists described
interventions to treat reversible causes of patients decline, such as infections.
All these therapeutic options appear to have a palliative intent in that their aim
Is to promote comfort rather than to treat the underlying condition. From their

narratives it was clear that there was often a patient or family expectation that
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something could or should be done which impacted on their decisions in
practice.

9.2.3 Trajectories and prognostication

Macro and meso-level end of life care policy documents and guidelines
suggest that referral to SPCS should be based on the establishing of an end
of life prognosis (DH 2008; WG 2010; WHO 2011; Addicottt & Hiley 2011;
Gott et al 2011). Reflecting on much of the evidence found in the literature at
the micro-level, for the individual patient unpredictable disease trajectories
make prognostication and the identification of a ‘tipping point’, a downward
trend towards the end of life problematic (Teno et al 2001; Lunney et al 2003;
Murray et al 2005; Dy & Lynn 2007; Gott et al 2011). This is reflected in the

experiences of all the consultants in this thesis.

Trajectory, as described in the literature review, refers both to an individuals’
illness journey but also identifies the required role of professionals in their
care at various stages of their illness (Strauss et al 1997). Initially it was a
term developed in the context of hospital-based care illustrated by Strauss
and his colleagues in The social organisation of medical work. The
appropriateness of the concept of trajectories for discussion of life threatening
illness and transitions to end of life care is evident as it focuses on the
experience of patients and their needs for care. Unfortunately, in end of life

care this focus on illness appears rather medicalised and reductionist.

It is important to acknowledge Strauss’ involvement in an earlier influential
piece of work Awareness of dying, which although not directly relevant to this
thesis has greatly influenced medical practice at the end of life (Glaser &
Strauss 1965, 2005). They developed a theory of dying awareness (closed
awareness, suspicion awareness, mutual pretence, and open awareness)
from observation of the social interaction of the dying and those around them
in the American hospital setting. They raised professional awareness and
understanding of the importance of who knows what about dying and what
difference it makes. As a direct consequence of their work (and that of

subsequent authors) more honest and open dialogue in communicating
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diagnosis and prognosis has been inculcated into best practice at the end of
life in confronting the many ethical and practical (personal) dilemmas that
arise at the time of dying. It is possible that Glaser & Strauss’ evidence
(1965) may have acted as a catalyst for the development of palliative care
when considering the chronology of events in relation to the evolution of
palliative care (Payne et al 2008).

Without Glaser & Strauss’ work this thesis would have been more difficult as it
is based on the assumption that all the consultants communicated openly with
their patients. They all described open communication with their patients, the
specific difficulties they experienced in communicating uncertainty and
establishing an end of life prognosis were reflected by Glaser & Strauss’
observations from the patients’ perspective and reconfigured by Christakis’
exploration of prognosis from the physicians’ perspective (Glaser & Strauss
1965; Christakis 1999).

Recently the Gold Standards Framework (DH 2006; 2008), from strategic and
organisational perspectives, have linked the concept of trajectories to the
need for diagnosing dying. As a consequence, because of the uncertainties
intrinsic in many disease trajectories, access to SPCS is either helped or
hindered (Murray et al 2005; Dy & Lynn 2007). This reflects Strauss et al’s
earlier conclusion that trajectories can be reasonably straightforward or
reasonably challenging and a change in the patients’ illness has an impact at

the macro, meso and micro levels of health care (Strauss et al 1997).

The cardiologists’ stories seem to reflect the ‘roller coaster’ nature of the heart
failure journey. Their experiences reflect incidents of preparing the patient
and or families for imminent death only for the patient to rally and recover.
Other experiences reflect on sudden, unpredicted events which act as an
extra insult ‘that tips patients over the top very quickly’ and death occurs. This
is consistent with evidence which supports deaths from heart failure occurring
either as a result of a slow, progressive and undulating generally physical

decline or a sudden acute event (Finucane 1999; RCP 2007).
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By contrast the oncologists’ description of the cancer journey suggests a
gentler, predictable illness course with palliative care being appropriate at
many stages of the journey. Palliative care is deemed useful in managing the
complex symptoms and side effects associated with active cancer treatments
such as cytotoxic chemotherapy or in supporting patients or family members
in adjusting to a cancer diagnosis or at the time of transition from active to
palliative care. This is consistent with and reflected in Picardie (1998) and
Diamond’s (1999) personal narratives of living with progressive cancer and
the more public online cancer journey of Jade Goody and Steve Jobs
(Facebook 2009, 2011). All these narratives acknowledge the benefits of
palliative care but also describe the intensely personal and complex nature of

the journey towards death.

The old age psychiatrists appear to describe two sorts of dying for people with
dementia, the social death (which appears to relate to loss of mental faculties
and the ability to interact socially) and the death of the body, (the physical
death). For them palliative care referral appears only appropriate for the
management of physical symptoms (such as pain) or conditions related to
bodily deterioration (such as pressure sores or wounds). This is in conflict
with palliative care’s holistic philosophy that has, since its inception,
characterised approaches to care (Kubler-Ross 1969; Saunders 1976; WHO
2011).

Muller & Koenig (cited by Lupton 2003), from ethical and sociological
perspectives, emphasised the social nature of defining death by exploring the
processes by which doctors interpret selected information about patients to
reach conclusions about whether the patient is ‘dying’ or ‘still has a chance’,
The consequence being whether instigating further medical intervention
designed at averting death is appropriate. Many of the consultants described
situations in the dying trajectory which were reversed by therapeutic
interventions such as antibiotic therapy, appearing clear that these
interventions were related to promoting comfort rather than as an attempt to
prolong life at all costs. This supports the notion that the treatment of iliness

still relies upon interpretation of the patients’ situation as well as the
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possession of the appropriate knowledge and the perceived benefits and
burdens of the proposed interventions (Montgomery 2006).

Mair and lan describe dementia as a terminal illness, a terminal condition at
diagnosis, this is consistent with the patient stories revealed in Out of the
shadows: End of life care for people with dementia (NCPC 2009a). It is not
an acute condition and end of life for this patient group is a long process
compared to other terminal illnesses. From their experience they describe the
pattern of dying with advanced dementia as being similar to that of heart
failure. The difference being that the decline is progressive, generally
unremitting and is characterised initially by a mental and cognitive decline
whilst the individual remains physically robust; this is subsequently followed
by a physical decline manifest by increasing frailty and immobility. For some
individuals with advanced dementia death may also be precipitated by an
acute event, characteristically a chest infection or myocardial infarction. Their
stories are consistent with Mitchell et al’s (2009) medical description of the
clinical course of dementia and the patient and carer perspective presented by
the NCPC (2009a).

The cardiologists’ response to prognostic uncertainty seems to be
characterised by a largely optimistic approach to their patients’ care. Most
believe that referral to palliative care, or acknowledgement of a terminal
decline, may have a detrimental psychological effect on their patient group.
They describe life with heart failure for patients and families in their care as
being characterised by uncertainty and many false alarms. Dan describes his
experience of the complexities and dilemmas clearly, in that once heart failure
gets beyond a certain point patients are at high risk of death from arrhythmia
which is, in terms of mode of death, very quick. Alternatively he describes the
problem where progressive decline is accelerated by either multiple organ
failure (especially troubling is renal failure) or any concomitant illness such as
diarrhoeal illness which leads to death as ‘there’s no reserve so they tip right
over into renal failure and it is not a nice way to die but it is hard to predict the

actual death of anyone’.
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In their practice, the cardiologists appeared to offer an approach to care that,
at first look, appeared to be death denying in that their technical and
interventionist approaches pervaded their stories and experiences. Looking
deeper their care seemed to, without awareness, be offering a sort of
palliative approach that all were aware that heart failure was a life-threatening
condition, that aspects of care were multifaceted. Their focus was on well-
being with a palliative care referral being seen as deleterious, both physically
and emotionally. It was clearly part of the consultants’ experience that the
avoidance of or the duty to share a prognosis, albeit implicitly suggested for
them that a palliative care referral can be either helpful or harmful. Their
approach is supported by two experimental studies of individual physicians’
beliefs about the self-fulfilling prophecy providing confirmation of the adage
that ‘no news is good news’, that saying nothing, not establishing a prognosis
has a beneficent rather than a maleficent effect and that optimistic predictions
cannot harm patients (Christakis & lwashyna 1998; Iwashyna & Christakis
1998).

Described in Iwashyna & Christakis’ (1998) national study of medical internists
there was also an acknowledgement in many of the consultants’ stories of the
belief that patients’ outcomes can be affected by a kind of ‘self-fulfilling
prophecy’. For most, these outcomes were likely to be negative as in Alex’s
story, where he is reluctant to discuss palliative care explaining the difficulty in
terms of continuing active interventions, supports a more ‘optimistic’ outlook,
whereas referral to palliative care is a more ‘depressive outcome’ and may
precipitate a terminal decline and have possible deleterious effects both
physical and psychological on the patient by adopting a pessimistic approach
to their situation. His story was the most certain that predictions of the future
can influence people to behave in ways that make those predictions come
true; from the patients perspective a change in attitude or behaviour may
promote the predicted outcome. Christakis (1999) further develops the idea of
prognosis being akin to prophecy, its resemblance linked to the structural,
functional and symbolic elements of prognostication. Thus in medical practice
it is more than a technical activity as it is imbued with meaning and demands

creativity on the part of the physician.
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The influence of prediction, described by Christakis (1999), draws on earlier
anthropological work suggesting the idea that ‘voodoo kills’; that by making
someone aware that death is near may hasten their death. This was not
explicit in Alex’s interview but throughout there was an element of caution,
almost reluctance related to referral to palliative care that was not just related
to clinical and prognostication dilemmas. This caution is supported by the
earlier concept of ‘voodoo death ’, the ‘nocebo’ effect whereby the causation
of sickness or death is influenced by the expectation of the same. This was
first described by Cannon (1942) an anthropologist as ‘the fatal power of
imagination’ more recently it has been discussed as the problem of death by
suggestion (Lester 1972; Lewis 1987). This links with the idea present in

some interviews of the negative risks of making predictions.

This relates closely to my early experience as a young staff nurse when a
young mother was told her leukaemia was not responding to treatment and
she would as a consequence die very soon. | watched, as over the next few
days she refused to see her family, refused to eat and drink and actually (not
metaphorically) rolled over and turned her face to the wall. She died within
five days, the consultant had predicted to the medical team and her family that
she would survive for a few months and was convinced that she had ‘willed

herself to die’.

Alex, together with the other cardiologists and both old age psychiatrists, also
recognised that a negative prediction can change the doctor’s attitudes and
behaviour in the way that the predicted change is promoted. This is
exemplified by the giving of a prognosis occurring in tandem with the
establishing of a DNAR order.

The consultants reflected that most clinical experiences were characterised by
a trusting relationship with their patients, thus because patients trust the
doctor an unfavourable prediction is likely to have an unfavourable impact
(Lamont & Christakis 2001, 2002, 2003). This is especially relevant in end of
life care, most of the predictions made are unfavourable in relation to the

patients’ journey ultimately ending in death. Montgomery (2006), drawing on
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her earlier ethnographic observations, indicates that there is reluctance for
doctors who have had long relationships with their patients to disclose a
changing focus for care from cure to comfort. They appear not to want to
harm the patient or the relationship between them, this reluctance is also
present in Atkinson’s study of American haematologists (Atkinson 1995) and
in Lupton’s discourse on Power Relations and the Medical Encounter (Lupton
2003).

The oncologists’ experiences were different in that for them giving a poor
prognosis may have more positive consequences by enabling the patient to
make plans and maintain a positive focus which as Hermione describes is
‘hard work’. It may also avoid potentially unfavourable outcomes such as
being ‘treated to death’. Frank conversations about limited life expectancy
were an essential and routine part of cancer care, this may relate to historical
perceptions of a cancer diagnosis being akin to a ‘death sentence’ (Field &
Copp 1999; Hinton 1999).

For the oncologists palliative care was nothing special, it was integral part of
care and an intrinsic element of the patients’ journey, this is supported by the
recommendations of Haines (2011). Clinical foresight enabled the patients to
be pre-educated or prepared for referral, thus it is part of usual care and not
an unexpected experience. The oncologists describe times when their
patients appear to have had enough and readily accept palliative care referral.
For a small number of patients palliative care referral can be read the wrong
way, it is either something they have never heard of or confirms the belief that
they are going to die, Flynn highlights his role as being to correct these

misperceptions.

The oncologists’ stories seemed to describe more of a partnership approach
in their relationships and communication with their patients. This may relate
to the high profile ‘voice’ of many cancer patients and is characterised by the
experiences described by the anthropologist Susan DiGiacomo (1992) who
attempted to up-skill her knowledge of her cancer, treatment and outcomes as

a way of enabling a more equal and participative relationship with her
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oncologists. This was described by Lupton (2003) as being problematic in
making DiGiacomo aware and share in her doctor’s worries and their difficulty
in dealing with therapeutic uncertainty especially in relation to establishing a

prognosis.

Christakis (1999) explains that the making of a prognosis by implication
changes the perception of the future for both patients and doctors. The
structural purpose of prognostication, as suggested in this thesis, might
support or deny access to specialist services, this is supported by the
recommendations the Prognostic Indicator Guidance Paper (GSF 2006) that
referral and the establishing of an end of life prognosis are inextricably linked.

The old age psychiatrists’ link prognostication to the use of the integrated care
pathway for the last days of life, in considering the mental deterioration
associated with dementia there was understandably no explicit mention of
how making a prognosis impacted on their patients, the consequences were
related to family members. In practice however, the consultants’ experiences
suggest that talking about palliative care referral is more usually used as a
signal that the patients’ situation is deteriorating. The rather ambiguous
phrases, such as changing gear or altering the direction of travel as described
by the cardiologists or the safety net present in the oncologists’ narratives,
characterise their approaches to discussing palliative care referral (this is

discussed more fully in Chapter 11).

None of the three groups were explicit in sharing or establishing a specific life
expectancy but they valued the opportunity of talking about uncertainty as a
way of supporting patients and or families to ‘put things in order’. Research
indicates that cancer patient preferences in relation to information giving
regarding prognosis varies in relation to the level of detail provided and their
consequent understanding (Hancock et al 2007; Innes & Payne 2009;
Stevinson et al 2010). For the oncologists, prognostication was thought to be
easier both from a more physiological and disease patterning perspective. It
was also made easier by the public perception of a cancer diagnosis being

synonymous with death.
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Goodlin & Cassell (2008) recommend that patients and families should be
warned at the time of diagnosis that in heart failure, death may occur suddenly
or may be as a result of gradual deterioration. This practice was supported in
all the cardiologists’ interviews as they described communicating at the outset
that heart failure is a terminal diagnosis. They suggested that this information
is diluted by the trajectory of heart failure and public perceptions which are
polarised. Some patients fear a sudden, unexpected death whereas others
believe technological advances such as pacemakers and ‘plastic’ hearts make
death unlikely; many choose to believe heart failure is a life-limiting rather
than life-threatening diagnosis (Goodlin et al 2004; Selman et al 2007,
Goodlin 2009). O’Leary suggests that this belief may have indirect impact on
the cardiologists’ approaches to end of life care and this resonates with the

cardiologists’ described experiences (O’Leary et al 2009).

Again the old age psychiatrists describe dementia as a terminal condition but
unlike cancer and heart failure the journey from diagnosis to death is lengthy
and protracted with death perhaps coming as a ‘relief’ to all concerned (NCPC
2009a; WG 2011).

Not found in the contemporary literature were the reflections made by all the
oncologists during the interviews, that prognostication was different and
difficult for different types of cancers. Prognostication is easier for those with,
for example, a diagnosis of lung cancer rather than those with ovarian cancer
and brain tumours. They, consistent with the existing literature, recognise the
difficulties of prognostication for conditions other than cancer, specifically
heart failure, chronic obstructive pulmonary disease and neurological
conditions. The oncologists all made contemporary reference to the
difficulties inherent in prognostication by citing the case of the Lockerbie
bomber, Abdelbaset Ali al-Megrahi, who was released from a Scottish jail and
returned home to Libya on compassionate grounds in August 2009. The
rationale for release being that he had only a few months to live due to
disseminated terminal prostate cancer. He has recently (December 2011)

given his ‘final’ press conference, but at the time of writing remains alive.

234



There is some evidence in the literature, which did not appear to be presentin
the consultants’ stories, that the establishing of a prognosis is a manifestation
of medical power and dominance, which as consequence requires certain
behaviour from the patient or the family. Medical consultants appear to have
power because of the professional dominance and clinical autonomy
associated with their specialist knowledge (Friedson 1970; Lupton 2003; Willis
cited in Lupton 2003). The consultants interviewed for this thesis appeared in
their stories to be very tentative and were aware of the symbolic
consequences of making a prognosis. Many were aware of the negative
consequences of establishing an end of life prognosis, especially if it were
premature and the person recovered — this was present particularly in the
experience of the cardiologists and old age psychiatrists with the uncertain
trajectory associated with heart failure and dementia. Kleinmann (1988) and
Montgomery (2006) are clear that this unpredictability, and the meanings
attached to their illness by patients, requires the consultants to be
understanding and have the skills of dealing with uncertainty and managing

the limitations of modern medicine rather than exercising medical power.

9.2.4 Patient perspectives

The consultants’ experiences reflect the dilemmas for patients and families in
perceptions of, and access to, end of life care provision. Patients’ personal
and family contingencies had a major part to play in complicating or

encouraging access to SPCS.

Geographical location was consistently mentioned in the participants’ stories:
rurality is described as a problem, impacting on access to services and their
sustainability, rural services are generally less robust (House of Commons
Health Committee 2004). The oncologists and cardiologists identified that
more isolated communities were disadvantaged both in having to travel for
specialist care and receiving less support in the community. Cancer services
in particular were described as being very ‘city-centric’. The model of service
provision in South Wales relies on the specialist services being based in
regional cancer and cardiac centres based within acute hospitals which have

historically been developed in areas of population density.
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Old age psychiatry services appear less centrally located; both Mair and lan
described services as being available in local hospitals situated within urban
and rural communities. The changing provision of mental health services was
minimally apparent in their stories, the only acknowledgement being that more
long-term care was provided by the nursing and residential home sector.

Most of the consultants reflected that because many specialist palliative care
services (both community and in-patient), are predominantly charity led, they
are only available in more affluent areas this being a direct response to local
fundraising and political influences which influence the development and
geographical location of services (NCPC 2007, 2010; Addicott & Hiley 2011,
Hughes-Hallett et al 2011). This led to many patients, often the most needy,
being disadvantaged especially those living in more rural or isolated
communities, they are less likely to receive SPC. The oncologists were all
linked to a city-based regional oncology service and acknowledged that many
of their patients were compromised by having to travel long distances to

receive certain therapeutic interventions such as radiotherapy.

Ben was the only participant to directly compare the provision of specialist
cardiac services at national level, having worked in central London before
returning ‘home’ to Wales. He described the provision of services in Wales
as being poor, with no specialist heart failure nurses to support patients at the
time of diagnosis or throughout their disease journey and no time to focus on
the more holistic elements of patient care. Uniquely, Ben is a specialist
working at a tertiary centre who refers patients back to their local services
when their condition is no longer responsive to active interventions. He
provided a specific example of service delivery at the time of diagnosis as an
ideal, the ‘gold standard’. This service offered patients at diagnosis a lengthy
appointment in which the medical consultant communicated the diagnosis and
outlined the medical therapeutic options, this was followed by an appointment
with a nurse specialist who supported the patient and family by providing
information, counselling, guidance on self management strategies and
exploration of the more holistic aspects of care. It was a model of service

delivery described and preferred by his cardiology colleagues, most
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acknowledged that due to a smaller potential patient population and resource
constraints this may only be workable as a regional service.

Ben was the only cardiologist who explicitly identified the different family
structures [which] support or deny care, with families being present or absent
in the patients journey. In Wales he believes the average family has an
immense amount of support with large extended families where even if there
are not direct relatives there are usually plenty of people willing to be involved
in somebody’s care. When encouraged to make comparisons with his London
experience he describes a situation where patients are pretty much on their
own and there are huge variations in what is available. Some patients, who
have nobody to look after them, are entirely dependent on hospital services
until they die. This he describes as being a rare experience for his Welsh

patients.

The other participants made no overt comments implicitly acknowledging the
family as part of the unit of care and that this was the norm. The oncologists
mention particular family situations in which referral to specialist palliative care
is actively encouraged, for example the support of patients with young
children, husbands not coping with a wife’s diagnosis or families who are likely
to ‘panic’. For the cardiologists referral is deemed more appropriate for
articulate, communicating and coping families. For most of the cardiologists it
is family members who request referral or are actively involved in the referral

decision but requests for referral are very rare (O’Leary et al 2009).

Reflective examples in the oncologists’ stories identified patients who are
disadvantaged in accessing SPC services: being those who live alone, have a
dysfunctional family, mental health issues or are very old or very young.
Family members were acknowledged in all of the stories as encouraging or
discouraging referral. This picture is consistent with historical evidence from
global and national population studies (Gray & Forster 1997; DH 2000a; 2001,
Koffman et al 2001b; WHO 2004a, 2004b; NICE 2004; Ahmed et al 2004;
WHO 2008).
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Only the oncologists specifically mentioned patient age as influencing referral.
Younger patients with dependent families and those of an older age were
more likely to be referred. Burt & Raine’s (2006) systematic review reported
guantifiable differences in that younger cancer patients were more likely to be
referred to or use SPC services. In the discussion section they state that the
studies used in the review were characterised by methodological weaknesses
and a failure to consider difference in use in relation to identified need, for
example are younger patients more likely to manifest greater distress. This is
consistent with Flynn and Hermione’s description of critical incidents in which
younger cancer patients present with greater physical, psychological and
social distress which acted as powerful motivators for referral. Referral being
seen as a way of providing extra support, the safety net, described earlier in
Chapter 7. Anecdotal reports suggest that specialist palliative care,
irrespective of diagnosis, is more likely to be offered to those patients who are
either the same age or younger than the clinicians caring for them.

The oncologists described their personal experiences, for many families’
palliative care was synonymous with death and this acted as a big block that
led them to be reluctant or distressed when referral was suggested. This may
relate to the historical development of palliative care being for those generally
dying from advanced cancer and therefore reinforced peoples’ fears about
referral. Greg does rather mischievously reflect on a number of families who
requested a hospice admission for their mother or father to enable them to go
on holiday, there is no evidence found in the literature to support or refute this

opinion.

The experience of family involvement in dementia care was less commonly
discussed by the psychiatrists. Mair describes their need for respite and
information about disease progression whereas lan describes his role in
managing complaints and in dealing with family members’ unrealistic
demands. Family involvement in decision making regarding DNAR orders,
which in the literature is regarded as problematic, is described by them in a

very pragmatic way. The experiences of end of life care appearing very
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‘ordinary’ and not very problematic, however it is not possible to generalise

from the experiences of the two psychiatrists.

9.2.5 Physician perspectives

Atkinson’s (1995) ethnographic study of American haematologists contains
elements which are specifically relevant to my thesis. In particular the
sociological and anthropological consideration of the relationship between
medical knowledge, medical language and the increasing technological
context of medical practice (which in end of life care is characterised by the
concept of the medicalisation of dying).

Unlike this thesis, Atkinson observed the doctors in practice whereas my
approach was to explore their experiences in practice indirectly as part of a
reflective interview. In this thesis the patients’ experience of iliness is elicited
by concentrating on the medical consultants’ descriptions of their patients’
situation and by helping them in attempting to understand their professional

responses.

Their clinical experience is constructed by the interview narratives which have
been analysed descriptively, interpretively and linguistically earlier in this
chapter and positioned within the nature of clinical practice in contemporary
society. This involves consideration of theories of decision making and
clinical judgement which are supported by ways of knowing. The physicians’
experience and judgement integrates the themes of ways of knowing derived
from medical and nursing literature (Carper 1978; Benner 1984; Chinn &
Kramer 2008). It is informed and located in the particular complex care arena

of end of life and relates to their clinical speciality.

The participants remembered and described experiences that were their most
memorable (rather than the most common) and those events that required
more attention. Their experiences were mediated by preconceptions shaped
by their earlier experiences, other people’s attitudes and the professional
medical culture. Their voices articulated the recurrent uncertainty in clinical

practice and patient care, the conflict between experience and empirics.

239



The nature of health care in the 21st-century was also a universal factor
impacting on the consultants’ role. As discussed earlier, its increasing
attention to outcome measures, the use of clinical guidelines and increasing
litigation appear in their stories to have negated elements of clinical freedom
and clinical intuition. Aspects of death and dying and care for people at the
end of life was a shared experience for the participants. They reflected the
general reluctance to talk about death and dying present in Western society,

together with concerns as to the increasing medicalisation of healthcare and

dying.

It is likely that the role of the medical consultant is still viewed as having status
that imbues the individual with power and authority. This view is held both by
patients and other members of the multi-professional healthcare team (Hunter
1991; Atkinson 1995; Lupton 1997, 2003). Gott el al's recent focus group
study (2011) reflects the dominance of medical consultants and professional
hierarchies as impacting on the ability of junior staff to input into decision
making at the end of life. The hospital setting provided an additional barrier to

transitions from active to palliative care.

All the consultants described and share an acknowledged high status position
within the medical hierarchy. Their different specialist areas of practice they
perceived as having a different value, for example the cardiologists (as
described earlier) perceived their practice as being of higher status than that
of palliative care specialists.  All, consistent with the literature, provided
evidence that establishing and communicating an end of life prognosis was
their sole clinical responsibility (Schofield et al 2006; GMC 2010; Gott et al
2011).

The consultants’ stories all acknowledge the importance of particular personal
experiences in influencing their practice, together with a range of other diverse
experiences. The contribution of these experiences enabled the consultants
to understand the values and assumptions impacting on and underpinning

their practice and how their practice might be improved by heightened
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awareness and understanding. This may draw a parallel with the concept of
reflection in helping individuals to deepen their practice (Schon 1991).

The death of a close family member was not a universal experience for the
cardiologists, only Chris had personal and direct involvement. Describing the
death of his mother from a brain tumour, he reflects that although dying from
cancer is different to that of heart failure, this experience informs the care of
his patients at the end of life. He describes his decisions to involve palliative
care as being evolutionary, informed by the personal perspective of the
‘grandmother or father test’ that being whether he would want referral if he
were a family member. He believed that palliative care accelerated and
managed, albeit appropriately, his mothers demise, that her dying was not
prolonged. This has given him the sense that death can be managed.
Individually it has made him death denying, wanting to die as late as possible
at an advanced age.

Dan discussed a proxy experience of death and dying as part of his initial
training, he was encouraged to hear patients’ stories related to their death and
dying as being good preparation for care of the dying. Personally his fears of
death relate to the mode of death, the dying process rather than the death

itself, he believes that this is also the key issue for patients and families.

Three of the oncologists described personal experiences. Two, Eve and
Hermione, acknowledge that these have positively impacted on their
professional role. Hermione in particular describes her grandfather's death
over ten years ago as being always very present, embodied deep within her
influencing her professional role, she is always open and honest with dying
patients giving them options, being aware that good care is compromised by
a bad death or experience. Eve reflects that the death of both her patients
has impacted in two ways. Firstly on her awareness of the difficulties of
caring for people dying in their own homes and secondly on the importance of
not using personal experience as a way of influencing family behaviours or
decisions. She describes her unique experience of being an orphan as

making her more reflective and measured in practice.
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Greg disagrees negating the influence of parental death by being very clear
that he had already become his own person before they died. Their deaths
were sad but timely and not unduly distressing, although he had left home

before they died and suggests this may have lessened the impact.

On reflection | wonder whether there is a gender difference in the personal
experience of death, loss and grief. The literature is equivocal in relation to
gender and loss, perhaps influenced by most historical research focussing on
couple bereavement and the perspective of widows (Field et al 1997).
Listers’ review of male grief (cited in Walter 1994) focuses on the positive
aspects of grieving relating to them being able to resume normal life and

functioning as soon as possible.

All the participants’ experiences appear to demonstrate discrete differences
between clinical understanding and clinical knowledge, this is characterised
by the distinctions they make in their narratives between the treatment of
disease and the care of an individual with a particular illness. Both require a
combination of technological, existential and human skills. This has been
described by Fish (1998) as ‘professional artistry’ which is concerned with
skills but also the invisible aspects of practice such as capacities, abilities,
assumptions, theories, beliefs, values and the moral dimensions including
practitioners professional judgements. The consultants’ stories appeared to
illustrate the dilemma of just because you can do something it does not
necessarily mean you should do it. The old age psychiatrists and
cardiologists described the dilemma of DNAR decision-making and
withholding and withdrawing of interventions for example antibiotics, the
oncologists describing the requests for futile treatments such as experimental

cytotoxic chemotherapy.

The consultants all share a common profession but it is clear from the
interviews that each group has a unique culture and has developed their own
working practices which impact on their patient management, their
perceptions of palliative care and subsequent referral practices. The factors

derived from the literature review as potentially impacting on referral to SPCS
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do not appear to fully resonate with the narrative experiences articulated by
the consultants in this study. It may be that the specialists’ immersion in their
own area of practice was implicit in their responses and as a consequence

presented their unique perspective.

9.2.6 Conclusion

The first part of the discussion section has presented a dialogue between the
experience of my participants and the existing clinical and professional
literature - the structural context. Reflecting the content of the consultants
interviews the discussion focussed on trying to understand how the contexts
of care, their clinical speciality and difficulties associated with disease
trajectories and prognostication together with patient and physician
perspectives impacted on their decision-making. The purpose of this chapter
was to establish links with existing clinical literature before deepening the
discussion and locating it within wider theoretical frameworks in the next

chapter.
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CHAPTER 10 - DISCUSSION

THEORETICAL CONTEXT: CLINICAL THINKING AND KNOWLEDGE IN
PRACTICE
Despite medicine’s miracles, and they are legion,
clinical knowing is not certain nor will it ever be.
(Montgomery 2006:38)

10.1 INTRODUCTION

The aim of this chapter, and my task within it, is to bring out the more
theoretical dimensions of the consultants’ experience and show the structural
whole that is socially shared while also experienced in individual and
particular ways. It will attempt to explore the participants’ clinical experience
by interpreting it in relation to their ‘everyday and embodied thinking that
incorporates background knowledge, emotional feeling, imaginative scenarios
and reflective cognition’ (Polkinghorne 2004:130) together with the aspects or
dimensions of the life-world described earlier by Ashworth (2003).

The IPA and reflective life-world approaches have enabled me to describe
and elucidate the lived world in a way that expands understanding of human
being and human experience (Dahlberg et al 2008:37). This move from an
exclusively IPA approach to one incorporating elements of the reflective life
world approach supported my PhD journey both of living with and
understanding the participants’ experiences but also of challenging my own
theoretical and philosophical assumptions. This more eclectic approach
helped achieve important understandings from the participants’ experiences

that may be relevant to other consultants and further enhance understanding.

Finally in analysing the interview transcripts a small number of, what
Polkinghorne (2004) calls, ‘little gems’ relating to the participants stories
emerged as being influential in their experiences and consequent professional
practice. It is one such ‘little gem’ that will be explored in greater detail in

section 10.4 of this chapter.
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10.1.1 Theoretical contexts — setting the scene.

In this thesis the physicians describe their professional and personal
experiences in practice, demonstrating know how and understanding. Know
how or tacit knowing is the understanding of what to do to accomplish a goal,
relying on multiple sources of knowledge. For the consultants it was their
background and experience that gave it meaning and informed their activity.
There was an element in all the interviews of physicians in all specialities
trying to balance the technological elements of their practice with a more
personal and humanising approach to their patients. This was more
challenging during transitions of care from curative to palliative, from an active
to passive role. In this thesis there appears to be a complementarity rather
than a significant distinction made between the physical, scientific and human
realm. All participants associated palliative care with death and cancer.

Bourdieu (cited in Jenkins 2002) in explicating his theory of practice describes
the concept of ‘habitus’; the confluence or melding between the individual and
the structure in which they practice. In this thesis the physicians are dealing
with the complexity of individual human beings experiencing and involved in
difficult and sensitive situations at the end of their lives. In order to provide
bespoke care they need to acknowledge the influence of their personal

histories and the context of care.

The consultants acknowledged scientifically validated and evidence based
knowledge as part of their practice but recognised the limitations of this, at
times, reductionist approach. Their practice was informed by ongoing
professional development and acknowledged the economic and resource

constraints present in contemporary health care.

10.1.2 Typologies of knowing and knowledge

The analysis of experiences described in the interviews demonstrated
typologies of knowledge and knowing consistent with the literature. Their
knowledge appears to resonate with ways of knowing derived from nursing
literature: empirical, aesthetic, personal, ethical and emancipatory which

encompasses socio-political and cultural dimensions (Carper 1978; White

245



1995; Chinn & Kramer 2008). These five dimensions or patterns of knowing
were described earlier in Chapter 3.

An initial attempt was made to develop a matrix of knowing that tried to
categorise the factors influencing the consultants’ referral practices to SPCS
under the relevant headings:

Empirics:
e Prognostication
e Disease Type
e Trajectories
e Clinical skills
Ethics:
e Oughtto do
e Best/right to do
e Equity
e Choice
Aesthetics:

e Meaning of the persons situation
e Individual variables
e Understanding / Connections

Personal:
e Own personal/professional experiences
e Awareness
e Relationships and responsibilities

Emancipatory
e Resources
e Political/Historical
e Cultural
e Geography
e Organisational context

This reductionist categorisation was helpful in some instances but | am aware
that it was also an artefact, as my initial categorisation of prognostication as
empirical is unhelpful. The personal elements of knowing appear to influence
all the other dimensions. Later discussion in this chapter highlights that it is
multifaceted in demonstrating the other four dimensions of aesthetic, ethical,
personal and emancipatory knowing together the dimension of ‘unknowing’.

Unknowing is about uncertainty and intuition.
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Empirical knowing was demonstrated by the consultants in each of the clinical
specialities. The cardiologists appeared self contained as a group, their
understanding of the specific elements of heart failure demonstrated
aggregated empirical and technical knowledge of the subtleties and
complexities of heart failure; however the critical incidents or reflective
examples also highlighted their expertise in managing uncertainty. The
cardiologists all describe their expert care in heart failure as being about
knowledge of trajectories and transitions. As discussed earlier, the heart
failure disease course is unpredictable and diagnosing the end stage is
difficult, complicated by co-morbidities and the determining of reversible and

irreversible causes for patients’ decline.

Empirical knowing was also demonstrated by the oncologists and old age
psychiatrists in their description of the therapeutic options and specific
management strategies intrinsic to their speciality. For the oncologists it
related to the benefits and burdens of active interventions such as
chemotherapy and the recruitment and participation of their patients in clinical
trials. For the old age psychiatrists it related to withholding and withdrawing
interventions, for example, artificial hydration or antibiotic therapy. This links
with the ethical dimension of practice relates to the distinction between what
they can do as cardiologists and what they should do, in a desire to halt or
reverse critical illness and support life but not prolong dying — the benefits and
burdens. Dan describes that for the heart failure patient a sudden death is
positive whereas a prolonged death is negative. Their decision-making
process in relation to the transitions between active and palliative care is
characterised by uncertainty and emotionality and involves patients and

families.

The aesthetic element of knowing was apparent in the oncologists’ described
awareness of the meaning of a cancer diagnosis, the positive and negative
implications of a palliative care referral and the unique nature of the individual
illness experience. The shared understanding with their patients, of the
impact of a cancer diagnosis as being a death sentence (albeit often mistaken

on the patient’s part) appeared to sensitise the oncologists into more of a
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partnership approach toward clinical interventions. This was limitedly present
in the experience of old age psychiatrists, who were more prescriptive in their
approaches to medical interventions. In part this is likely to be related to the
nature of dementia and the associated mental decline that often precluded the
establishing of a more reciprocal relationship. However there was, in their
stories, a clear awareness and understanding of their patients’ predicament,
that it was a distressing condition that demanded a more ethical approach to

care.

For the cardiologists, clinical intuition and aesthetic knowing appear intrinsic to
their clinical judgement and decision-making and this is especially
characterised in reflections of patients they have cared for. Specifically, Alex
describes a lady who travels long distances to the cardiac centre fortnightly in
order to have a paracentesis (withdrawal of fluid from a body cavity) to drain
the ascites (fluid) associated with her right sided heart failure. He describes
the burden of this active intervention on her and her family and is clear that
there is therapeutic benefit from this treatment but the associated burdens
suggest that extra support would be helpful, especially for the family, although
he was reluctant to suggest it for fear of causing distress. There was a felt
sense of him being more professionally comfortable with the more
interventionist aspects of cardiology. He is clear that heart failure nurses
would be better positioned to explore palliative care issues with heart failure

patients.

The elements of socio-political knowing identified, suggest that in this thesis,
related to the consultants’ experiences it is more critical and central than that
previously described as emancipatory by White (1995). It relates to the
organisational and clinical levels of care delivery, the macro, meso and micro

structural levels of health care (Pilgrim & Rogers 1999) and clinical mindlines.

10.1.3 Knowing in practice.
Unlike cancer, the cardiologists believe that a diagnosis of heart failure does
not equate with patients recognising that they have been given a terminal

diagnosis, there is less public understanding of heart failure. Although the
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nomenclature of heart failure, for some people, suggests a sudden event in
which the heart stops there is often the perception that something can be
done. There appear to be many therapeutic options. For Dan, however, it is
a disaster if a patient with heart failure dies in an Accident and Emergency
department; although the co-morbidities associated with heart failure can lead
to a precipitate event ‘which tips them over the top very quickly’, which is

perceived as a ‘good death’.

Their knowledge base is clearly linked to both personal experience and expert
specific knowledge. In relation to cardiology this appears to be a mechanistic
type of knowledge related to how the heart works, failure of the heart impacts
on other bodily systems in the physiological way. Their ways of knowing
appear to be related to the length of time they have been consultants and
their experiences of particular patients in their care. The unpredictability of
the disease trajectory in heart failure encourages them to be more acutely
aware of the subtleties of change in their patient's condition and potential
reversibility or not of these changes. In their stories they talk about the
differences, binary oppositions between light and dark situations or situations
where there is a requirement for active as opposed to passive interventions.

(Binary oppositions are discussed more fully in Chapter 11).

All the cardiologists and old age psychiatrists describe a ‘gut feeling’, a bodily
sense that encourages them to think that their patient is declining. As a
consequence the preferred option for Chris and Dan is to consider starting the
patient on the Integrated Care Pathway (ICP) for the Last Days of Life (WG
2011b), although not always helpful it appears to provide a framework of care
that supports their idea of ‘managing death’. Their description of the use of
the pathway seems to negate any responsibility for their patients decline; it
seemed to absolve them from mistaken or inaccurate prognostication and the
consequent patient or family distress. The pathway seemed to work as an
aide-mémoire or checklist for end of life care, perhaps distancing them from

the personal impact of the patients’ deterioration.
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The ICP, from the cardiologists’ perspective, also appears to have an
additional function in that it is perhaps a vehicle supporting shared decision-
making in relation to advance care planning, enabling the transition from
active to palliative care (Coulter & Collins 2011). It enables the
communication of information related to the changing focus of care, treatment
options and the benefits, burdens and uncertainties associated with end of life
care. As the ICP is a validated document that has been endorsed at national
governmental level (WAG 2006) it might also protect the consultant in that the
‘diagnosing dying’ decision may not be seen as exclusively theirs, again

absolving them from responsibility for the consequences.

The old age psychiatrists in preference described the use of routinised or
familiar knowledge such as supporting the withholding or withdrawing of
treatment together with new emerging evidence such as the use of care
pathways as a way of facilitating the transition from active to palliative care.
Mair gave a clinical example of a patient being on the care pathway for a
protracted period as being problematic for the family and difficult for the team
who felt a burden of responsibility of almost prematurely predicting the end of
life. The concern related to this was minimised by her assertion that the

pathway supported the patients comfort.

The care pathway supports both the dimensions of evidence based practice in
relation to providing prescribing and DNAR guidelines but also pays attention
to holistic needs (emotional, spiritual and financial) together with the human
aspects of care such as ensuring relatives have access to car parking and
beverage facilities. Its development and application suggest it is more akin to
a clinical mindline than a pathway due its dimensions of eclectic evidence,
experience and responsiveness to change that supports clinical ‘capability’ in
dealing with complexity (Fraser & Greenhalgh 2001; Gabbay & leMay 2011).
In this context capability is:

The extent to which individuals can adapt to change,
generate new knowledge, and continue to improve their
performance.

(Fraser & Greenhalgh 2001:799).
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None of the oncologists talked about the use of the care pathway, most were
able to identify when their patients cancer was no longer curative. They were
able to give clinical examples that evidenced a downward progression,
implying that death was imminent and described their consequent practice
being focussed on comfort measures. This was encouraging in that the ICP
was specifically developed for improving the end of life experience for people
with advanced cancer, focussing on streamlining prescribing and the
discontinuing of unnecessary interventions. It appeared from their
descriptions of practice that the philosophical and practical aspects of the ICP

were inculcated and intrinsic in their routine practice.

Some of the cardiologists appeared slightly demeaning of the knowledge base
of their palliative care colleagues, Ben describing the role of palliative care as
providing analgesics, sedatives and anti-anxiety medication. An attitude
which appeared to negate the holistic element of palliative care and
suggested that the skills required were not as valuable or of equivalent

complexity to those of a therapeutic cardiologist.

The oncologists and old age psychiatrists’ were in contrast, more respectful of
their palliative care colleagues’ unique expertise and valued their skills in
direct patient management or as a clinical resource. They see them as
especially skilled in dealing with complexity, whether that is the physical, for
the psychiatrists or the psychosocial for the oncologists, elements of palliative

care.

For the cardiologists the commonality of their experience related to their
specific clinical knowledge, their uncertainty and wariness in relation to
diagnosing dying. The experiences lived and felt by the cardiologists suggest
they have a shared understanding of their specialist knowledge base,
enabling them to function at an expert level. They appear certain that their
own speciality has primacy and share a certainty of professional knowledge
that accords them almost privileged status. As a group they were, perhaps, a
little ‘showy’ in their description of their therapeutic skill sets including ‘medical

and device therapy’, ‘high dose diuretics’, dealing with the causes from ‘a
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cardiovascular perspective and vasodilate’ and in describing the complexity of
heart failure they identify the consequences of worsening heart failure as likely
to cause, for example, fluid retention, pulmonary oedema and renal failure.
They all appeared certain there would always be some therapeutic option
available; ethical knowing related to considering the potential benefits and
burdens of these treatments, often influenced by personal experiences and

particular cases.

External factors, emancipatory knowing, made all consultants question their
current practice, much of which was compromised by finite resources and the
macro and meso levels of the organisation who in the cardiologists’
experience acted as a barrier to necessary service developments such as the
employment of heart failure nurse specialists. This was explored in greater

detail in the previous chapter.

10.1.4 Clinical thinking.

Interpretation of the interview transcripts explored the relationships between
the types of knowledge (procedural, propositional, practical, tacit, skills and
know-how) and its significance for professional work. Clinical thinking for all
the participants appears influenced by illness scripts, mainly limited to
technical and practical knowledge, ‘rules of thumb’ that appear to have
evolved from complex prior experiences and the consequent reflective
thinking and heuristics. A more pragmatic approach draws on well used
thought patterns firstly identified by Dreyfus & Dreyfus (1980) that support
making spontaneous judgements when rational decisions are not possible or

feasible.

These ways of knowing were not sufficient to demonstrate the totality of their
clinical thinking and knowledge in practice. It enabled them to demonstrate
their knowledge in a specific situation, such as their clinical speciality, but it
was not adequate in clinical situations that were less familiar to them, for
example, when thinking about their knowledge in practice in the context of

care at the end of life.
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In an additional way of supporting understanding, Erauts’ (2007) framework
was considered, as it specifically attempts to identify the tacit dimension of
expertise which includes the domains of understanding, skills, knowledge and
decision-making. It was acknowledged at the outset that what is tacit may be
difficult to discern; his framework was used as a prompt when exploring the
interview transcripts for patterns and connections in the consultants’
experiences and in supporting the discussion. It was specifically linked to the
clinical issues of prognostication and therapeutic interventions and enabled
me to understand more of their experience. Chapters five through eight
descriptively and interpretatively demonstrated the consultants’ individual and

shared understanding, clinical skills, knowledge use and decision-making.

In summary, their understanding was demonstrated in the interviews by
reflection on implicit and incidental learning, together with an embedded
collection of knowledge derived from experience and particular episodes of
care. They demonstrated expertise through the accumulation and practice of
routinised skills, clinical intuition and capability (Dreyfus & Dreyfus 1980).
Their high level knowledge use was evidenced by transforming and resituating
knowledge, retrieving knowledge from memory, recognising when to use
some knowledge and sensing how to use some knowledge (Gabbay & leMay
2011). Their decision-making was rapid and intuitive based on holistic
assessment and judgement in complex uncertain situations (Benner 1984;
Eraut 2007). It was complexity that characterised their interviews, complexity
related to their personal and professional experiences, and related to their
patients situation and specifically end of life care. This was compounded by

the increasingly complex arena of health care practice.

Sweeney & Griffiths (2002) believe that NHS organisations, professionals,
patients and diseases all contribute to this complexity. As discussed earlier
there are elements of paradox and confusion contributing to complexity. Post-
modernism, for example, challenges the primacy of science, its information
base is being disputed by relativism and the different typologies of knowing.
The increasing involvement of patients in shared decision making and inter-

professional working also appear to be undermining the dominance of the
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scientific approach (Plsek & Greenhalgh 2001; Coulter & Collins 2011).
These complexities are particularly evident, as described in the consultants’
stories in this thesis, for the clinician dealing with metaphysical problems of
care at the end of life.

10.2 THE LIFE-WORLD

Chronic or life-threatening illness affects one’s engagement in the world and
also portends the inability to carry out future projects or achieve anticipated
goals (Toombs 1993). For the consultants, the impact of understanding and
being with their dying patient’s situation appears to polarise their approaches
to end of life care. They appear to either view it as something dark and
pessimistic and to be avoided, as characterised by Alex’s story, commonplace
and to be expected as described by both lan and Mair or as a situation or

experience to be managed which was the essence of Chris’s account.

The reminder of one’s own mortality when dealing with those at the end of life
rarely emerged in their narratives, this may have been due to professional
detachment or their pragmatic view that dying is an essential part of living and
being in the world. Chris was the only participant who, when talking about his
own death, indicated he would like it to be as late as possible, that he was

‘death denying’.

Life-world’s focus on experience is not exclusive, what is unique are the
aspects or fractions proposed within the life-world approach which provide a
framework and focus for the researcher on describing the breadth of the
consultants experience. In exploring the life-world of the consultants it is their
perception, experience and intentionality that is being considered, how they
relate to and acquire knowledge in their world. Early in the thesis, other
philosophical and theoretical concepts emerged as having the potential to
explore the consultants’ experiences, these will add support to the following

discussion.
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Ashworth (2003) suggested that although the way we experience the
elements of the life-world will be unique for each of us, certain aspects of
being alive are universal, they are the parts of the life-world that are
experienced fluidly, with each aspect of the life world influencing and being
influenced by the other. As described earlier in Chapter 3, these fractions of
the life-world are not separate but are an interconnected part of the whole.
These elements are located within the life-world as being formed not by the
‘things themselves’ but from the ‘constitutive activity of the mind’ (Hodge
2008). They are the how things appear in our life-world, in our shared and
idiographic experience (Smith et al 2009).

Ashworth (2003) initially identified seven aspects of the life-world which
together with Finlay’s (2010) typology of the five intertwined structures or
levels of ‘being-with’ were particularly significant in achieving a more complete
understanding of the consultants’ individual experience. This life-world
approach involved a reframing of practice, seeing and hearing it differently,
which in turn impacts on and supports understanding of it: ‘so the process of
perception is a unified process in which observation is interpretative, and this
is reflected in the language, in particular in changes in metaphors’ (Russell &
Munby cited in Fish 1998:165). The language and discourse used by the
consultants to describe and live their situation will be discussed later in

Chapter 11 focussing specifically on their use of metaphor.

10.2.1 The life-world in practice

Commonalities of experience are apparent when considering and ‘reframing’
the life-world of medical consultants, this also links with the concept of habitus
in that there is a shared context in which their world is located (Jenkins 2002).
In exploring the life-world elements of the participants shared experiences will
be discussed, most relate to the health care context, the environment of care
and their personal and professional experiences. It is congruent with the
philosophy of IPA and is synergic with much of the elements supporting its

approach to data analysis.
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In relation to embodiment, for the participants their professional situation
brings them into daily contact with people nearing the end of life, this may
evoke for them past personal and professional experiences together with
confronting their own mortality (this is linked with the idea of temporality).
Embodiment may force them to consider the more overt bodily changes such
as the deterioration associated with heart failure, dementia and cancer as well
as the more hidden ‘lived body’ changes associated with progressive disease.
For example, the fatigue associated with both advanced cancer and heart
failure is not just a symptom of disease it is an obvious expression of the

patients’ lived experience of the illness and impact on their being in the world.

The consultants’ stories and reflections demonstrate awareness and shared
understanding of the more holistic impact of disease on their patients and how
their life-world was changed by illness. It is possible that their (and our) own
experience of the life-world is altered and influenced by watching the life world
of others being compromised. The implication for practice is uncertain but
perhaps supports a more reflective and humanising approach.
Acknowledgement of this uncertainty impacts on the consultants’ sense of
self, their agency and identity - Who they are, what they do and what is its

influence on the life of others.

The relational elements of the life-world impact on palliative care referral, in
that palliative care referral requests from heart failure patients and their
families are unusual. Those referred by the cardiologists and old age
psychiatrists are highly selected, most are linked to individuals with additional
diagnoses or to facilitate quick access to particular aspects of care. Some of
the examples being given in the interviews were for community support to
enable the individual to die at home, for psychological support or for specific

pain management interventions.

The sociality and relational dimensions also build on acknowledgement of
their own and the patients’ situation which potentially impacts on their clinical
judgement and intuition. In their interviews they support more judgement-

based approaches to health care and demonstrate the tacit elements of expert
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practice. This is evidenced by the oncologists’ reflections and experiences
that in cancer care there is more of a shared approach with palliative care. In
this thesis the consultants’ awareness relates to their personal and
professional experiences related to end of life care and how it is manifest in
clinical practice. An example of this life world fraction is how Chris’
experience of his mothers’ death, as being a managed and precipitate event,
has influenced his approach to his patients. Specifically for his patients he
recognises that he has the skills to ‘manage death’ and seeks not to prolong
life. This links with personal and professional biographies and the ways of
knowing discussed earlier together with the life-world fraction of temporality.

The sociality and relationality dimensions together with spatial (the impact of
place and space on their situation) and project (their consultants’ role which is
central to their lives) aspects of the life-world also link with and are influenced
by the context of health care, the macro, meso, and micro levels in which
consultants practice is embedded. They are required to function at all levels
which have an impact on their practice which is by turn’s complex, dissonant
and enabling. All the consultants describe the tensions in practice between
the care of the individual patient, their patient group as a whole and meeting
the organisational and strategic requirements of the LHB and national

government.

An example of this is described by three of the cardiologists, they identified
that their care of the person with heart failure is influenced and compromised
by inadequate resources, the lack of heart failure specialist nurses and the
reticence of the LHB to identify this as a clinical priority despite the offer of
funding from a voluntary organisation. The oncologists illustrate this tension
with reference to the location of the local hospice being at a different hospital
site from that of the cancer centre, this has an adverse impact on their
working practices and in supporting seamless patient care. The old age
psychiatrists allude to this tension in relation to their own professional practice
in which as consultants they are more absent from their dementia patients’

journey, as there is an organisational requirement for their inpatient services
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to provide acute care with continuing care being provided in the community or

nursing and residential homes.

The mood element of the life-world relates to how we are in the world, it is a
way of understanding the meaning of our situation, it links to the idea of
clinical heuristics, the ‘gut feeling’ of how things are in practice. For the
consultants this is the sense that something is wrong in practice that is not

linked to any clinical evidence that links with tacit knowing.

The attempts to explore the aspects of the life-world individually were
compromised by their inter-relationship and complementarity. In the
consultants’ descriptions of their experience each aspect informed and
enhanced understanding. The process, ‘encouraged a level of reflection and
understanding in which both the shared and unique dimensions of peoples’

experiences are communicated’ (Todres et al 2007:58).

This life-world approach supports the concepts of ways of knowing and ways
of being that attempted to identify the human element of the consultants

experience and its influence on their practice.

10.3 JUDGEMENT-BASED PRACTICE

Medical knowledge, as made clear in the consultants’ stories, is inherently
uncertain (Sturmberg & Martin 2008). It appears from the consultants’
experiences that they attempt to manage uncertainty in parallel with
employing evidence-based clinical judgement. This supports a more
humanising approach in their clinical practice and enables them to function at

all levels of health care practice.

Judgement-based practice promotes the belief that practice uses professional
judgement in order to accomplish a specified goal. Practitioners’ self-
knowledge, experience and training will enable them to make flexible
judgements about what actions will achieve a specific goal with a specific
person at a specific time in a specific place. Judgement-based practice

focuses on the practitioner as being the unique factor that enables the
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achievement of the goal of care, for example in the establishing and
communicating of an end of life prognosis and facilitating the transition from
curative to palliative care. Judgement-based care is suggested as being more
flexible and responsive to individual difference and practice uncertainty. The
literature suggests that it is the knowledge, skills and the relationships with
patients and families that are uniquely valued and prized by practitioners.
This human approach was apparent in the interviews and is congruent with

the philosophy of end of life care.

An embodied approach to thinking and knowing supports a more unique
approach to care, this approach was implicitly present in the interviews with
many of the participants. For all the consultants their clinical role was
characterised by judgement-based approaches to care that was a gestalt of

practical wisdom, knowing, experience and clinical intuition in practice.

As in much existing literature what emerged from detailed analysis of the
interview transcripts is a universal sense that for all the consultants, end of life
care is not merely a technical activity or undertaking. The experiences of care
they describe are congruent with what Polkinghorne (2004) calls ‘judgement
based care’. As discussed previously there were a number of participants,
though not the oncologists, who supported the use of the integrated care
pathway for the end of life as facilitating end of life care. However, all
contextualised this with acknowledgement of the caring elements, that the use
of clinical judgement and knowing was intrinsic to its use and that it relies on
accurate prognostication which is clinically and technically problematic in

determining the last days of life.

There is an understanding of the ‘centrality’ of professional judgement in the
consultants’ descriptions of their experience, yet they all find it difficult to
precisely explain or articulate what it is. This is consistent with much of the
literature which also recognises that not all judgements made by professionals
are appropriate or that departing from guidelines and protocols will lead to
improved health care (Gabbay & leMay 2004; Sturmberg & Martin 2008;
Gabbay & leMay 2011). The quality of patient care often depends on the
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appropriateness of the clinical judgements made, these judgements rely on
professional responsibility (moral, ethical and practical), and are often made

intuitively with little time for discussion or reflection.

10.3.1 Clinical decision making

In considering the clinical decision making and gate-keeping role of medical
consultants in relation to referral to SPCS the work of Bourdieu is
acknowledged, in particular his idea of ‘habitus’. The skills of ‘habitus’ he
believes are required for functioning successfully in society or a particular
society (Jenkins 2002). In this thesis the specific society is the health care
arena. However, as described in the participants’ stories, ‘habitus’ is often a
routine way of behaving or being which is often unquestioned because of its

inherent nature. Thus it was more hidden in the consultants’ stories.

The patterns or inclinations that guide behaviour and thinking are
demonstrated by the shared experiences of the cardiologists and oncologists,
this may relate to all the participants working within cardiac and cancer tertiary
centres with apparently homogenous clinical and organisational structures

influencing, to some extent, their medical practice.

These shared behaviours and experiences are less apparent in the interviews
with the two old age psychiatrists, it may be linked to their significant
differences as individuals and the fact that both worked in different clinical and
organisational Health Boards that were adjacent geographically but appear to

have developed their specialist services in a different way.

Our ‘habitus’ is socially constructed, transferable, evolutionary and ‘can be
changed under unexpected situations or over a long historical period’
(Navarro 2006:16). This is evidenced by oncologists who described
experiences where the historical evolution of palliative care with its shift in
focus from care of the dying towards more active interventions in managing
complex symptoms throughout the patients’ disease journey has had an
impact on the way they use palliative care services. It has made Greg, for
example, less certain as to its place in the cancer journey and question the

appropriateness of the referrals he makes.

260



The change in focus of palliative care has had less impact on the cardiologists
and old age psychiatrists who still believe in the cancer dominant focus of
palliative care. Their challenge is characterised by uncertainty as to where
palliative care fits in their patients’ journey or whether it does have a role
directly in their patients care or whether it is a resource for them. Their
situation is compromised by strategic and organisational recommendations for

palliative care to be made available to their patient populations.

This embodied relational understanding together with ‘habitus’ builds on the
foundations of qualitative research which have impacted on healthcare
practice and policy. Its unique focus directly privileges everyday practice and
the practitioners’ striving to provide compassionate quality care. This is
resonant with the aims of this thesis with its focus on the physicians’ individual
and shared unique experiences (Klipers 2005; Morse 2006, Sandelowski et al
2006; Todres 2008).

10.4 LITTLE GEM

In exploring the interview transcripts a particularly (lengthy) incident in Greg’s
early career just ‘jumped out’ at me as being the essence of his being and his
practice, that appeared to be the foundation for his role as an oncologist. All
the participants described the importance of professional role models as being
influential in their career development. Greg’s experience is unique as he had
not described it in its entirety outside his immediate family circle. The story
was valuable as it was based on what appeared to be a negative incident that
had a positive outcome influencing his choice of clinical speciality and
consequent approaches to his dying patients. Sadly for Greg his preferred
career choice palliative care was not an option as it was not an acknowledged
speciality thirty five years ago, oncology was perceived by him as the closest
option and he felt it difficult to change speciality when an established
consultant. His description of his practice clearly demonstrated an integration

of palliative care into his practice as an oncologist.
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From a personal, idiographic perspective Greg described, in depth, a very
powerful critical incident as influencing his career choice when he was a
senior house officer. The narrative conveys the holistic impact on his senses;
what was said, how it was said, how it felt, how it impacted on his subsequent
practice and his way of being in the world:

When | first qualified, | wanted to be a surgeon and then
when | did my first house job with a [consultant] surgeon
who had not long been appointed, he was appointed two
days before me [starting my SHO job] and he was
bonkers. He, as | realised later, was manic depressive
and he would come in at two o’clock in the morning and
wake me up in the doctors’ residence and say “come on
let's go and do a ward round”. He’d go down to the ward
wake everybody up, get the nurses up and do a ward
round. In theatre, there would be scalpels hitting the
wall, he’d be hurling stuff across the hall, abusing
everybody, all the nurses would be in tears. I'd be stood
there thinking why am | doing this? Am | crackers? Is
this really what | wanted to do and stand here being
abused by this nut case and he was the first consultant
I’'d worked with and | was beginning to think are they all
like this? And then as you walked out of theatre he’d put
his arm around your shoulder and say “well done, very
good” having told you that you were lower than a worm
for the last two hours. He was bonkers!

Within the second week of my job we had this delightful
man who was only in his thirties who came in with lymph
nodes and he, my surgeon took him to theatre to biopsy
them, this was progressing extremely rapidly. Biopsies
came back, but up until the histology came back we
would do the ward round and this surgeon would sit on
his bed talk to this guy “oh we’re still waiting for the
results as soon as we know what the results are we’ll
know what we’re doing

After further prompting he continued...

he came back, highly malignant, rapidly growing and the
patient was fading away in front of us. From the moment
the histology came back this surgeon would not talk to
this guy. He would do the ward round, he would speak to
every other patient but he would sail straight past the
end of this guys bed, no communication with him,
whatsoever. The man would say ‘Mr Ellington, Mr
Ellington’ [name changed to protect him] and the guy
would ignore him. Right, this was my second week in the
job and | did not know what to do. | spoke to the night
sister, who was a very sensible lady and she said “it's
perfectly obvious what you do, you ignore your surgeon
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(‘cos he’d said ‘no, no he’s just going to die just leave
him). Speak to the oncologist they’ll come and see him
and they’ll talk to him and explain things to him”. So |
rang this oncologist and told him exactly what had
happened and how the surgeon wasn’t doing anything,
and the oncologist comes around, sits on the patient’s
bed, puts his arm around the man and said “lets talk
about what’s wrong” he was, it was about six o’clock at
night and he was there till about eight, and | immediately
changed my mind and decided that was what | wanted to
do, | did not want to become a surgeon anymore and
probably if there had been palliative care at the time |
would have done it then, instead of doing oncology
(Greg).

In exploring this story there appear to be a number of layers of interpretation.
At the descriptive level, the story is presented as a critical event that shaped
his future direction. The narrative was characterised by an almost angry tone,
the words used to describe the surgeons’ words related to his poor mental
state and were derogatory and vernacular ‘bonkers’ and ‘nut case’; his
behaviours in the operating theatre were violent and unpredictable ‘scalpels
hitting the walls, he’d be hurling stuff across the hall abusing everybody, all
the nurses would be in tears’, telling you, you were ‘lower than a worm’. This
language made him very lifelike, almost a caricature, and appeared to reflect
Greg’'s powerlessness and impotence in the situation. Greg used the
diagnostic label ‘manic depressive’ as a way of explicating what was
unacceptable in this experience, although this label only was applied later
following reflection. The surgeons’ behaviour in relation to a particular patient
was characterised by inadequacies of knowledge; whilst waiting for specific
diagnosis channels of communication were open but as soon as unpleasant
knowledge was known there was no further contact, the relationship
characterised by complete avoidance. Greg’s description of the patient and
oncologist was characterised by a softer tone of voice and a more gentle
account. What appeared memorable were the personal and comfort aspects

of the oncologist’s approach to a delicate situation.

The key aspects of his experience link with the life-world, the fractions being

present (Ashworth 2003) and acting as a catalyst for understanding his
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experience. For Greg, his career path as a surgeon was clear, this initial
experience as a house officer was to confirm this choice and provide him with
the necessary clinical skills to become a surgeon. His story describes
elements of practice that were troubling: the consultant was a poor role model
with behaviours to his colleagues, team and patients that impacted on his and
their ways of being, relationality and discourse. It also highlights the
surgeons’ volatile and capricious nature and the consequent impact on all
around him. Highlighting the negative impact on others, the surgeon, on a
persons’ way of being and life world and alternatively by direct contrast the

positive impact of the oncologist.

The night sister, a more experienced member of the team, advised a strategy
that focussed on the needs of the patient, but also provided Greg with a role
model that was a catalyst for change. The communication and human skills
demonstrated by the oncologist were a powerful exemplar of the human,
‘invisible’ elements of practice. For Greg, the life-world element of ‘project’,
his chosen career path and perceived professional role as a surgeon was
impacted on to the extent that his ‘immediate’ response was a change of
career direction. The choice of oncology was made, Greg reflected that his
preference would have been palliative medicine but it was not an
acknowledged or available speciality at that time. The story of his clinical
experience is characterised by examples of palliative care philosophy and
skills being integral in his day to day activity and in the relationships he
maintains with his patients and families. He works as a trustee and medical
advisor for a local palliative care charity which demonstrates his commitment

and ongoing enthusiasm.

10.5 CONCLUSION AND SUMMARY OF THE DISCUSSION

In considering the theoretical context, the consultants’ knowledge in practice
and clinical thinking, the following question was at the heart of the discussion:
Does professional specific knowledge benefit the service user or the
profession it represents? From the discussion it is clear that there is almost a
mutual benefit in the acquisition of knowledge that benefits both and supports

what is described as appropriate professional behaviour and is recognised by
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the professionals themselves. This is described by Lupton (1997) who asked
doctors to identify the templates of appropriate professional behaviour:

While they may also have emphasised expert knowledge
and judgement of uncertainties as important, the doctors
typically articulated the importance of practising a
medicine that was empathetic and involved good
communication between patient and doctor, including
the doctor being able to listen to the patient and be
genuinely interested in the patient's feelings and
symptoms (p490).

This links back to Aristotle’s primary philosophical argument that the good life
is lived among the realm of the changing and contingent, as summarised by
Polkinghorne (2004). Clinical reasoning is supported by phronesis
deliberating on activities that seek to do good in a particular situation, praxis
(clinical practice) is based on actions, doing the good with the outcomes
relating to a good action. This supports the requirements of ethical,
professional practice that is intrinsic to the multi-layered and complex nature

of being a doctor.

The themes which supported the discussion in Chapter 9 were related to the
structural context of specialist palliative care (as outlined in Chapter 2 of the
literature review): historical and political background, clinical diagnosis
(cancer, heart failure and dementia), disease trajectories, prognostication,
patient and physician perspectives. The theoretical context (described in
Chapter 3, the second part of the literature review) provided the lenses used
to explore and understand the data in this chapter. These were the
conceptual frameworks of knowing, knowledge, expertise, competence, the

life-world and judgement-based practice.

In exploring and understanding the consultants’ stories of their experience
there appears to be complex interplay between:

e The participants’ broader perceptions of palliative care (SPC) as a
treatment modality.

e The specific issues and knowledge base that relate to their own clinical
speciality (positive and negative constructions) especially in relation to
trajectories and prognostication.
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e The participants’ personal and professional experiences of death and
dying.

e Patient and family variables, consideration of the difficulties they are
experiencing, and the impact on referral.

¢ Clinical knowing and thinking especially in relation to referral decisions
and their evidence base ‘why, when and how'?

e The impact of macro, meso and micro level of health care organisation
and delivery on their professional role.

In the next chapter these complexities will be further explored by considering
the participants’ use of language as a way of achieving a more complete
understanding that links with the thinking approaches associated with the
hermeneutic circle.
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CHAPTER 11- LANGUAGE AND METAPHOR.
Experience exists outside language but can’t be
described without it. (Weedon 1987).
11.1 INTRODUCTION
This chapter evolved from awareness, during the analysis of the participants’
interviews, that metaphor and specific elements of language were commonly
used by the participants to describe their experiences. Their experiences may
exist outside language but as Weedon (1987) points out, it required language
to articulate that experience to other people, to make that experience more
easily understood. This linguistic interpretation of the consultants’
experiences will concentrate on language and metaphor (Smith et al 2009)
and binary opposites and poststructuralism (Derrida 1973; Chandler 1994;
www.englishbiz.co.uk [accessed 3/10/2011]). It is linked to the post modern

belief of multiple truths in that there are a diversity of meanings and
understandings making up the person’s life-world, these being contextually,
historically and culturally influenced, linking back to Gadamer’s historical
approach to the phenomenological interpretation of texts. Thus the IPA

thread and focus is maintained.

In the interviews for this thesis the function and use of metaphor appeared
rhetorical, semantic, conceptual and ontological. Metaphors were used to
establish a shared understanding and it appeared at times that they were
specifically used to make ideas that were difficult emotionally to express,
accessible to me and a potentially wider audience. As | became more deeply
immersed in exploring my participants’ experiences | became aware that the
relationship between experience and language was a fundamental one for

me, in achieving understanding of their experience.

My attempt to achieve linguistic understanding, | think was compromised by
the ‘poststructural’ dichotomy that the meanings of words are embedded in
the person’s deliberate choice of language but achieving understanding of the
precise meaning of their words and hence (in this instance) their experience is

problematic as the language used rarely conveys the complete sense or
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meaning. As Derrida (1973) points out the use of language does not give the

whole picture, something is often missing.

To structure and make this part of the analysis manageable the following
guestion was used to guide this chapter of the thesis:

How might a focus on metaphor and other linguistic
devices contribute to understanding the participants’
experience and its meaning to the participants?

This question was derived from Shinebourne & Smiths’ study of the language
of addiction (2010) and supports the double hermeneutic activity advocated by
IPA (Smith et al 2009).

11.2 THEORETICAL BACKGROUND.

Historically, semiotic analysis developed to facilitate the exploration of the
signs (words, images, sounds) intrinsic to everyday speech. Contemporary
linguists acknowledge that it now encompasses the importance of the
meanings of the signs. Semiotics is more theoretical than empirical, with
authors struggling to achieve consensus and establish its scope and general
principles. Competing theoretical assumptions are prevalent with multiple
definitions but most acknowledge that:

Semiotics is important because it can help us not to take
reality [or experience] for granted as something having a
purely objective existence which is independent of
human interpretation. (Chandler 1994:16).

In IPA, and for this thesis, the specific purpose of exploring language and
metaphor use by the participants in their interviews is to provide an adjunct, or
supplement, to their descriptive and interpretive accounts. Metaphor and
binary opposites specifically helped the participants articulate their experience

and provided rich ways of illuminating their stories.

Specific linguistic elements are rarely quantitatively valuable, for example
focussing on the frequency with which a phrase, word or linguistic device
occurs in the text is less important than the qualitative significance of their use

in describing, understanding and clarifying experience. A ‘social semiotician’
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would emphasise the importance of the significance which readers
(interpreters) attach to the signs within the text. A ‘structuralist semiotician’ is
more concerned with the relationship of elements of language to each other,
they focus on the language itself seeing it as the most fundamental and
powerful communication system that acts to signify meaning. The structural
semiotic elements were concentrated on when exploring the participants’

interview narratives for this thesis.

Metaphor, analogy and metonymy are generally accepted as the figures of
speech most fundamental in communicating meaning and forming the basis
for much of our understanding in everyday life (Jakobson & Halle, Lakoff &
Johson cited in Chandler 1994).

Metonymy relates to the substitution of the name of a feature for that of the
thing intended, for example ‘crown’ equates to King (or Queen), there were no
incidences of metonymy being present in the consultants’ stories so it will not
be considered in this chapter. Analogy is defined as being a similarity
between like features of two things, on which a comparison may be based.
For example, in this thesis the cardiologists made the analogy between the

heart and an engine. Analogy will be more fully explored later in the chapter.

Metaphor relates to the change of sense and meaning from one situation to
another, it is the most basic foundation of metaphorical language, Aristotle
cited in Sontag (1989) describes it as ‘giving the thing a name that belongs to
something else’ (p.91). Specifically considering how useful they may be in
illuminating the participants experience; ‘shedding light’ being the appropriate
metaphor; language being the primary way people articulate their
experiences, the importance of their use of language and its interpretation is a
particular strategy advocated by IPA. Metaphor is especially useful in IPA as:

It is a linguistic device which links descriptive notes to
conceptual notes (Smith et al 2009:88).

Binary opposites were also present in the consultants’ stories, they are ‘one of

the most important principles governing the structure of languages’ (Lyons
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cited in Chandler 1994:271). Binary oppositions are ways of constructing or
creating layers of meaning in texts. Saussere (1983) suggests their purpose
Is to maintain and reinforce a society or culture’s dominant ideologies, their
shared theory of meaning. They occur naturally in the language of members
of the same group.

Therefore metaphor and language together with acknowledgement of the
binary oppositions in the consultants’ stories will be the focus for this chapter

in achieving a more complete understanding of the consultants’ experience.

A number of authors highlight the appropriateness of metaphor in expressing
and communicating experience in the context of health psychology, nursing
and medicine. Clow states (2001) that metaphors are created to explain an
experience [situation] as well as being a way of changing, understanding or

‘transforming’ that experience.

Epistemological implications of rhetorical figures of speech have evolved in
the latter part of the twentieth century as a radical challenge to the language
of objectivism, the scientific use of language. These rhetorical aspects of
language are not simply a matter of how thoughts are presented but also
influence ways of thinking. This thinking is allied to nihilistic and relativistic
epistemological approaches rather than to rationality and pragmatics. The
contemporary stance acknowledges that language is not an objective, neutral
medium; therefore its use legitimately shapes experiences enabling

interpretation.

The challenge in this thesis resonates with Aristotle’s search to find a level of
discourse that accurately captures the individual’s unique experience and
situation, their ‘lived world’ and how the individual perspective resonates with
more general human experience (Todres et al 2007). When describing
experience, language is the device in all dialogue, supporting questioning and
understanding. In relation to the life-world, experience is made more
accessible by a shared understanding of language and the world and, as

such, has a valuable hermeneutic purpose. In relation to understanding —
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experience, language, being and history are in relation to, and have common

characteristics with, each other.

The consultants’ stories and language appear to constitute their being and
their life-world, enabling them to articulate some of the more existential
aspects of their experience (Greenhalgh & Hurwitz 1999). Analysis of their
language was, however, attempted with some caution as it appeared to
manifest both advantages and limitations in exploring the experience of the
consultants and understanding the meanings in their world. The link between
language and the philosophy of the life-world is contradictory, being partly
transparent in that what is said gives insight into being-in-the-world but is also
obscure in that much of being is unsaid and beyond understanding. Thus,
there is a potential conflict between language and the life-world which was
raised in the previous chapter.

The place of language in the description and interpretation of experience lies
along a range between the phenomenological concept that experiences come
before language (Husserl 1998), and the post modern idea that ‘experience
itself is a construction of the language one speaks’ (Derrida cited by
Polkinghorne 2005). The analogy of an author struggling to find the right word
to describe a feeling or thought makes it clear that experience is more
multifaceted than language and that it informs and puts right the words people
use to express it (Gendlin cited by Polkinghorne 2005). The middle ground,
which helps in exploring the experience of participants in this thesis, is that:
Experience is more complex and nuanced than can be
expressed in literal language (Ricouer 1978:147).
He suggests that the use of figurative expressions of speech such as
metaphor and narrative will capture the richness of the experience and open

up the meanings of that experience.

Bourdieu, according to Jenkins (2002) considers language to be not merely a
method of communication, but also a mechanism of power. The language
one uses is designated by one's relational position in a field or social space,

the implication being that medical consultants with their perceived status and
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power (see Chapter 4) would use more powerful language (Lupton 1997).
Different uses of language tend to reiterate the respective positions of each
participant.  Linguistic interactions are manifestations of the participants'
respective positions in social space and categories of understanding, and thus
tend to reproduce the objective structures of the social field. This determines
who has a ‘right’ to be listened to, to interrupt, to ask questions, and to lecture,
and to what degree. On reflection there generally appeared to be an
equipoise in my interviews with the consultants in that there was a degree of
reciprocity and respect, with neither appearing to be more powerful. The only
instance where | felt powerless was in the interview with lan in which my
specialist knowledge related to advanced dementia was clearly perceived by

him to be severely lacking.

11.3 LINGUISTIC ANALYSIS: THE PROCESS

The approach used in identifying and exploring how the consultants used
metaphor in describing, communicating and sharing their experiences was
confluent with the required elements of IPA linguistic analysis. In the early
stages of analysis there were metaphors and particular use of language in the
interviews that emerged with little effort on my part. They demonstrated
metaphorical uniqgueness and diversity in describing their experiences, this
evolved and became more absorbing prompting me to focus on this aspect of
their narratives as part of my analysis. This appears consistent with the
approach of other researchers (Elwyn & Gwyn 1999; Greenhalgh & Hurwitz
1999; Charon 2001; Montgomery 2006).

Froggatt (1998) in analysing the descriptive interview accounts of hospice
nurses’ clinical experiences indicates that often the function of their language
and metaphor was ‘a symbolic artefact’ - of unknown signs or meanings about
the more hidden aspects of their experiences that reflected the emotional
component of hospice work. Koévecses (cited by Froggatt 1998) highlights the
importance of the role of metaphor in studying the emotional meaning of
experience, because metaphor permeates the language of emotion, having

delicate effects on the ensuing feelings and actions.
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The specific focus on metaphor has been explored in contemporary IPA
research and appears to help achieve a richer and more in depth
understanding of people’s experiences (Eatough & Smith 2006a; 2006b;
Smith 2008). Often researchers use metaphor in attempting to describe a
shared understanding of emotions that are difficult to articulate, for example
Eatough describes her participants’ feelings of anger with the direct quote 'l
was like a wild person’ (Eatough & Smith 2006a) or in supporting them
attempting to make sense of those angry feelings the process is described as
feeling ‘like a scrambled egg in my head’ (Eatough & Smith 2006b).

In a recent paper Shinebourne & Smith (2010) believe that:

IPA can make a valuable contribution to metaphor
analysis as it attends to both the experiential dimension
of metaphors through phenomenological analysis as well
as to the hermeneutic possibilities opening up through
the capacity of metaphors to make connections between
disparate ideas and concepts (p 59).

This is demonstrated in their study exploring the experience of addiction.
Initially they explored their participants’ use of metaphors to express and
communicate experiences and emotions, they then engaged in a more critical
approach to contextualising and discussing the use of metaphor in the

discourses of addiction, thus achieving a shared understanding.

It was Shinebourne & Smith’s (2010) paper that helped legitimise my
approach to exploring how the participants talked about their experiences,
how they said what they said, (rather than what they said) which offers
another perspective in attempting to achieve the ‘double hermeneutic’, for me
the researcher, trying to make sense of the participant trying to make sense of
their experience. | particularly focussed on the participants’ use of metaphors
in exploring their more personal and problematic experiences in relation to

their clinical speciality and to palliative care, death and dying.
At the outset it is important to acknowledge that the participants’ narratives

may have been a ‘cover story’, in that they may have said what they believe

needs to be heard, or that it may be socially and professionally constructed or
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what they believed | wanted to hear. The interview approach adopted (see
earlier in Chapter 4) and the subsequent analysis, involved processes to
identify as far as possible the consultants real experiences.

The process was undertaken following the descriptive analysis of the
individual participant interviews, each transcript was revisited to focus on the
language and metaphors used. Its purpose was to facilitate greater insight
and understanding by considering the more ‘hidden’ aspects of the
participants’ experience. | was particularly seeking to identify possible
metaphors related to their clinical specialist areas (cardiology, oncology and
old age psychiatry) and to their personal and professional experiences of
death and dying.

Various procedures have been developed for conducting metaphorical
analysis in the context of linguistics. Todd & Harrison (cited by Shinebourne &
Smith 2010) suggest that if the research aim is not purely linguistic, thematic
analytical procedures for identifying metaphor might be more helpful in
achieving understanding. As this study is hermeneutic rather than linguistic
the procedures used in the descriptive and interpretative elements of IPA
were also used in exploring the interview narratives. A focussed thematic
analysis of the original transcripts was undertaken in order to identify
metaphor and other linguistic elements derived by analysing the interview
transcripts. The following section explores the individual use of language but
also considers commonality in the use of language and metaphor in the

shared experience of the cardiologists, oncologists and old age psychiatrists.

11.4 LINGUSTIC ANALYSIS: DISCUSSION

The individual participants’ use of metaphors and language was not always
easily discernible. On revisiting the transcripts there emerged much
similarity, perhaps reflecting a shared medical culture and professional
understanding. This first impression was formalised by explicit clustering of
the metaphors and searching for similarities between the specialist groups of

participants — this resonated with the specific ways of looking for patterns and
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connections in the earlier data analysis. In this case the particular strategies

of abstraction, subsumption, contextualisation and functionality were used.

The constructivist approach was used in further exploring and understanding
the metaphors identified, it is linguistic and contextual, reflecting
understanding of language and how it is located in the individuals’ experience
of their world. Thus, not only do metaphors have a rhetorical and symbolic
function, they also have an epistemological function. This is informed by
Lakoff & Johnson’s (1980a) constructivist approach to metaphor which equally
values both thought and language that together creatively construct the reality
of the person’s experience.

Major themes emerged, these were resonant with existing literature and were
familiar to me from clinical practice when thinking about diseases such as
cancer and heart disease. The metaphors used by groups and societies are
often culturally influenced, thus for the physician groups participating in this
study there is likely to be a shared language and understanding. As a fellow
professional (although not a doctor) my knowledge base was partially helpful

in sensitising me to identifying both overt and covert metaphors.

In this study, it is medical consultants’ personal and professional experiences
of the factors influencing end of life care referral practices that are considered.
Their use of language provided data to elicit their individual and shared
understanding and enable exploration of their emotions and emotional work
(Lakoff & Johnson 1980b; Froggatt 1998). Not all of the participants’ use of
language and metaphor was enlightening, for Ben language appeared
rudimentary and was used to provide a largely factual account of issues in

practice.

There was a difference in the use of language and metaphor between the
three participant groups. The cardiologists were more factual and matter-of-
fact in their accounts, the oncologists appeared to bring more emotional
language to their experiences and the old age psychiatrists appeared to use

hidden metaphors that were initially more difficult to discern.
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11.4.1 The cardiologists.

The use of shared metaphors was apparent for the cardiologists as a group, in
that they were more pragmatic, more technical and less rhetorical. The
concept of root metaphors fits with this participant group, the primary root
metaphor relates to the mechanistic concept of universe being a machine
whereby the body is seen as a container and the emotions are the energy or
fluid in the container. The cardiologists’ choice of words linked to historical
perception of the body being seen as a machine, the heart being the pump or
engine and cardiologists being primarily concerned with the technical aspects
of patient management. Heart failure implies that the ‘heart is going to stop or

give up’.

As a group they all talked more about ‘management’ as opposed to ‘care’.
Their therapeutic perspective supports the idea that cardiac disease involves
a problem or a failure that is mechanical, there is no shame attached to this
unlike the ‘taboos’ associated historically with people suffering from TB and

cancer (Sontag 1989). This taboo still pervades the experience of cancer.

The idea of this mechanistic approach may not be helpful in that it implies that
the heart is divorced from the rest of the body and hence the emotions. Itis
clear when looking at the physiological consequences of heart failure that it
has a secondary impact on other body systems. Cause and effect such as left
heart failure leading to breathlessness on exertion and fatigue and right heart
failure causing consequent fluid retention and oedema especially of the lower
limbs and anorexia. This is resonant with the engine that needs other
components to enable the car to move. Thus there is a holistic element to
heart disease that it is linked to physiological processes, but the heart is also

just a complex machine.

People with heart failure appear ‘done to’ and repaired, being more passive
recipients of interventions. Ben describes his approach:

We see people who are breathless and look at it from a
cardio-vascular perspective to try and get rid of fluid and
vasodilate and deal with the issues that are causing the
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breathlessness rather than dealing with the symptoms

(Ben).
For me this seems comparable to a car mechanic suggesting an oil and filter
change to ease pressure on the engine. He describes a clear cut goal of
getting the patient better and of the patient being completely focussed on that

and wanting ‘to carry on living for as long as possible’.

Outpatient visits and management being perhaps analogous to the annual car
service with particular maintenance aspects determining disease stability or
progression. Ben describes a pragmatic approach to service delivery
whereby patients receive a

20 minute consultation every three to six months in
outpatients and we don't really have time to go into the
detail of the patients feelings about their treatment or
where they see things going. It's very much a how are
you? How are you doing? What's your weight doing?
Let’'s see your kidney tests, what tablets you’re taking.
Do this, do that and have these tests done, every month
for the next six months and we’ll see you in six months
time if there’s no problem.
Further probing elicited the following response:

Yes it's not holistic care because there is no time for
holistic care when you haven’t got facilities to provide
[even] the basic service (Ben).

Alex talks about the ‘fine tuning of treatment’ that with the use of medical and
device therapy there is always the possibility of introducing something new
that might help. He reflects that this approach denies the possibility of
palliation, as a cardiologist he suffers from ‘tunnel vision’ and fails to think
more holistically. He describes palliative care as a sort of rather depressive
outcome to their management and implies that it may have a damaging

psychological impact on patients.

Ultimately mechanical failure leads to potential car scrappage. Alex talks
about when the patient is at the ‘end of the road’ there is almost a sort of
pulling back, not an active pulling back but a sort of passive pulling back of

involvement and therapies prior to referral. With disease progression, Ben
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identifies that there is an uncertainty as to whether we should be heading in
the direction of active interventions. Chris concurs stating that when it was
clear that the patient was going to die with end stage heart failure for which it
had earlier been established there was no further intervention that was going
to alter that direction of travel then we asked the palliative care to come in.
For all identifying the ‘tipping point’ between active and palliative care was
characterised by much uncertainty, due to the unpredictable disease trajectory

associated with heart failure.

For most cardiology patients referral is not indicated as they are able to deal
with their exacerbations and restore them to ‘functionality’ in their community,
Chris describes this as being when we can actually turn things around,
reverse the downhill journey. Dan, again using mechanical metaphor,
describes the myriad of therapies available in cardiology that can make
people better as being great and a positive element of his experience but you
have to accept there are times when you cannot make somebody better. Itis
important to acknowledge when the end of the journey is reached, that the
use of the end of life care pathway is appropriate as a way of signposting a
change of route in care. Referral to palliative care is described as ‘changing

gear’.

The metaphors linked to car mechanics appear gender specific that is
masculine, which reflects the gender dominance of cardiologists in the UK
(British Cardiovascular Society working group 2006) and is reinforced by all
the cardiology participants being men. The metaphors of tunnel vision,
changing gear and direction appear to move the mechanical images
associated with cardiology further towards the idea of a journey. Dan
describes many of his heart failure patients as having no reserves, and that
one ‘extra insult that tips them over the top very quickly’. However despite
this, in supporting the uncertainty of the journey, he also describes clinical
situations where patients bounce back and they ‘perk up a treat when you
withdraw the treatments, they rally’. The phrase ‘perk up’ links with engine

tuning which aims to revitalise the engine.
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This contemporary view of a patient’s journey, the person’s experience of
living with chronic disease, is based on the premise (described in much
literature) that the quality of people’s lives is at least as important to them as
the length of their lives. Their journey is characterised by uncertainty, patients
need for clinicians as companions, providers of information, help and
treatment; or as in this thesis, professionals facilitating and negotiating their
transition from active to palliative care (Sontag 1978, Kleinman 1988;
Greenhalgh & Hurwitz 1999; Lapsley 2004).

In relation to clinical transitions from interventional treatment to palliative care
the cardiologists’ accounts were characterised by binary oppositions in
language from activity and passivity, from light and dark. Their understanding
of palliative care was shaped by their shared culture, the binary opposites
[pairs] used provided evidence of their mutual understanding. Their valuing of
the ‘high tech’ approach in cardiology is contrasted with their perception of
palliative care as being more ‘low-tech’ in approach. Their choice of words
supports Derrida’s idea that binary pairs are never equal that one side of the
binary pair is more highly valued. He suggests that these pairings are highly
judgemental and support ‘cultural stereotypes’ (Derrida 1973). This supports
the cardiologists’ rather ambivalent, almost dismissive, perceptions of

palliative care as being a passive approach to care.

For the cardiologists, language and metaphor suggests a real tension
between the humanising and technical aspects of their role. They have quite
long term relationships with those in their care and in their descriptions of
adjusting to their patients decline, their language becomes more reflective and

emotional.

Three of the cardiologists talked, from a theoretical perspective, about the
important role of heart failure nurse specialists in filling the gap between the
aggressive cardiological approach and the palliative approach. Ben, Alex and
Chris indicate that nurses could be the ‘bridge’ between the two specialities
and between primary, secondary and tertiary care providing a seamless link.

Dan, working currently with heart failure nurses as part of his core team,
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acknowledges their value but highlights the practical workload dilemma for
them in providing care to those at diagnosis, during treatment and at the end
of life, they are ‘spread very thin’. He suggests a regionally based nurse who
Is skilled in both palliative and heart failure care as offering a ‘troubleshooting’
type service, whereby they ‘dip in and pull out’ dependent on actual need, a

bit like the Automobile Association.

11.4.2 The oncologists.

The oncologists as a group were generally more verbose and fulsome in their
answers, their interviews on average lasting longer than those of the other
groups. Their use of language was more emotive and varied, | initially thought
this to be present only in the interviews with Eve and Hermione and therefore
gender related but the interview with Greg proved this not to be the case. As
discussed before, Greg’s interview was the least structured, the longest and

displayed more feeling and emotion.

The metaphors and analogies used by the oncologists were predominantly
associated with war, the war on cancer. | was unsure whether these were
derived from their own experience or whether they drew on metaphors that
were already familiar to them. Particularly as military metaphors associated
with cancer have been well recognised in historical and philosophical
literature; describing a fight or crusade against cancer, that it is a killer
disease whereby people with cancer are seen as victims (Sontag 1978;
Hodgkin 1985; Penson et al 2004). Flynn acknowledges that ‘we’re dealing

with history in cancer management all the time’.

The idea of battling against disease may or may not be helpful as for some
patients there is the element of fighting at all costs, the role of oncologists
being to provide the ammunition. Typical newspaper obituaries reflect this
approach ‘died after a long battle bravely borne’, ‘lost the battle after a long,

courageous fight’ or ‘at peace at last’ (Penarth Times; Daily Telegraph).

Sontag (1989:99) from her experience as a cancer patient describes the

‘metaphoric trappings that deform the experience of having cancer. To
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elucidate, the metaphors used by the oncologists and also present in Sontag’s
experience, seem to cast their consultant role as being commanders or
soldiers; treatments as the weapons; the disease, cancer, as the enemy; with
patients being the casualties of war, victims or survivors. The progression of
cancer perhaps relates to the enemy bringing in reinforcements. The public
and media perception seems to focus cancer research as searching for the
‘magic bullet’. The oncologists’ use of military metaphors implies that they are
concentrating on the more physical elements of cancer care, the patient
appears passive or the site of conflict with the oncologist being active and in

control.

The transition to palliative care may be seen not as a ‘ceasefire’ rather more
of a retreat or in some cases earlier referral being a ‘safety net’. This unique
metaphor was individually mentioned by all the oncologists. It was used in
relation to explicating the advantages of palliative care, this for me conjured
up images of being caught when falling or trying something new, perhaps in
relation to acrobatics in a circus. The safety net appeared to have a dual
purpose acting as a support both for them as professionals and for their
patient group. For Hermione, this safety net makes her life easier and
smoothes the waters for patients acting as a ‘go between’ in accessing help

and support.

Hermione uses a unique contemporary metaphor in likening the role of
palliative care services as being akin to ‘Ghostbusters’, this was a 1984
science fiction film about three eccentric parapsychologists, (ghost-capturers)
who were hired to find and eliminate demonic ghosts that wreak havoc in
individuals’ lives. The analogy to cancer perhaps relates to its hidden
presence, its unpredictable behaviour and its malign, all encompassing impact
on people’s lives. Thus palliative care appears to be a point of help and
contact for those ‘experiencing the panic’, ‘Ghostbusters’ being equivalent to

the safety net of palliative care.

For Flynn, this safety net was there to support advanced or anticipatory care

planning at the ‘crunch point’ a terminal decline, palliative care providing
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‘reserve back up’ and a ‘contingency plan’ continuing the military imagery. He
described ‘red flags’ symbolising a warning leading to a ‘sudden shift or
change in outlook’, there was however no mention of white flags relating to
surrender or cease fire. For him, the safety net is there to support patients
when ‘the cracks come’ in the family’s ability to cope or to the patients unique
social situation, that may relate to age (very old or very young) or social

support.

Greg has a different perspective on the ‘safety net’, he describes doing a joint
ward round with a palliative care consultant which enabled identification of
palliative patients ‘who could be brought back [to the oncology unit] for active
treatment’. This related to GP’s referring patients prematurely to palliative
care whereby some patients may miss out on active treatments. This might
link with premature surrender. Hermione describes many people ‘who resist
palliative care all the way’; or ‘just won'’t really engage’; this suggests an
element of denial or continued active fighting, that palliative care is seen as a

defeat or as surrender to superior forces.

Cancer care described by Eve, Flynn, Greg and Hermione is a very active,
interventionist speciality, this is evidenced by their choice of language. Eve
states that many people accept the diagnosis and move on to considering the
battle, specifically asking about the active treatment interventions, usually

cytotoxic chemotherapy

Greg stated that in his experience palliative care was treated with some
suspicion, in that it had ‘grown like Topsy’. This is an interesting metaphor
that has passed into common usage with the specific meaning of unplanned
growth, sometimes just meaning enormous growth. The idea of unplanned,
erratic growth is also consistent with the mental imagery of the growth of a
cancer. The privileging of palliative care at strategic level and its development
to non-cancer conditions also supports the Topsy metaphor, in that its

outcomes have not been well evaluated.
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Greg’'s personal, historical perspective in describing some palliative care
consultants as ‘empire builders’ with their approach to the development of
palliative care being akin to invaders of a country that was previously the
realm of oncologists. Other oncologists’ metaphors limitedly supported this
historical approach but more contemporary thoughts are emerging suggesting
that cancer and palliative care are fighting together, perhaps this is where the
idea of the safety net emerges.

Consistent with Sontag’s description (1978), metaphors associated with
travelling or journeys are limitedly present in the oncologists’ stories
(compared with the cardiologists). Hermione describes the association of the
word hospice and a morphine prescription being the last resort, the end of the
road now. Eve illustrates this with the journey idea of being ‘shipped off to a
hospice’. Flynn reflects that for some patients a palliative care referral is a
one-way ticket. This is congruent with much of the literature on the patient’s
journey, the most common disease exemplar being cancer (NAO 2005). Most
personal journey narratives are characterised by the patient either being a
coward (Diamond 1999) or brave, fighting a battle against overwhelming odds

(Picardie1998). These perspectives link back to military metaphors.

The process of dying from advanced cancer is described by many of the
oncologists as being ‘hard work’. Some people live or barely live with
advanced cancer, the journey is quicker for those with lung cancer for
example, than ovarian cancer or brain tumours and sometimes the journey is
quite cruel, in that it is almost independently driven. This reflects a degree of
powerlessness and difficulty associated with supporting people dying from
advanced cancer. This was not universally acknowledged by the cardiology
and old age psychiatry participants in this thesis who perceived a cancer
death as being ‘easier’, especially in diagnosing the terminal phase and
supporting the introduction of palliative care. Palliative care however gives
people ‘a chance to do things, write things, leave things’ a sort of putting
things in order, this links with military metaphors perhaps in keeping a
documentary record of the battle akin to a documentary record of their lives

and keeping themselves present in the lives of future generations.
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In parts of the interviews the oncologists’ language and tone used when
describing palliative care appears softer. Eve specifically uses more
allegorical, spiritual words such as a hospice offering an environment of care
that enables people ‘to get more peace’ rather than ‘languishing on the
wards’, or being on a ‘chaotic oncology ward’. Flynn in contrast describes
palliative care more actively in that it ‘may have extra expertise or it may
provide more intensive [symptom] management’, the analogy linking perhaps

with the use of re-enforcements.

In cancer and heart disease the use of analogy and metaphor may have a
protective function, explicating a shared understanding. The cancer and heart
failure patient in most cases remains sentient, capable of choice and decision
making therefore being more of an active participant in the consequent

journey or battle.

11.4.3 Old age psychiatrists.

The old age psychiatrists’ interviews were characterised by less overt
metaphors, although it was present, there was an element of fatalism and
nihilism in their responses. Mair stated for example, that there are worse
things than dying (although it is difficult to imagine in some respects
something worse than dying) and her assertion that living and dying is in
‘God’s qift’ which links closely with the literature associated with professional
religiosity (Wenger & Carmel 2004; Seale 2010). Her choice of language

appeared influenced by her faith and religious discourses.

It appears that the psychiatrists see themselves as more passive onlookers in
their patients’ journey compared with the more active interventions associated
with oncology and cardiology. There is a pervasive element in their accounts
which appears to separate the mind and body in the person with dementia.
As the dementia progresses the individual becomes less sentient and has
things done to them that are instigated and authorised by their family or
professionals, their body is the object of care rather than the subject of care.
Specific clinical examples relate to DNAR orders and the withholding and

withdrawing of food and fluids. The view that the rational mind dominates and
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Is the essence of the person supports the idea that the body has a lower
status when divorced from a rational mind, as in the case of Alzheimer’s
disease. As the disease progresses, the body’'s physical needs become
increasingly dominant, lan describes it as:

So all sense may have gone but the body is still going to
operate for a significant length of time independently of
any sense and therefore will need to be looked after
(lan).

This echoes philosophical and historical understandings of how the body and
mind are perceived in Western society. Originating in the rational philosophy
of Cartesian dualism where the split between the mind and body negates the
holistic elements of individual being and their social world (Shand 2002).
Dying may be less of a problem for old age psychiatrists as their patients may
have already died a social death, they are no longer people for whom it is
possible to have a relationship with and all that remains is the ’shell’
(Sweeting & Gilhooly 1997; Brannelly 2011). This is familiar for those with
progressive advanced dementia who experience social withdrawal and
isolation, but more resonant for this group of patients is the idea of the ‘body
neglected’ (Edwards 1998; Phinney & Chesla 2003).

The Cartesian mechanistic approach separates the mind and body, with a
further separation being made between reason and emotion. In advanced
cancer and heart failure individuals, mental and cognitive processes generally
remain intact (until the last days of life) and as a consequence they are still

more active participants in their care.

The end of life event for people with dementia is characterised by passive
language and metaphor, lan, reflecting, states that he sometimes uses the
word terminal and sometimes uses the phrase mother-nature. For Mair ‘we
get patients that just simply die of their dementia’. There feels a gentle rather
natural process at work in their descriptions, that it is nothing dramatic rather

there is a degree of inevitability or predictability about it.
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The perceived emotional burden of caring apparent in some nursing literature
appears only to resonate with lan and Mair's experience of managing patients
with suicidal ideation, it did not appear to impact on their experiences in caring
for dementia patients at the end of life. Deaths following suicide appear to
have a more personal negative impact, with associations of them being
blamed and in some way responsible. This was exemplified by the
subsequent investigations and media attention that both saw as apportioning
blame. Deaths from suicide have a particular contemporary relevance in the
geographical area they both work and link to the increasing prevalence of
suicide in the older population, although the rate for both sexes decreases
above the age of 75 (ONS 2010).

Mair, when talking about complaints, recognises that care for those in the last
days of their lives is, for her, the least stressful professional activity. For lan,
more of his interview focussed on complaints, litigation and investigations that
often followed a suicide:

The style of the investigation was to take all the staff and

take them individually into a room with a spotlight: what

did you do, what didn’t you do, why did you do that and

why didn’t your friend do that and to be fair the ward

team should have disintegrated but they didn’t they held

together and they you know were all stronger for the

experience but | thought it was appalling (lan).
His choice of language in this narrative supports what feels a very inquisitorial
and adversarial process, elements of the language suggest an analogy with
prisoners being tortured. For lan, this experience was one that felt damaging
to him and the team. He sees himself as almost the protector of his staff and

as a negotiator in trying to achieve a less interrogative approach.

Historical perspectives of mental illness identify it as having some positive
consequences. As Sontag (1989:109) describes:

In the twentieth century there was a persistent fantasy
about mental illness as a source of artistic creativity or
spiritual originality.
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This is evidenced for example by the lives of Van Gogh romanticised by Don
Maclean in the song ‘Vincent’ (1971) or Sylvia Plath’s semi-autobiographical
account of her decline into mental illness in ‘The Bell Jar’ (2005). This
approach does not equate with the personal experience of dementia which
generally occurs in later life and is characterised by progressive mental
decline that leads to increasing dependence. For the person with advanced
dementia they may not need the protection of analogy and metaphor, as the
disease progresses its impact on the individual is depersonalising. It is
perhaps that the patient exists in parallel universe with the family and
professionals left behind in the real world.

There is increasing awareness that inherited genetic factors are responsible
for the development of certain diseases, such as those being explored in this
thesis; cancer, heart disease, Alzheimer’'s disease and dementia, this may
have a future impact on the use of analogy and metaphor. Historically certain
diseases, predominantly those genetically linked, have been associated with
the idea of ‘bad blood’. There was no evidence of this influencing the

consultants’ experience or use of language.

The issues of disease causality might have had an impact on the consultants’
use of metaphor. Heart disease and cancer appear in part to be related to
external factors, the things we do to our bodies. For cancer, smoking, diet,
alcohol, sun exposure and viruses are all implicated; for heart disease it is
again smoking, diet and alcohol together with obesity and a sedentary
lifestyle, together with concurrent illnesses in particular diabetes and
hypertension. Causality is less clear in dementia, inherited factors are
implicated but most dementias appear linked to longevity and declining of
mental processes. Psychosocial factors also appear to contribute but the
evidence is equivocal. Again issues of causality were not present in most of

the consultants’ stories except for Hermione who linked smoking and cancer.

11.5 CONCLUSION
Alvesson (2010) describes and supports the concentration of language and

metaphor in this chapter which has encouraged:
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a re-conceptualisation of the interview which involves

theoretical abstraction and the use of a vocabulary that

also encourages an openness to complex patterns and

depth thinking, thus moving beyond a view of interviews

as the optimisation of techniques and the minimisation of

bias.
Much medical language is constructed around a few metaphors, there is a
consistency between the language of my participants and that appearing in
the literature related to the practice of medicine is war. The participants’ use
of language as described in this chapter provided a greater insight and
understanding of the more personal complexities of their experience and their

life-world of practice.

Chapters 9, 10 and 11, the discussion chapters, have together attempted to
broaden understanding of the consultants’ experiences by shedding light on

the complex factors involved in the care of the people at the end of life.

The next chapter will explore the consider issues of quality and the role of the

researcher in the development of this thesis.
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CHAPTER 12 - VALIDITY AND QUALITY ISSUES, TOGETHER WITH
REFLECTIONS ON THE RESEARCH JOURNEY.

[Quality] requires a much more active and labour-
intensive approach towards genuinely self-critical
research, so that something of originality and value
Is created, with which, of course, people are then
always free to disagree, but may be less inclined to
do so because of the strength of the author’s case.
(Seale 1999:6).

12.1 INTRODUCTION

Demonstrating validity and quality in qualitative research is about making a
judgement as to how well the research has been carried out and to what
extent the findings can be considered trustworthy and useful (Yardley cited in
Smith  2008). Consistent with the philosophical and methodological
requirements of IPA this chapter will initially explore the role of the researcher,
specifically considering the concepts of reflexivity and openness. Then in
section 12.3, it will consider validity and quality using Yardley’s guidelines and
four principles as a framework (Yardley 2000). The privileging of Yardley’s
work is consistent with Smith et al’s (2009) recommendations for assessing
quality in IPA. The chapter will conclude with personal reflection on the IPA

research process and experience.

12.2 REFLEXIVITY

Phenomenological methods focus on deriving rich and detailed descriptions of
lived experience and meanings. For example, Husserl’s technique of
phenomenological reduction by bracketing (the rejection of presupposition and
the concentration being the phenomenon as the primary reality) and Giorgi’s
empirical phenomenology (which tries to establish the essential features and
general structure of experience across people) focus on lived experience.
Both approaches try to minimise the influence of the researcher (Giorgi &
Giorgi cited in Smith 2008).

In contrast IPA’s idiographic and inductive method, which seeks to explore

participants’ personal lived experiences, is phenomenological in its concern

for individuals’ perceptions. In praxis it identifies more strongly with
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hermeneutic traditions which recognise and support the central role played by
interpretation and the researcher. Smith (2008) does not advocate the use of
bracketing, believing that it is not possible to achieve a value free
understanding of the participant's world. He believes the participants’
experience is complicated by the researcher’'s preconceptions but these
preconceptions are valuable and an essential requirement of IPA. These
preconceptions support the reciprocal interpretive activity required in order to

make sense of the other person’s world.

Historically reflexivity has been understood as a turning back of one’s
experience upon oneself (Steier 1991). It may lessen but not negate
preconceptions held by the researcher; some biases might remain as they
may be unconscious or subliminal. All phenomenologists accept that
researcher subjectivity is implicated in research. It is this interconnectedness
between researcher and researched that characterises phenomenology
(Finlay 2008). The difference as to how and to what extent the researcher is
present inform the chosen phenomenological approach as described in
Chapter 4.

Interpretive forms of phenomenology, outlined by Gadamer and Heidegger,
argue that the knowledge of the researcher, when acknowledged, may enable
and support greater understanding. Colaizzi (1973) acknowledges the
importance of self reflection as part of the research process, enabling the
researcher’s preconceptions, biases and suppositions to be made apparent
and therefore divorced from the participants’ stories and descriptions. This is
summarised by Gadamer (1997) as being open to the other whilst recognising
biases throughout the research journey. Linking with the earlier ideas of
knowing presented in this thesis and acknowledging the influence of
Gadamer, Finlay concludes that ‘knowledge in the human sciences always

involves some self-knowledge’ (2009:12).
Finlay (2009) also describes the tension between bracketing pre-

understandings and exploiting them as a source of insight, IPA’s approach

values the latter. Therefore, what is unique in IPA is the central role of the
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researcher in helping the participant to achieve understanding of their unique
experience. Practically Finlay suggests the researcher should adopt a
recursive approach focussing on personal assumptions and returning to look
at the participants’ experiences in a fresh way (Finlay 2008, 2009). In more
recent IPA research, as in this thesis, it also seeks to elicit the shared
understanding within groups and comparatively across groups. It values the
experiences of the researcher in supporting and explicating understanding of
experience, in searching for patterns, connections and tensions (Murray &
Chamberlain 1999). There is clearly a danger in that the research becomes
all about the researcher. Smith et al (2009) outlined measures to maintain
and preserve the participants’ version of their experience. The use of specific
techniques for establishing patterns and connections in this thesis has been
supported in the text by verbatim quotes to ensure the presence of each

participant’s voice.

The challenge in qualitative research, from a post-positivist perspective is to
achieve a level of participation in research that is not distant nor completely
personal. IPA supports the approach of a more involved researcher but also
recognises the delicate balance between detachment and attachment with the
participants, world and experience (Shaw 2010). Greg’s description of a
professional encounter (presented in Chapter 10 as a ‘little gem’) which
shaped his subsequent career illustrates the inherent reflexivity (associated
with IPA) in the research interview. It supported a way of navigating through
his story by encouraging a deeper level of disclosure, enhancing Greg’s own
understanding of this experience and its influence on his professional life.
Greg stated he had never before told the whole story of this incident. This
encouraged me to question him more deeply and to share with him how
certain clinical colleagues were influential in shaping my professional role.
The theoretical worth of IPA lies in its way of presenting new ways to explore
and understand a topic. This was evident by my comfort and flexibility during
the interviews. Gadamer (1997) describes this as openness, being a wish to

see and to understand something in a new way, rather than reflexivity.
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The steps in IPA analysis have provided a systematic way of dealing with the
interview data but the use of the hermeneutic circle and questions guiding the
analysis attempted to ensure a more holistic and open approach. The attitude
adopted by listening to and hearing the participants’ stories, demonstrated my
openness to the subject and to the participant (Pringle et al 2011). The
participants’ description of the more personal aspects of their experience, their
willingness to engage with sensitive and difficult subjects suggests their

openness.

12.3 OPENNESS.

This section will explore the issue of openness in the context of this thesis, it
will be supported by examples of my reflections on the research process.
Openness in this instance, as described by Yardley is supported by four
interrelated dimensions: openness to the research situation, the research

subject or question, to the participants and to oneself (Yardley 2000, 2008).

Firstly, it is an obligation for the researcher to ensure, by whatever means,
that the participant’s experience is revealed to the greatest extent possible. In
this thesis an open, unstructured and facilitative questioning approach to data
collection in the interviews tried to establish a reciprocal relationship, this was
supported by self disclosure at the time of recruitment in which they were
aware of my clinical experience in palliative care and my nursing and
academic background. Probes and prompts were used to achieve a greater
understanding. There were a few times, with a degree of caution, when |
shared my own clinical and personal experiences, these were especially

related to my father’s final illness.

Secondly, the choice of research question and the approach in undertaking
the research indicates a degree of openness. This was supported by an
eclectic approach in reviewing relevant but also wide-ranging literature. The
first part of this thesis describes the literature review processes undertaken in
support of contextualising the study from structural and theoretical
perspectives. The necessary element of methodological openness was

supported by using the approaches of IPA and reflective life-world philosophy
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as a way of exploring my participants’ experiences from many perspectives.
This ensured that | was present and as fully immersed as possible in the

participant’s experience in order to remain focussed.

The participant’s openness was assured by acknowledgement of the value of
their individual experience and the assured confidentiality associated with
their participation. The veracity of their experience was not the prime
concern; | was aware that truth is a subjective reality that is likely to be
experienced differently by each individual participant and their described
experiences being accounts of past events that in their remembering may
have been reconstructed. The power balance between the consultants and
myself appeared equal. The selected consultants were ‘experts’ in their
clinical and professional sphere and in what they chose to disclose of their
experiences and their life-world. On reflection | was perhaps the ‘expert’ in

initiating, controlling and benefiting from the research and their participation.

Finally, the idea of ‘self-openness’ which relates to my contribution to the
research in relation to personality, style and the degree of emotional
involvement in the thesis which, in this case, is considerable as the topic for
exploration was chosen by me having both personal and professional

motivation for that choice.

Earlier, from a sociological perspective, Smaling (1995) took a subtly different
stance in describing the role openness could and should take in health and
social care research. He describes three kinds of openness: open-
mindedness, open-heartedness and dialogical openness. Open-mindedness
refers to the receptivity of the researcher to the participants and the subject of
the thesis. This approach is congruent with the values of IPA and for me is
enabled by my professional role which enabled a more informed, equitable
and active listening dialogue as part of the data collection process, an inter-
subjective relationship being present (Wood & Ross-Kerr 2006). It also
supports Heidegger’s interpretative concept of ‘being with’ and the notion of
‘goal free listening’: in the case of this thesis it is about being with the

participant, their life-world, their experience and the data. Smith et al (2009)
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describe this as having total immersion in and with the research process and
the interview data, establishing a close, open research relationship. This is
evidenced by my familiarity with the content of the interviews and thus the

participants’ experience.

The second kind of openness Smaling (1995) describes is open-heartedness,
this relates to a self revelatory or self disclosing attitude and approach
especially in the interviews. This involved sharing my professional
background (nursing) and specialist knowledge base (palliative and end of life
care) in which I was known by reputation to most of the participants in
advance of the interviews. It also involved sharing the personal experience of
my father’s life-threatening illness which was very present during the
interviews with the cardiologists and the oncologists, and his subsequent
death which occurred prior to the interviews with the old age psychiatrists. |
am unable to determine how this impacted on the interviews and remain
equivocal as to whether it acted as a barrier or an enabler. On reflection |
believe self disclosure in most instances made the participants more
comfortable and relaxed in talking about their own experiences. This was
evidenced by Greg and Flynn sharing with me information that they had not

disclosed beyond their immediate family.

A key aspect of quality is demonstrating critical reflexivity on the part of the
researcher. | have questioned whether my disclosures may have influenced
the direction of travel of the interviews, a methodological consequence.
Together with whether what was revealed in their interviews was their
experience or a corroboration of my experience, which would be a more
ethical concern.  Analysis of the interview transcripts and my field notes
confirm that my self disclosure was contingent on related discussion or
disclosure by the participants. For example, it was only when Mair described
the death of her father that | disclosed that my father had died a few weeks
earlier. Hermione’s description of her grand-father’s dying trajectory and
experience was followed by my personal comment that it was often more
difficult to watch and be powerless to make the experience of loved ones

better.
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From the life-world perspective, how did I, as someone who shared elements
of their life-world, use this to influence or constitute my interpretation of their
experiences? This open-heartedness, prospective, open and reflective
awareness may have militated against it, influencing the experience of my

participants but it is difficult to be sure about this.

Smaling’s (1995) third exemplar of openness refers to a dialogical openness
with other researchers, in my case this occurred with my supervisors as a
means of challenge, ensuring objectivity and enabling me to consider new
perspectives in looking at the data. He also describes this as including further
conversations with the participants, within the constraints of this research this
has not occurred although all did agree to further contact if necessary and
wished to be informed when it was complete and what was discovered.
Supporting openness they all agreed in the consent process to verbatim
guotes being used in the thesis and any subsequent publications and were

assured of anonymity.

The above descriptions of openness are thought to reflect an element of
guality in qualitative research (Yardley 2000). Other aspects of quality will be

explored in the next section.

12.4 DIMENSIONS OF QUALITY

Smith et al (2009) suggest the methods employed in any IPA study should be
considered and assessed for validity using Yardley’s guidelines, her four
principles for assessing the worth of qualitative research (Yardley 2000) and
in particular IPA research are outlined below (Yardley 2008 cited in Smith
2008).

‘Sensitivity to context

Theoretical; relevant literature; empirical data; socio-cultural setting; the

participants’ perspectives; ethical issues.

= Commitment and rigour
In-depth engagement with topic; methodological competence/skill; thorough
data collection; depth/breadth of analysis.

= Transparency and coherence
Clarity and power of description/argument; transparent methods and data
presentation; fit between theory and method; reflexivity.

= Impact and importance
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Theoretical (enriching understanding); socio-cultural; practical (for
community, policy makers and health workers).
The essential qualities are shown in bold with examples of the form each can
take shown in italics’ (Yardley 2000:219).

For this thesis, Yardley’s guidelines and principles have been chosen as they
appear simple to follow, flexible and comprehensive. | will describe elements
of my thesis with each of Yardley’s principles in turn, demonstrating the
validity of the approach adopted and linking it together with a description of
the distinctive features of IPA, ensuring the core concerns are recognisable
and central in the thesis. There will, by necessity and congruent with

gualitative approaches, be a flexible interpretation of these principles.

12.4.1 Sensitivity to context

Sensitivity to context was demonstrated by the wide-ranging literature review
which focussed on the structural contexts of health care organisation and
palliative care and the theoretical contexts underpinning the consultants’
clinical practice. Consistent with IPA it privileged the personal, idiographic
experience of each consultant and helped them achieve an understanding of
their unique experience in their life-world by the use of open-ended and

unstructured interviews.

IPA being a micro-level theory, (Reeves et al 2008) explores specific
phenomena and the contexts of care but is supported by a wider structural
and theoretical understanding. Thus this thesis attempts to consider the
vertical generalisations in the discussion chapters by attempting to link their
particular experience to the abstract and the work of others as outlined in
Chapters 9 and 10 (Johnson cited by Yardley 2000; Polkinghorne 2005,
2006).

In this thesis the sensitivity to the importance of the consultants’ use of
language was crucial in interpreting its meaning and function. It illuminated
critical elements of their experience and made them more accessible,

enabling a more complete interpretation and understanding.
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12.4.2 Commitment and rigour

As a neophyte researcher the clear cut procedures outlined by IPA may
achieve a methodological soundness but do not necessarily provide evidence
of quality. My commitment was demonstrated by the care shown to my
participants in the interviews; they were a small number specifically chosen for
their special attributes and experiences. The open-ended questions and
minimally structured approach attempted to show each of the consultants
respect and inculcate the interviews with a valuing of their unique perspective.
Their willingness to participate, to answer both professional and personal
guestions, with two of the participants sharing experiences that they had not
previously described in depth before, supports my commitment, sensitivity and

transparency.

Rigour is made apparent by the clear trail (see Chapters 5, 6, 7, 8 and 11) that
explains the processes involved in the interviews together with the thorough
and systematic descriptive, linguistic and conceptual analysis which
demonstrates methodological skill and practical competence. Thoroughness
of this thesis was also demonstrated by the choice of medical consultants, the
study sample selected being the specific group identified in the research
question and being the ‘gatekeepers’ in enabling or hindering access to
SPCS.

The analysis was interpretative in that it moved beyond description to eliciting
meanings and understandings. Identification of individual and shared themes

was supported by the use of verbatim quotes.

12.4.3 Transparency and coherence

Reflexive skills, as part of the concept of transparency, enable the combining
of these apparently opposing elements of the consultants’ stories to form a
gestalt of the experience. IPA indicates that this can be demonstrated by the
important check of relating the identified themes back to the original verbatim
transcripts. In this thesis it was supported by the constant reading and re-
reading of the transcripts before during and after data analysis. Equally

helpful for me was that throughout the research journey | regularly re-listened
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to the interviews with the consultants. | remained constantly immersed and
engaged with their stories, they became very familiar to me and their
individual voice was consistently heard as well as supporting understanding of

their shared experience.

This constant involvement also supported the multilayered interpretative
activity associated with IPA that requires equipoise between a hermeneutics
of empathy and a hermeneutics of suspicion (Smith et al 2009) but for me felt
more like a hermeneutics of curiosity. This multilayered approach to

interpretation contributed to what IPA describes as a ‘good enough’ analysis.

Smith et al (2009) believe that Yardley outlines two possible elements to
demonstrate coherence. Firstly by making clear that there is a fit between the
research undertaken and the principles of IPA and secondly that there is
consistency in the arguments made when the themes are identified, in their
interpretation and in the writing up of the thesis. The writing up of the thesis
provided a nuanced account of convergence, divergence and of the

consultants’ unique and shared experience.

The fit between the research question and aims and the research approach of
IPA evolved together with my understanding of what | was hoping to achieve.
| was hoping to achieve more than a description of their clinical lived
experience, the aim was to explore and understand the factors influencing
their referral practices (or not) to SPCS. This required a deeper
understanding of the structural contexts (such as clinical and professional)
and the ability to link aspects of their practice to more theoretical contexts
(such as knowing and the life-world). The structural and theoretical contexts
were apparent throughout the research journey. For example the macro,
meso and micro structural levels of health care together with dimensions of
knowing impact on the consultants decision making in practice. Thus IPA’s
methodological and philosophical approach enabled exploration of the

meaning of their experiences through interpretation and discussion.
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12.4.4 Impact and importance

This element of quality is demonstrated by how well the research was
undertaken and how interesting, important and potentially useful their
experiences proved to be. The experience described by the consultants
demonstrated links with theoretical perspectives, the influences of the life
world, habitus and their individual personal and social histories. The
importance of social constructionist epistemology, that informs IPA, is that
individual meanings are not primarily constructed by the experience of the
individual person. Instead they are socially constructed and come into being
in and out of human interaction, describing the aspects that make up
experience. Ways, possibilities and constraints inherent in the material world
shape and inform the social constructions we live through and with. As
Cromby & Nightingale (1999) identify, the structural features of society,
including its inequalities, the power of institutions and governments and the
organisation of health care all have an impact on research. In this thesis
these impact on the consultants’ experience and helped shape and inform

their understanding.

12.4.5 Conclusion

As described earlier in Chapter 4, this thesis fits with the requirements of the
IPA approach in that it concentrates on specific individuals (medical
consultants) as they deal with the specific situation of end of life care and the
involvement of SPCS for their patient group. It considers their personal and
professional perspectives and experiences. The interview account is built by
the participant and the researcher, co-constituted and influenced by the life-

world.

During the interviews physicians were asked to reflect on and explore their
process of decision-making rather than on its outcome, considering the factors
and meanings that influence their course of action or inaction. (Smith et al
2009). Its focus relates to significant issues, either ongoing or at a critical
juncture in life, that inform and enable detailed exploration of factors
influencing consultants to refer or not refer their patients to SPCS, it

concentrates on the particular rather than the universal experience.
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The study uses IPA to examine these factors in an attempt to make sense of
their impact on the individuals decision-making. The detail of the idiographic
case enables the researcher to get closer to how participants make sense of
their experiences. Little is known about why physicians refer or do not refer, it
is about understanding processes not measuring outcomes and is concerned
with experiences, feelings and attitudes. It explores the individual experience,
supports clinical heuristics, and enables the value of difference. IPA’s

philosophical underpinnings appear congruent with end of life care.

12.5 REFLECTIONS

12.5.1 Methodological

The following section presents my reflections on the use of IPA and the
research journey. The benefits for me as a neophyte researcher, as alluded
to earlier, relate to IPA’s user-friendly approach which is in direct contrast to
many other qualitative methodologies.  The clear-cut guidelines and
accessible language make for ease of understanding and application. This
flexible and inductive approach proved especially useful in exploring the
participants’ experience in seeking to understand difficult health care
decisions, especially the individual, social and personal processes that

influenced them.

The different levels of interpretation combine the hermeneutics of identity and
empathy together with the hermeneutics of questioning, curiosity and being
critical. Understanding is achieved by combining these creatively, Reid et al
(2005) recognise the creative value of both using existing theoretical
frameworks and engaging with new ideas and thoughts. This links with IPA’s
philosophical foundations in which Heidegger and Gadamer suggest fore-
understanding is important in interpretation. Sometimes interpretation is
enhanced by discovering something new. For me this was the consultants’
use of language and metaphor which encouraged me to undertake linguistic
analysis. This enabled me to discover new concepts such as binary opposites
and derive fresh understandings that added to the understanding of their

experience.
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However IPA’s approach was not ‘methodolatory’, it was enhanced and adapted
in this thesis by the inclusion of the reflective life-world perspective. The rationale
for combining these two approaches resonates with the justification proposed by
Johnson et al (2004) who combined aspects of IPA and Foucauldian discourse
analysis. Their argument was pragmatic and based on the idea that ‘the choice
of approach should be based on the goals of the research’ (p.364). For me the
choice of approach was not only based on the goals of the research but was
influenced by the need to reflect and understand the consultants’ experiences as
fully as possible. This feels entirely congruent with the principles of IPA as
outlined by Smith et al (2009).

Undertaking a preliminary literature review at the outset was helpful in
providing a sound awareness of existing literature and the contemporary
issues in end of life care. It enabled identification of potential gaps and
uncertainties which proved helpful in preparing the proposal, identifying the
research questions and the broad areas for exploration in the interviews. Itis
possible that this a priori knowledge may have subconsciously impacted on or
influenced the data analysis, especially the identification of themes related to
the structural aspects of palliative care. The multiple layers of interpretation
supported the identification of unique themes which were only subsequently
linked to other existing theoretical perspectives, for example ‘habitus’ and
clinical mindlines. This necessitated substantial reworking of the literature
review and its subsequent division into the structural context of specialist

palliative care and the theoretical context of clinical thinking and knowing.

12.5.2 Personal

In presenting the findings from this study | am aware that | have made
judgements. The processes by which these judgements have been derived
rely on trustworthiness and a caring approach to the participants’ narrative.
This is demonstrated by my monitoring and reporting of the analytical
procedures and processes as fully and truthfully as possible. Also being
guided by the ‘epistemic virtues’ of IPA, in particular the use of the
hermeneutic circle which supported the descriptive, conceptual and linguistic
analysis (Patton 2002; Polkinghorne 2006; Smith et al 2009).
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Mauthner & Doucet (2003) reflecting on their doctoral experiences suggest
that reflexivity is limitedly possible at the time of doing research; influences
can be more clearly observed following a period of distancing. Their account
led me to suspect that my research has been externally influenced at all
stages of the research journey. For this thesis the choices made in relation to
the research methods and theoretical perspectives were perhaps influenced
by my personal and professional biography, (as outlined in the preface to the
thesis) as was the choice of literature and texts to guide the exploration. It is
possible that this led me to privilege particular ways of ‘seeing’ and ‘hearing’

during the process of data analysis.

The possibility of showing partiality was a particular challenge when moving
from the descriptive to the interpretative level of analysis. This interpretative
process was characterised by many false starts or roads leading nowhere.
Initially the interpretation focussed on the clinical and structural aspects of
their experience but this did not reflect the more personal and contextual
elements. Choosing to link the consultants experience to theoretical concepts
such as the life-world was not the only possible route to deepen analysis. It
was a useful and personally challenging way of encouraging a fresh

perspective to achieving understanding.

The insider outsider perspectives impacted on my interpretation. Minimally |
am an insider, | am not a physician, not male and clinical care is no longer my
primary professional focus. However, | am an insider in relation to the fact
that | am exploring issues related to my area of expertise, this is both a help
and a hindrance in that it may enable or obscure understanding. The belief
that | shared a common understanding of palliative care with the participants
was not made explicit; in the early interviews | accepted their comments about
traditional palliative care at face value without establishing their true

understanding.
It was clear that there was also an interpretative element in the data

generation part of this thesis which was supported by the outsider perspective

enabling a more reflective, but not objective, stance to be adopted. | remind
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myself that although my experience is similar | am not a consultant and
cannot truly understand the experience of establishing and communicating an
end of life prognosis nor of referral decision making. Our life-worlds are

different.

Two of the oncologists, Eve and Greg, were individuals | knew and had
worked with clinically and strategically over a number of years, neither felt this
was an ethical or professional issue, nor a conflict of interest. For me there
was the requirement of ensuring the research process was conscientious. It
felt important to try and obliterate any prior knowledge and preconceptions to
ensure that the interview dialogue and subsequent analysis dealt with what
was actually said, that they were not mis-represented. | was also concerned
as to how my past relationship would impact on the interview either enabling

or hindering the encounter.

All the participants involved appeared highly articulate and ‘knowing’, the
potential risk being that they could have produced abstract impersonal
accounts missing the personal and unique qualities intrinsic to the
phenomenological approach (Crotty 1998). As experienced clinicians | was
aware that the achieving of rich responses was dependent on the perceived
importance to them of the issue or experience being explored. All the
respondents engaged supportively and the interviews provided much personal
and valuable information. Establishing a relationship enabled the gleaning of
some ‘rich raw and powerful’ data, most of the consultants appeared less

protected and more open than anticipated.

There was a concurrence between the consultants’ perspectives and my
agenda which was facilitated by these open ended questions and a flexible
personal style which appeared to encourage reflection and less guarded
responses, more ‘opening up’. Smith et al (2009) offer this as a strength in

IPA research.

Finally, this thesis may have also been shaped by institutional and practical

constraints related to institutional concerns, the role of mentors and
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supervisors and my position as a doctoral student who needed to successfully
complete an acceptable thesis.

12.6 CONCLUSION

This chapter has attempted to consider issues of reflexivity and openness,
quality and validity by applying Yardley’s criteria (Yardley 2000, 2008). It is
worth acknowledging that whilst demonstrating openness and awareness is
important it does not necessarily add to the credibility or accuracy of the data
presented in the thesis. It has also presented a reflective narrative of my
research journey and in the generation of this thesis.
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CHAPTER 13 - CONCLUSION

In the midst of the constant noise of our modern
world, we need to create sufficient silence to hear
ourselves and others. (Fletcher et al 2001:23).

13.1 SUMMARISING THE STUDY

The study described in this thesis sets out to consider the factors that may
contribute to medical consultants’ referral practices to Specialist Palliative
Care Services (SPCS) in Wales, specifically exploring the factors acting as

enablers or barriers to this.

The experience, (as described in the interview narratives) of each of the 10
consultants was presented together with descriptive, linguistic and conceptual
analysis that enabled the identification of individual and shared themes.
These data based chapters highlight the personal and professional and the
structural and theoretical factors impacting on their referral decisions. The
phenomenological and interpretative aspects of IPA informed the discussion
chapters. Structural and clinical perspectives together with philosophical,
phenomenological, linguistic and psychological theories were used as a
framework to achieve an understanding of their clinical thinking and knowing

in practice.

The previous chapter considered the issues of quality and validity, presenting
personal reflections in relation to the conduct of the study and its underpinning
philosophical and methodological approaches. This concluding chapter
identifies the key aspects emerging from the completion of the thesis and
considers their implications for policy, practice and education in relation to end
of life care. It will also attempt to explicate the original contribution made by

this PhD thesis and consider where next in relation to post-doctoral activity.

The following research questions were presented at the start of the thesis:

e |Is there is a significant relationship between physicians perceptions
and attitudes towards palliative care and their referral decisions?

e What is their view of the appropriateness of palliative care for differing
populations?
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e Is there a difference between consultants working with cancer and non-
cancer patient populations?

These questions have been answered in part by achieving an understanding that
clinical thinking and knowledge (both personal and professional) impacts on
referral decision making and that the structural and theoretical contexts of health
care impact on individual practice. What became more apparent was that IPA’s
approach supporting multi-layered exploration enabled the complexity of the

consultants’ stories and experiences to be heard.

13.2 KEY LESSONS ARISING FROM THIS STUDY

The structural background of the macro, meso and micro levels of health care
organisation and delivery locate the thesis within the complex arena of
contemporary health care. Although much of the work in this thesis
concentrates on the micro level of work, the direct day to day practice that
shapes the experiences of the consultants. It became apparent that all the
consultants’ experiences were influenced by the contingencies between the

macro and meso levels of the organisation and their impact on practice.

Consideration of the historical, political and evolutionary development of
palliative care made it clear how the multitude of external pressures and the
speed with which they emerged have directly impacted on individual practice.
New strategic initiatives have led to challenges in the organisation and
delivery of all services. Not always for the better. The consultants’
experiences reflect uncertainty and concern particularly in relation to resource
and geographical inequity. Their experiences are consistent with what is
already known about the tensions of organisational and interagency working

both within and across specialities.

The consultants’ stories demonstrated their understanding and explicit awareness
of the structural context of health care and its impact on the individual practitioner
and patient (Flood 2010). Their practice, as individuals and shared across
specialist groups, was influenced by the need to meet standards and targets set

by the Welsh Government the implementation of which they describe as being
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both constrained and enabled by local organisational and resource factors. The
current strategic and organisational flux impacts on resourcing. For example the
lack of availability of heart failure specialist nurses or community based therapy
services for all patient groups.

The interview data clearly demonstrated that the individual consultants’
practice requires them to function simultaneously at the macro, meso and
micro levels of health care. This is clearly embedded in their practice and
found in the descriptions of their experience. This adds dissonance and
complexity to their clinical role where change at one level, for example the
strategic requirement to extend palliative care to those with a non-cancer

diagnosis, has the potential to be felt at the other levels.

In exploring the enabling and hindering factors to referral there was a clear
difference between those internally and externally influenced. The external
factors enabling and hindering access to specialist services were more likely
to be related to the macro and meso levels of health care, these factors were
generally externally imposed on the individual practitioner and their practice.
Particular examples relate to referral guidelines and protocols produced by
provider organisations such as hospices in supporting access for non-cancer
patients, or the strategic direction from the Welsh Government in
recommending the adoption of the Integrated Care Pathway for the Last Days
of Life (2006) as being a best practice approach. Their recommendation was
made for all patients at the end of life despite it being conceived to meet the
particular needs of cancer patients. The cardiologists and old age
psychiatrists mentioned its use as being problematic (as well as being helpful
in some respects) as its use is predicated on the requirement to diagnose
dying which, as reported in the literature and the participants narratives, is

difficult for their patient groups.

The strategic and organisational requirement for prognostication, as a means
for identifying end of life and as a requirement to potentially access services,
Is described as problematic at a clinical and practical level. At the micro level

of care it was the factors associated with disease trajectories and difficulties in
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prognostication which together with the consultants privileging of their own
clinical knowing and thinking had direct impact on their perceptions of
palliative care and consequent referral decisions. This tension is also

apparent in the consultants’ described perceptions of palliative care.

In contrast many of the barriers to referral were internal, informed by them as
individuals and the micropolitics of practice. Loss and grief at a personal
level, their stories of memorable patients or professional colleagues all had an
impact on their clinical thinking and knowing. Examples in the oncologists’
stories gave an indication of how these factors influenced their perception and
engagement with their palliative care colleagues. In relation to personal
experience: there was an equal split in each specialist group between those
with or without personal experience of death and dying in close family
members. This split was not predetermined and was only revealed at the time

of the interviews.

The mixture of the structural and theoretical contexts supporting analysis
enabled a deeper understanding of the consultants’ experience. It specifically
made more apparent the more personal aspects of their experience and its

impact on their knowing and thinking as nested in their practice.

Expertise in medicine is domain specific, this is reflected in the interviews and
experiences of all the consultants. For the cardiologists, oncologists and old age
psychiatrists their specialist practice is legitimised by the substantive body of
knowledge they possess and command together with the specific skill set and
techniques they possess in applying that knowledge to the specialist area of
practice. All privileged their unique body of knowledge which they perceived
would be lost to their patients if a palliative care referral were made. Most

recognised the value of palliative care but also acknowledged its limitations.

For the cardiologists and old age psychiatrists there appear to be more concerns
in considering referral. Their specialist knowledge has a therapeutic primacy.
Active management of heart failure needs the skills of a cardiologist. The

management of advanced dementia relies on the specialist skills of old age
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psychiatrists. Both consultant groups indicate that the disease trajectories,
difficulties in prognostication and the negative connotations of palliative care
would also make them hesitant to refer.

Specifically establishing and communicating an end of life prognosis is
complicated by its perceived negative consequences to them as individuals, such
as voodoo kills and the self fulfilling prophecy (as discussed earlier in Chapter 10)
and by the practical difficulties associated with the heart failure and dementia
disease trajectories. As demonstrated by previous studies prognostication is also
troubling personally related to the perceived negative consequences of prediction
(Christakis 1999).

Palliative care is only helpful in specific circumstances rather than being routinely
offered. The cardiologists and old age psychiatrists articulated the potential
benefits of a shared care approach (becoming more present in the literature)
using palliative care as a resource to them rather than as a direct care provider.
The only exceptions made were in relation to the accessing of in-patient hospice

care or specialist out-of-hours community support.

The oncologists adopted a more inclusive approach seeing palliative care as
part of the cancer patients’ journey, this may relate to the historical
relationship between the specialities and the trajectory of cancer which makes
it easier to diagnose dying. There is evidence that referral for oncologists and
thus for cancer patients is more routine and acceptable. The skill set of
palliative care having been honed by familiarity in caring for cancer patients at

the end of life.

The consultants described, interpreted experiences demonstrate clinical
thinking and knowing that appears as the ‘exercise of clinical judgement’. In
relation to referral decision making, for the individual patient their clinical
thinking, knowledge and the context of care acts as a guide to whether direct
referral would be of benefit or whether skills of SPC could be used indirectly

as a resource or consultancy service.
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The virtual concept of clinical mindlines was an exemplar in all the consultants’
stories of their clinical thinking and knowing in dealing with complex situations.
For the cardiologists and old age psychiatrists there appeared to be an implicit
and shared awareness of the requirement to make a prognosis but an
understanding as part of their tacit and empirical knowing influenced their
decisions to withhold or share that prognosis. This was the case specifically in
relation to establishing the ‘tipping point’ between active and palliative care. Their
experiences were a basis for consequent action or inaction in relation to referral

decision making.

More uniquely some of their individual perceptions of palliative care appear
negative, this was most powerfully demonstrated by their language, use of
metaphor and binary opposites in the descriptive and conceptual analysis of their
experience. The cardiologists’ language conveyed the sense that palliative care
was likely to be deleterious; the primacy of their specialist knowledge and skills
enabled them to maintain an optimistic approach to care for their heart failure
patients. Palliative care was a resource for them, only rarely was it appropriate

for them to have direct contact with heart failure patients.

The consultants’ perspectives of end of life are also characterised by implicit
theoretical and philosophical concepts that appear to influence their practice.
Their individual realities were influenced by the life-world, which moves their
experience from the epistemological to the ontological and their habitus which for
most consultants was unquestioned because it was an inherent part of their

professional behaviour.

In considering whether the professionals’ specific knowledge benefits the
service user or the profession it represents, there appear to be links with
Aristotles’ notion of phronesis that their knowledge is used for the good, to

benefit their patients and the wider health and social care arena.
Specific medical knowledge is of value for them working in a pluralistic

multiprofessional health and social care sector. The core elements of their

described experiences demonstrate that the welfare of individual patients, the
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service user, is their prime concern. Their therapeutic skill set and empirical
knowledge is enhanced by the human aspects of clinical practice and
informed by their personal and professional experiences. Their unique body
of medical knowledge and status also privileges them as being clinically
responsible for patient care and having the leadership role in clinical decision
making. Thus it benefits both.

13.3 THE ORIGINAL CONTRIBUTION MADE BY THIS THESIS AND
WHERE NEXT

The original contribution made by this study lies in a number of areas. There
is originality in exploring the personal and professional experiences of medical
consultants in relation to end of life care and how these impact on their
referral decisions. In the consultants’ stories there appears to be a complex
interplay between the personal and the professional, the consultants’ role

demonstrates shared but also unique and personal contingencies.

Comparing cardiologists, oncologists and old age psychiatrists provided useful
insight into their specialist life-world of practice. The clinical diagnoses
exemplars of heart failure, cancer and dementia demonstrated the array of
specialist skills and unique body of knowledge that was employed in the care
of their patients. What emerged was an understanding and appreciation of
their specialist skills manifest throughout their patients’ journey. Interestingly,
their described experiences of practice indicated that elements of palliative

care were present albeit unconsciously.

Most considered palliative care as an adjunct to their practice or as a
professional resource. This is not unique but the assumption that a palliative
care referral would benefit their patients was challenged as part of the
exploration and areas were identified where referral would not prove helpful.
This is contrary to the strategic and organisational directives related to end of

life care which are predicated on the value of such a referral.

Uniquely the IPA approach demonstrated its value in this thesis as a means of

getting closer to the consultants’ experiences and achieving an understanding
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of the factors impacting on their referral practices. The deliberate division in
the literature review and the subsequent discussion chapter between the
structural and theoretical contexts was consistent with the phenomenological
and interpretative elements of IPA.

IPA also enabled a deeper and more personal appreciation of the
complexities of their life-world in practice which as a nurse | thought |
appreciated but clearly did not. The consultants see their role as the decision
makers in relation to transitions to end of life care. Consistent with Gott et al’s
study (2011) they do not acknowledge the rest of the team in informing or
participating in these decisions. Their difficulties in establishing and
communicating an end of life prognosis and the personal and professional
responsibility involved is not made apparent to the rest of the inter-
professional team. It is hoped that publications derived from this thesis may
increase nurses (and perhaps other health care professionals) understanding
of the complexities and responsibilities inherent in the consultants’ role

especially in relation to diagnosing dying.

The key findings are consistent with what is already known about difficulties in
prognostication associated with trajectories of care and transitions. The
disease trajectories at the end of life are liable to become increasingly
complex both from disease related and organisational perspectives. The
responses to these difficulties give the consultants options in clinical

management.

To the best of my knowledge the IPA approach has not been applied to this
particular professional group in relation to end of life referral practices. Its
detailed approach to multi-layered data analysis gives further strength to this
study. The purposive sample of participants suggested that the consultants
who were interested were more likely to participate and thus the conclusions

may be less generalisable but still of value.

An original contribution is made by increasing understanding of the external

influences of the macro, meso and micro levels of health care on the
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individual experiences of the participants. Specifically how the strategic and
organisational requirements and demands, the lack of human and material

resources, impact on their clinical practice and care of individual patients.

Although education was not explicitly discussed in the thesis, clinical knowing
and thinking was an essential factor impacting on referral decision making.
The Welsh Government palliative care strategy requires an interface between
providers to achieve optimum end of life care primarily focussed on education.
During production of the thesis | have been involved in a peer learning project
which has developed a shared learning programme between heart failure and
palliative care nurse specialists. The purpose was to inform the practice and
upskill both professional groups by developing a shared understanding and
competence. It was based on the premise that not all patients require SPC,
identification of those who might benefit from direct contact or those who
would benefit from the consultancy and resource elements of SPCS in
enhancing their own practice. What is uniquely suggested is a recursive

approach in practice between the specialist groups.

This thesis combined a social constructionist interest in epistemology and use
of language together with an interest in the experiential aspects of the medical
encounter from the perspective of the medical consultants. In the discussion
section it offered an eclectic perspective in approaching the same research
problem from different theoretical and methodological angles. Not perhaps

unique but helpful and essential in supporting understanding.

In this thesis the consultants’ reflections on their experiences and decision
making mirrors in part the complexity of medical practice ethnographically
observed by Montgomery (2006) which perhaps supports the value of their
personal reflection:

It [medical practice] is far more than a body of scientific
knowledge and a collection of well-practiced skills,
although both are essential. It is the conjunction of the
two: the rational, clinically experienced, and scientifically
informed care of sick people. Its essential virtue is
clinical judgement, the practical reasoning or phronesis
that enables physicians to fit their knowledge and
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experience to the circumstances of each patient. Details
of human biology and countless bits of technological
information are called from memory, along with their own
experiences and those reported by others, and the
whole is focused by (and on) the details of a particular
patient’s illness p.33.

This thesis explored the myriad of factors impacting on referral decision
making and importantly considers the advantages and disadvantages of a
palliative care referral on different patient groups and the physicians involved
in their care. It has uniquely focussed on their individual experiences, as
professionals and people, acting as a barrier or enabler to referral.

Personally the thesis journey has made me more curious and has made me
guestion my understanding of palliative care, its place in contemporary health
care and the clinical complexity inherent in care at the end of life. It has felt
like ‘Wittgenstein’s ladder’ providing the initial footing prior to perhaps
undertaking further research. The study has highlighted important issues for
future enquiry, some of which may be developed as part of post-doctoral
activity. In line with UK policy directives for example, further exploring the
personal and professional perspectives of each consultant group would be
timely. Focussing specifically on the role of team members in helping or
hindering the transitions to palliative care and considering the impact of the
acute hospital setting would potentially offer rich information (Gott et al 2011).
Following on from the national clinical audit of dementia (RCP 2011),
identifying the need for significant improvements in the approach to care
delivery and staff education, the old age psychiatrists might be the first group
for further study. Also acknowledging strategic and organisation directives
this information may help facilitate the development of bespoke models of
education and service delivery supporting the shared care approach to end of
life care supported by the participants in the thesis (WG 2009; GMC 2010; DH
2011a, 2011b; Hughes-Halllett et al 2011).

314



REFERENCES

Addicott, R. & Ashton, R. (2010). Delivering better care at the end of life: The
next steps. London: The King’s Fund.

Addicott, R. & Hiley, J. (2011). Issues facing commissioners in end-of-life
care. London: The King’s Fund.

Addington-Hall, J.M., Fakhoury, W. & McCarthy, M. (1998a). Specialist
palliative care in non-malignant disease. Palliative Medicine 12:417-27.

Addington-Hall, J.M., Altmann, D. & McCarthy, M. (1998b). Variations by age
in symptoms and dependency levels experienced by people in the last year of
life, as reported by surviving family, friends and officials. Age and Ageing
27:129-136.

Addington-Hall, J.M. & Higginson, I. J. (2001). Palliative Care for Non-cancer
Patients. Oxford: Oxford University Press.

Addington-Hall, J.M. (2002). Research sensitivities to palliative care patients.
European Journal of Cancer Care 11:220-224.

Addington-Hall, J.M., Bruera, E., Higginson, 1.J. & Payne, S. (eds) (2007).
Research methods in palliative care. 1 edition. Oxford: Oxford University
Press.

Agar, M., Currow, D.C., Shelby-James, T.M. & Plummer, J. (2008).
Preference for place of care and place of death in palliative care: are these
different questions? Palliative Medicine 22(7):787-795.

Ahmed, N., Bestall J.C., Ahmedzai, S.H., Payne, S.A., Clark, D. & Noble, B.
(2004). Systematic Review of the problems and issues of accessing specialist
palliative care by patients, carers and health and social care professionals,
Palliative Medicine 18:525-542.

Allender, S., Peto, V. & Scarborough, P. (2008). Coronary Heart Disease
Statistics 2008 Edition. London: British Heart Foundation.

Allery, L.A., Owen, P.A. & Robling, M.R. (1997). Why general practitioners
and consultants change their clinical practice: a critical incident study.
British Medical Journal 314:870-874.

Alvesson, M. (2010) Interpreting Interviews. London: Sage Publications Inc.

Alzheimer's Disease Society. (2010). Dementia: Key facts and figures.
London: Alzheimer's Disease Society.

Aristotle. (1985). The Nicomachean Ethics. Trans. Terence Irwin. Indianapolis:
Hackett.

315



Aristotle. (2004). The Metaphysics. Trans. Hugh Lawson-Tancred. London:
Penguin Classics.

Ashworth, P. (2003). An Approach to Phenomenological Psychology: The
Contingencies of the Life-world. Journal of Phenomenological Psychology
34:145-156.

Ashworth, P (2008) Conceptual foundations of qualitative psychology. In
Smith, J. A. (ed) Qualitative psychology. A Practical Guide to Research
Methods. 2" edition. Sage Publications Ltd: London. pp 4-25.

Ashworth, P. & Cheung Chung, M. Eds. (2006). Phenomenology and
Psychological Science: Historical and Philosophical Perspectives. New York:
Springer.

Aspinall, J. & Jacobson, B. (2004). Ethnic Disparities in Health and Health
Care: A Focused Review of the Evidence and Selected Examples of Good
Practice. London: London Health Observatory.

Atkinson, P. (1981). The Clinical Experience: the Construction and
Reconstruction of Medical Reality. Guildford: Gower.

Atkinson, P. (1984). Training for Certainty. Social Science and Medicine 19(9):
949-956.

Atkinson, P. (1995). Medical Talk and Medical Work. London: Sage.

Atkinson, T. & Claxton, G. (2000). The Intuitive Practitioner. Maidenhead:
Open University Press.

Audit Scotland (2008) Review of palliative care services in Scotland.
Edinburgh: Audit Scotland.

Avis, M. & Freshwater, D. (2006). Evidence for Practice, Epistemology and
Critical Reflection. Nursing Philosophy 7:216-224.

Bayer A (2006) Editorial: Death with dementia — the need for better care. Age
and Ageing 35: 101-2.

BBC News (2006) How to have a good death. 1% Broadcast BBC2 on
30/3/2006. www.bbc.co.uk/videonation/feature/haveagooddeath.

BBC News (2011) UK man given an artificial plastic heart.
www.bbc.co.uk/news/health-14363731 accessed 2/8/2011.

Belenky, M.F., Clinchy, B.M., Goldberger, N.R. & Tarule, J.M. (1997).
Women's ways of knowing: The development of self, voice and mind. Tenth
anniversary edition. New York: Basic Books.

316


http://www.bbc.co.uk/news/health-14363731

Bell, D. (2010). GMC guidance on end of life care. British Medical Journal
340:¢c3231.

Benbow, S.M. & Jolley, D. (1997). Old Age Psychiatrists: What do they find
stressful. International Journal of Geriatric Psychiatry 12:879-882.

Benner, P. (1984). From Novice to Expert: Excellence and Power in Clinical
Nursing Practice. Menlo Park, California: Addison-Wesley.

Benner, P. (1994). Interpretive Phenomenology. Embodiment, Caring and
Ethics in Health and Iliness. London: Sage Publications.

Berger, P. & Luckman, T. (1966) The Social Construction of Reality. London:
Penguin.

Beresford, E.B. (1991). Uncertainty and the shaping of medical decisions.
Hastings Centre Report. 21:6-11.

Bestall, J.C., Ahmed, N., Ahmedzai, S.A.,_Payne, S.A., Noble, B. & Clark, D.
(2004). Access and referral to specialist palliative care: patients’ and
professionals’ experiences. International Journal of Palliative Nursing 10
(8):381-9.

Biggerstaff, D. & Thompson, A.R. (2008). Interpretative Phenomenological
Analysis (IPA): A Qualitative Methodology of Choice in Healthcare Research.
Qualitative Research in Psychology 5:214-24.

Bonis, S.A. (2009) Knowing in Nursing: a concept analysis. Journal of
Advanced Nursing, 65(6):1328-1341.

Bourdieu, P. (2006) Outline of a theory of practice. Cambridge: Cambridge
University Press.

Boyd, K. & Murray, S. A. (2010). Recognising and managing key transitions in
end of life care. British Medical Journal 341:c4863.

Bradbury-Jones, C. & Tranter, S. (2008). Inconsistent use of the critical
incident technique in nursing research. Journal of Advanced Nursing
Research Methodology pp.399-407.

Bradley, C. (1992), Uncomfortable prescribing decisions: a critical incident
study, British Medical Journal 304:294-296.

Brannelly, T. (2011) Sustaining citizenship: people with dementia and the
phenomenon of social death. Nursing Ethics 18(5):662-671.

Braun, V. & Clarke, V. (2006). Using thematic analysis in psychology.
Qualitative Research in Psychology 3(2):77-101.

317


auth:Ahmed,N
auth:Ahmedzai,SH
auth:Payne,SA
auth:Noble,B
auth:Clark,D
pmid:15365492
pmid:15365492

Brett, A.S. & Jersild, P. (2003). ‘Inappropriate’ Treatment Near the End of Life.
Archives of Internal Medicine. 163:1645-1649.

British Cardiovascular Society Working Group. (2006). National Variations in
the Provision of Cardiac Services in the United Kingdom. London: British
Cardiovascular Society.

British Heart Foundation. (2010). Coronary Heart Disease: Morbidity. London:
British Heart Foundation.

Brocki, J.M. & Wearden, A.J. (2006). A critical evaluation of the use of
interpretative phenomenological analysis (IPA) in health psychology.
Psychology and Health 21(1):87-108.

Bryman, A. (2001). Social Research Methods. Oxford: Oxford University
Press.

Bilow, H.H., Sprung, C.L., Reinhart, K., Prayag, S., Du, B., Armaganidias, A.,
Abroug, F. & Levy, M.M. (2008). The world’s major religions’ point of view on
end-of-life decisions in the intensive care unit. Intensive Care Medicine
34:423-430.

Bilow, H.H. (2010). The World’s Major Religions’ Views on End-of-Life Issues
in Diet and Nutrition in Palliative Care p31-39 Editor Victor Preedy.
CRCPress:Taylor Francis.

Burgess, R. (1984). In the Field. London: Unwin Hyman.

Burr, V. (2003). An Introduction to Social Constructionism. (2" edition).
London: Routledge.

Burt, J. & Raine, R. (2006). The effect of age on referral to Specialist palliative
Care Services — a systematic review. Age and Ageing 35:469-76.

Bury, M.R. (1986). Social constructionism and the development of medical
sociology. Sociology of Health and lliness 8:137-69.

Byock, I.A. (1998). Hospice & palliative care: A parting of the ways or a path
to the future. Journal of Palliative Medicine. 7(2):165-176.

Byrne, M. (2001). Critical incident technique as a qualitative research method.
Research Corner Association of periOperative Registered Nurses 74(4): 536-
539.

Cancer Action Team. (2007). Holistic common assessment of supportive and

palliative care needs for adults with cancer: assessment guidance. London:
Cancer Action Team.

318



Cancer Research U.K. (2007). “Cancer is our number 1 fear but most don’t
understand how many cases can be prevented”. Press Release London:
Cancer Research UK.

Cancer Research U.K. (2009). Cancer Stats. Incidence 2006 — UK. London:
Cancer Research UK.

Cancer Research U.K. (2010a). Cancer Stats. Incidence 2007 — UK. London:
Cancer Research UK.

Cancer Research U.K. (2010b). “Cancer is biggest fear but 34% put it down to
fate”. Press Release London: Cancer Research UK.

Cancer Research U.K (2011). Cancer Stats. Incidence 2008 — UK.
info.cancerresearchuk.org/cancerstats.

Cancer Services Co-ordinating Group, Welsh Assembly Government. (2006).
Designed to Tackle Cancer in Wales: A Welsh Assembly Government Policy
Statement. Cardiff: WAG.

Cannon, W.B. (1942) Voodoo Death. American Anthropologist 44:169-81.

Cardiac Network, Welsh Government. (2011). Peer Learning Project Palliative
Care and Heart Failure. Cardiff: WG.

Carper, B. (1978). Fundamental ways of knowing in nursing. Advances in
Nursing Science 1(1):13-23.

Carr, W. & Kemmis, S. (1986). Becoming Critical. Education, knowledge and
action research, Lewes: Falmer Press.

Cassell, E. (1991). The Nature of Suffering and the Goals of Medicine. New
York & Oxford: Oxford University Press.

Charon, R. (2001). Narrative Medicine: A Model for Empathy, Reflection,
Profession, and Trust". Journal of the American Medical Association
286:1897-1902.

Chan, R. & Webster, J. (2010 & 2011). End-of-life care pathways in improving
outcomes in caring for the dying. Cochrane Database of SystematicReviews
Issue 1 Art.

No:CD008006. DOI: 10.1002/14651858.CD008006pub2. Edited (no change
to conclusion), published in Issue 3, 2011.

Chandler, D. (1994). Semiotics for Beginners.
http//www.aber.ac.uk/media/documents/S4B

Chapman, E., Landy, A., Lyon, A., Haworth, C. & Bilton, D. (2005). End of life

care for adult cystic fibrosis patients: Facilitating a good enough death.
Journal of Cystic Fibrosis 4:249-257.

319



Chapman, E. & Smith, J.A. (2002). Interpretative phenomenological analysis
and the new genetics. Journal of Health Psychology, 7(2):125-130.

Charlton, R. (1993a). Using role-plays to teach palliative medicine. Medical
Education 26:473-477.

Charmaz, K. (2008). Grounded theory. In J.A. Smith (ed) Qualitative
Psychology: A Practical Guide to Methods (2" edn) p81-110. London: Sage.

Chen, H., Haley, W., Robinson, B. & Schonwetter, R. (2003). Decisions for
Hospice Care in Patients with Advanced Cancer. Journal of the American
Geriatrics Society 51(6):789-797.

Cherny, N.Il. & Catane, R. (2003). Attitudes of medical oncologists towards
palliative care for patients with advanced incurable cancer. Cancer
98(11):2502-10.

Chinn, P.L. & Kramer, M.K. (2008). Integrated Theory and Knowledge
Development in Nursing 7™ Edition. California: Addison-Wesley.

Christakis, N.A. (1999). Death Foretold — Prophecy and Prognosis in Medical
Care. Chicago: University of Chicago Press.

Christakis, N.A. & lwashyna, T.J. (1998). Attitudes and Self-Reported Practice
Regarding Prognostication in a National Sample of Internists. Archives of
Internal Medicine 158:2389-95.

Christakis, N.A. & Lamont, E.B. (2000). The Extent and determinants of error
in doctors’ prognoses in terminally ill patients: prospective cohort study. British
Medical Journal 320:469-72.

Chugani, V.M., Gonzéalez-Castro, I., deOrmijana-Hernandez, A.S., Martin-
Fernandez, R. & de la Vega, E.F. (2010). How to provide care for patients
suffering from terminal non-oncological diseases: barriers to a palliative care
approach. Palliative Medicine 24(8):787-795.

Clark, A.L. & Cleland, J.G.F. (2005). Editorial: Multidisciplinary interventions in
heart failure. Heart 91:849-50.

Clinical Standards Board for Scotland. (2002). Clinical standards: specialist
palliative care. Edinburgh: Audit Scotland.

Clow, B. (2001). Who's afraid of Susan Sontag? Or the myths and metaphors
of cancer reconsidered. Social History of Medicine 14(2):293-312.

Colaizzi, P.F. (1973). Reflection and research in psychology: A
phenomenological study of learning. Dubuque, 1A: Kendall Hunt publishing.

Cook, S.H. & Gordon, M.F. (2004). Teaching qualitative research: a
metaphorical approach. Journal of Advanced Nursing 47(6):649-55.

320



Coulter, A. & Collins, A. (2011). Making shared decision-making a reality. No
decision about me, without me. London: The Kings Fund & Foundation for
Informed Medical Decision Making.

Coventry, P.A., Grande, G.E., Richards, D.A. & Todd, C.J. (2005). Prediction
of appropriate timing of palliative care for older adults with non-malignant life-
threatening disease: a systematic review. Age and Ageing 34:218-227.

Cowie, M.R., Mosterd, A., Wood, D.A., Deckers, J.W., Poole-Wilson, P.A.,
Sutton, G.C. & Grobbee, D.E. (1997). The epidemiology of heart failure.
European Heart Journal 18(2):208-225.

Cowie, M., Wood, D., Coats, A., Thompson, S., Suresh, V., Poole-Wilson, P.
& Sutton, G. (2000). Survival of patients with a new diagnosis of heart failure:
a population based study. Heart. 83:505-10.

Cox, S. & Cook, A. (2002). Caring for people with dementia at the end of life in
Palliative Care for Older People in Care Homes. Hockley, J. & Clark, D. eds.
p86-103. Buckingham: Open University Press.

Cromby, J. & Nightingale, D.J. (1999). Structural features of society in Social
constructionist psychology: A critical analysis of theory and practice,
Nightingale, D.J., Cromby, J. eds Ch 12 p10. Buckingham: Open University
Press.

Crotty, M. (1998). The Foundations of Social Research. London: Sage
Publications.

Dahlberg, K., Dahlberg, H. & Nystrom, M. (2008). Reflective Lifeworld
Research (2" Edition). Lund, Sweden: Studentlitteratur.

Dainty, P. & Leung, D. (2008). Research Letter: An evaluation of palliative
care in the acute geriatric setting.
Age and Ageing doi:10.1093/ageing/afn050 327-30.

deHennezel, M. (1995). Intimate Death. Trans. (1997) Carol Janeway.
LittleBrown: London.

deMarrais, K. (2004). Learning through Experience. Chapter 4 Qualitative
Interview Studies. TLFeBook.

Dementia U.K. (2007). A report into the prevalence and cost of dementia
prepared by the Personal Social Services Research Unit (PSSRU) at the
London School of Economics and the Institute of Psychiatry at King’s College
London, for the Alzheimer’s Society.

Denzin, N.K. (1995) Symbolic Interactionism in Smith, J.A. Harré, R. & Van
Langenhove, L. (eds) Rethinking Psychology p43-58. London: Sage.

321


http://www.ncbi.nlm.nih.gov/pubmed?term=%22Cowie%20MR%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Mosterd%20A%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Wood%20DA%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Deckers%20JW%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Poole-Wilson%20PA%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Sutton%20GC%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Grobbee%20DE%22%5BAuthor%5D

Denzin, N.K. & Lincoln, Y.S. (editors). (2000). Handbook of Qualitative
Research. 2"edition. Thousand Oaks, CA: Sage.

Department of Health (DOH). (2000a). The NHS Cancer Plan. A plan for
investment. A plan for reform. DOH: London.

Department of Health (DOH). (2000b) Coronary heart disease: National
Service Framework for coronary heart disease - modern standards and
service models. London: DOH.

Department of Health (DOH) (2001) The National Service Framework for
Older People. London: DOH.

Department of Health (DOH) (2005) The National Service Framework for
Long-term Conditions. London: DOH.

Department of Health (DOH) (2006) NHS End of Life Care Programme
Progress Report March 2006 London: DOH.

Department of Health (DOH) (2008) End of life care: Promoting high quality
care for adults at the end of life. London: DOH.

Department of Health (DOH) (2009b) Living well with Dementia: A National
Strategy Putting People first. London: The Stationary Office.

Department of Health (DOH) (2010a) The route to success in end of life care-
achieving quality in acute hospitals. National End of Life Care Programme.
London: DOH.

Department of Health (DOH) (2010b) Quality outcomes for people with
dementia: building on the work of the National Dementia Strategy. Published
to DH website, in electronic PDF format only. www.dh.gov.uk/publications.

Department of Health (DOH) (2011a) Palliative Care Funding Review.
Funding the Right Care and Support for Everyone.
www.palliativecarefunding.org.uk

Department of Health (DOH) (2011b) End of Life Care Strategy Third Annual
Report. Published to DH website, in electronic PDF format only September 26
2011. http://www.dh.gov.uk/publications

Derrida, J. (1973). Speech and Phenomenon. Evanston,IL: Nortwestern
University Press.

Dewey, J. (1910). How we think. Boston,New York,Chicago: Heath & Co.

Dexter, L.A. (1970). Elite and Specialised Interviewing. Evanston,IL:
Northwestern University Press.

322


http://www.palliative/

Dharmasena, H.P. & Forbes, K. (2001). Palliative care for patients with non-
malignant disease: will hospital physicians’ refer? Palliative Medicine 15:413-
18.

Diamond, J. (1999) C: Because Cowards Get Cancer Too. London: Vermilion
[Reprint edition].

DiCenso, A., Cullum, N., Ciliska, D. & Guyatt, G. (2005). Introduction to
evidence-based nursing. In A. DiCenso, N. Cullum, D. Ciliska, & G. Guyatt
(eds.), Evidence-based nursing. A guide to clinical practice p. 3-19.
Philadelphia: Elsevier.

Dickman, A., Schneider, J. & Varga, J. (2005). The Syringe Driver.
Continuous subcutaneous infusions in palliative care. 2" edition. Oxford:
Oxford University Press.

DiGiacomo, S. (1992). Metaphor as illness: postmodern dilemmas in the
representation of body, mind and disorder. Medical Anthropology 14: 109-137.

Dixon, A. (2011). Do we need more generalists in our hospitals?
http://www.kingsfund.org.uk/blog/generalism hospitals.html

Dreyfus, S.E. & Dreyfus, H.L. (1980). A five-stage model of the mental
activities involved in directed skill acquisition. University of California,
Berkeley; Unpublished report supported by the Air Force Office of Scientific
Research, USAF (contract F49620-79-C0063) accessed on-line.

Dreyfus, S.E. & Dreyfus, H.L. (1986). Mind over machine: the power of human
intuition and expertise in the era of the computer. Oxford: Blackwell.

Dy, S. & Lynn, J. (2007). Getting services right for those sick enough to die.
British Medical Journal 334:511-513.

Eatough, V. (2011). IPA Masterclass. Birkbeck College, London. 11/4/2011.

Eatough, V. & Smith, J.A. (2006a). “I| was like a wild, wild person”:
Understanding feelings of anger using interpretative phenomenological
analysis. British Journal of Psychology 97:483-498.

Eatough, V. & Smith, J.A. (2006b). “| feel like a scrambled egg in my head”:
An idiographic case study of meaning making and anger using interpretative
phenomenological analysis. Psychology and Psychotherapy 79:115-135.

Edmonds, P.M., Stuttaford, J.M., Penny, J., Lynch, AM. & Chamberlain, J.
(1998). Do hospital palliative care teams improve symptom control? Use of a
modified STAS as an evaluation tool. Palliative Medicine 12:345-351.

Edwards, S.D. (1998). The body as object versus the body as subject: The
case of disability. Medicine, Health Care and Philosophy 1:47-56.

323


http://www.kingsfund.org.uk/blog/generalism_hospitals.html

Edwards, S.D. (2001). Philosophy of Nursing: An introduction. Hampshire &
New York: Palgrave.

Ellershaw, J. (2007). Care of the dying: what a difference an LCP makes!
Palliative Medicine 21(5):365-8.

Ellershaw, J., Murphy, D., Shea, T., Foster, A. & Overill, S. (1997). Developing
an integrated care pathway for the dying patient. European Journal of
Palliative Care 4:203-8.

Ellershaw, J., Smith, C., Overill, S., Walker, S. E. & Aldridge, J. (2001). Care
of the dying: setting standards for symptom control in the last 48 hours of life.
Journal of Pain and Symptom Management 21(1):12-17.

Ellershaw, J. & Ward, C. (2003). Care of the dying patient: the last hours or
days of life. British Medical Journal 326(7379):30-4.

Elwyn, G. & Gwyn, R. (1999). stories we hear and stories we tell: analysing
talk in clinical practice. British Medical Journal. 318:186-188.

Epstein, L. & Ogden, J. (2005). A qualitative study of General practitioners’
views of treating obesity. British Journal of General Practice 55:750-754.

Eraut, M. (1994). Developing Professional Knowledge and Competence.
London: Falmer Press & Routledge.

Eraut, M. (2007). Theoretical and Practical Knowledge Revisited.
old.mofet.macam.ac.il/iun-rchive/mechkar/.../Theoreticalandpractical.pdf
accessed 26.6.2007.

Eraut, M. (2009). How Professionals Learn through Work_Chapter A2 in In
Jackson N (ed) Learning to be Professional through a Higher Education e-
book online at:
http://learningtobeprofessional.pbworks.com/How-professionals-learn-
through-work

Eraut, M. & duBoulay, B. (1999). Developing the Attributes of Medical
Professional Judgement and Competence. Report to the DOH. UK:DOH.

European Association for Palliative Care. (EAPC) (2009). White Paper on
standards and norms for hospice and palliative care in Europe: part 1
Recommendations from the European Association for Palliative Care.
European Journal of Palliative Care. 16(6):278-289.

European Association for Palliative Care Task Force on Family Carers.
(2010a). White paper on improving support for family carers in palliative care:
part 1. European Journal of Palliative Care 17(5):238-245.

European Association for Palliative Care. (EAPC) (2010b). White Paper on
standards and norms for hospice and palliative care in Europe: part 2

324


http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&dopt=Abstract&list_uids=12511460

Recommendations from the European Association for Palliative Care.
European Journal of Palliative Care. 17(1):22-33.

European Association for Palliative Care Task Force on Family Carers.
(2010c). White paper on improving support for family carers in palliative care:
part 2 European Journal of Palliative Care. 17(6):286-290.

European Parliament (2008) Palliative Care in the European Union. Policy
Department, Economic and Scientific Policy. Brussels: European Union.

Evans, N., Menaca, A., Andrew, E.V.W., Koffman, J., Harding, R., Higginson,
I.G., Pool, R., Gysels, M. & for PRISMA (2011). Appraisals of literature
reviews on end-of-life care for minority ethnic groups in the UK and a critical
comparison with policy recommendations from the UK end-of-life care
strategy. BMC Health Services Research 11:141.
http://www.biomedcentral.com/1472-6963/11/141.

Facebook. (2009). Jade Goody’s cancer journey.
www.facebook.com/pages/Jade-Goody/105541152812773

Facebook. (2011). Steve Jobs’ cancer journey.
www.facebook.com/FYouCancer?sk=wall&filter=2

Farquar, M., Grande, G., Todd, C. & Barclay, S. (2002) Defining patients as
palliative: hospital doctors’ versus general practitioners’ perceptions. Palliative
Medicine 16:247-50.

Feeg, V.D. & Elebiary, H. (2005). Exploratory study on end of life issues:
Barriers to palliative care and advance directives. American Journal of
Hospice and Palliative Care. 22:119-24.

Field, D. & Addington-Hall, J.M. (1999). Extending palliative care to all? Social
Science and Medicine. 48:1271-1280.

Field, D. & Copp, G. (1999) Communication and awareness about dying in the
1990s. Palliative Medicine 13:459-468.

Field, D., Hockey, J. & Small, N. (1997). Death, Gender and Ethnicity.
London: Routledge.

Field, D. & Wee, B. (2002). Preparation for palliative care: teaching about
death, dying and bereavement in UK medical schools 2000-2001. Medical
Education 36:561-7.

Finlay, L. (2006). The body’s disclosure in phenomenological research.
Qualitative Research in Psychology 3(1):19-30.

Finlay, L. (2008). A dance between the reduction and reflexivity: Explicating

the “phenomenological psychological attitude”. Journal of Phenomenological
Psychology 39:1-32.

325



Finlay, L. (2009). Debating Phenomenological Research Methods.
Phenomenology & Practice 3(1):6-25.

Finlay, L. (2010). Being with: a phenomenology of relational dimensions.
(Seattle IHSRC August 2010 on line).

Finlay, L. & Ballinger, C. (2006). (eds) Qualitative Research for allied health
professionals: Challenging choices. Chichester, Sussex: John Wiley.

Finucane, T.E. (1999). How gravely ill becomes dying: a key to end-of-life
care. Journal of the American Medical Association 282:1670-72.

Firth, S. (2001). Wider Horizons: care of the dying in a multi-cultural society
pl-116. London: National Council for Hospice and Specialist Palliative Care
Services.

Fish, D. (1998). Appreciating practice in the caring professions. Oxford:
Butterworth-Heinemann.

Fish, D. & Coles, C. (1998). Developing professional judgement in health
care. Oxford: Butterworth-Heinemann.

Fitzpatrick, A.L., Kuller, L.H., Lopez O.L., Kawas, C.H. & Jagust, W. (2005).
Survival following dementia onset: Alzheimer's disease and vascular
dementia, Journal of Neurological Science 229(30):43-9.

Flanagan, J.C. (1957) The Critical Incident Technique. Psychological Bulletin,
51:327-358.

Fletcher, J., Sorrell, J. & Silva, M. (2001). Harming patients in the name of
quality of life. In Diekelmann, N. (Ed) Interpretive studies in healthcare and the
human sciences: Vol. 1. Power, oppression and violence in healthcare and
the human sciences. Madison, WI: University of Wisconsin Press.

Flood, A. (2010). Understanding phenomenology. Nurse Researcher 17(2):7-
15.

Flowers, P., Duncan, B. & Knussen, C. (2003). Re-appraising HIV testing: An
exploration of the psychosocial costs and benefits associated with learning
one’s HIV status in a purposive sample of Scottish gay men. British Journal of
Health Psychology 8:179-94.

Foley, K.M. (2003). How much palliative care do we need? European Journal
of Palliative Care 10(2):5-7.

Fowell, A., Finlay, I.G., Johnstone, R. & Minto, L. (2002). An integrated care

pathway for the last two days of life: Wales-wide benchmarking in palliative
care. International Journal of Palliative Nursing 8(12):566-73.

326



Fowell, A., Finlay, I.G., Johnstone, R. & Minto, L. (2003). An integrated care
pathway for the last two days of life: a pathway for implementing a pathway.
Journal of Integrated Care Pathways 7(3):91-99.

Fox, E., Landrum-McNiff, K., Zhong, Z., Dawson, N.V., Wu, AW. & Lynn, J.
(1999). Evaluation of Prognostic Criteria for Determining hospice Eligibility in
patients with Advanced Lung, Heart or Liver Disease. Journal of the American
Medical Association 282:1638-45.

Fox, R. (1980). The evolution of medical uncertainty. Millbank Memorial Fund
Quarterly. Health and Society 58:1-49.

Fraser, S.\W. & Greenhalgh, T. (2001). Coping with complexity: educating for
capability. British Medical Journal 323:799-803.

Freidson, E. (1970). Professional Dominance: the Social Structure of Medical
Care. Chicago, II: Aldine.

Friedman, B.T., Harwood, M.K. & Shields, M. (2002). Barriers and enablers to
hospice referrals: an expert overview. Journal of Palliative Medicine: 3:433-40.

Froggatt, K. (1998). The place of metaphor and language in exploring nurses’
emotional work. Journal of Advanced Nursing 28(2):332-38.

Gabbay, J. & leMay, A. (2004) Evidence based guidelines or collectively
constructed “mindlines?” Ethnographic study of knowledge management in
primary care. British Medical Journal 329(7473):1013-18.

Gabbay, J. & leMay, A. (2011) Practice-based Evidence for Healthcare.
Clinical Mindlines. London: Routledge.

Gabe, J., Kelleher, D. & Williams, G. (1994). Challenging Medicine. London:
Routledge.

Gadamer, H.G. (1997) Truth and Method. [Second revised edition]. New York:
Continuum.

Gendlin, E.T. (1997) Experiencing and the Creation of Meaning. Evanston, IL:
Northwestern University Press.

General Medical Council (2010) Treatment and care towards the end of life:
good practice in decision-making.
www.gmc-uk.org/guidance/ethical_guidance/6568.asp.

Ghosh, A.K. (2004) Understanding Medical Uncertainty: A Primer for
Physicians. Journal of the Associations of Physicians of India 52:739-42.

Gibbs, L.M.E., Khatri, A.K. & Gibbs, J.S.R. (2006). Survey of specialist
palliative care and heart failure. Palliative Medicine 20:603-609.

327



Giorgi, A. (1995). Phenomenological psychology. In Smith, J.A. Harre, R. &
van Langenhove, L. (eds.), Rethinking psychology, pp. 24—-42. London: Sage.

Giorgi, A. & Giorgi, B. (2008). Phenomenology in Smith, J.A. (ed) Qualitative
Research in Psychology: A Practical Guide To Research Methods. London:
Sage.

Glare, P., Virik, K., Jones, M., Hudson, M., Eychmuller, S., Simes, J. &
Christakis, N.A. (2003a). A systematic review of physicians’ survival
predictions in terminally ill cancer patients. British Medical Journal 327: 195-
200.

Glare, P., Eychmueller, S. & Virik, K. (2003b). The use of the palliative
prognostic score in patients with diagnoses other than cancer. Journal of Pain
& Symptom Management 26:883-5.

Glaser, B.G & Strauss, A.L (2005 paperback edition — 1965 original)
Awareness of Dying. USA & UK: Aldine Transaction.

Gold Standards Framework. (GSF) (2005). Welcome to the Gold Standards
Framework. (GSF) Programme England. London: Keri Thomas & Department
of Health. www.goldstandardsframework.nhs.uk

Gold Standards Framework. (GSF) (2006). Prognostic Indicator Paper © Gold
Standards Framework Programme England.
www.goldstandardsframework.nhs.uk/content/gp_contract/Prognostic%20indi
cators%20%Guidance%20Paper%20v%2025.pdf

Gold Standards Framework. (GSF) (2010). GSF acute hospitals.
www.goldstandardsframework.nhs.uk/GSFAH

Golsworthy, R. & Coyle, A. (1999). Spiritual beliefs and the search for
meaning among older adults following partner loss. Mortality 4:21-40.

Gomes, B. & Higginson, 1.J. (2006). Factors influencing death at home for
terminally ill patients with cancer: systematic review. British Medical Journal
332:515-521.

Gomes, B. & Higginson, 1.J. (2008). Where people die (1974-2030): past
trends, future projections and implications for care. Palliative Medicine. 22:33-
41.

Goodlin, S.J. (2009). Palliative Care in Congestive Heart failure. Journal of the
American College of Cardiology. 54(5):386-396.

Goodlin, S.J. & Cassell, E. (2008). Coping with patient’s death. In: Beattie, J.

& Goodlin, S.J. (eds). Supportive Care in Heart Failure. p477- 482. Oxford:
Oxford University Press.

328



Goodlin, S.J., Hauptman, P.J., Arnold, R., Grady, K., Hershberger, R.E.,
Kutner, J., Masoudi, F., Spertus, J., Dracup, K., Cleary, J.F., Medak, R.,
Crispell, K., Pina, 1., Stuart, B., Whitney, C., Rector, T., Teno, J. & Renlund
D.G. (2004). Consensus Statement: Palliative and Supportive Care in
Advanced Heart failure. Journal of Cardiac Failure 10(3):200-209.

Gordon, D. (1988). Clinical science and clinical expertise: changing
boundaries between art and science in medicine, in M. Lock & D. Gordon
(eds) Biomedicine Examined. p257-95. Dordrecht: Kluwer.

Gott, M., Barnes, S., Parker, C., Payne, S., Seamark, D., Gariballa, S. &
Small, N. (2007). Dying trajectories in heart failure. Palliative Medicine 21:95-
99.

Gott, M., Ingleton, C., Bennett, M.l. & Gardiner, C. (2011). Transitions to
palliative care in acute hospitals in England: qualitative study. British Medical
Journal. 342:d1773d0i:10.1136/bmj.d1773.

Grande, G.E., McKerral, A. & Todd, C.J. (2002). Which cancer patients are
referred to Hospital at Home for palliative care? Palliative Medicine 16: 115-
23.

Gray, J.D. & Forster, D.P. (1997). Factors associated with utilization of
specialist palliative care services: a population based study. Journal of Public
Health Medicine 19:464-9.

Greenhalgh, T. & Hurwitz, B. (1999). Why study narrative? British Medical
Journal 318:48-50.

Griffiths, L. (2003). Making connections: studies of the social organisation of
healthcare. Sociology of Health and Iliness 25(Silver Anniversary issue):155-
171.

Gwilliam, B., Keeley, V., Todd, C., Gittins, M., Roberts, C., Kelly, L., Barclay,
S. & Stone, P.C. (2011). Development of Prognosis in Palliative Care (PiPS)
predictor models to improve prognostication in advanced cancer: prospective
cohort study. British Medical Journal 343:d4920 do0i10.1136/bm;.d4980 1-15.

Habermas, J. (1973a). Knowledge and Human Interests. London: Heineman.

Habermas, J. (1973b). Theory and Practice, trans. J. Viertel, Boston, MA:
Beacon Press/ Cambridge: Polity Press.

Hagerty, R.G., Butow, P.N., Ellis, P.M., Dimitry, S. & Tattersall, M.H.N.
(2005). Communicating prognosis in cancer care: a systematic review of the
literature. Annals of Oncology 16(7):1005-1053.

Haines, I.E. (2011). Managing patients with advanced cancer: the benefits of

early referral for palliative care. The Medical Journal of Australia. 194(3):107-
8.

329



Hall, K.H. (2002). Reviewing intuitive decision-making and uncertainty: the
implications for medical education. Medical Education 36: 216-24.

Hallenbeck J. (2003). Palliative Care Perspectives. New York: Oxford
University Press.

Hancock, K., Clayton, J.M., Parker, S.M., Walder, S., Butow, P.N., Carrick, S.,
Currow, D., Ghersi, D., Glare, P., Hagerty, R. & Tattersall, M.H. (2007).
Discrepant perceptions about end-of-life communication: a systematic review.
Journal of Pain and Symptom Management 34(2):190-200.

Hanks, G., Doyle, D., Calman, K. & Cherny, N.l. (eds) (2003). Oxford
Textbook of Palliative Medicine (3" edn). Oxford: Oxford University Press.

Hanks, G., Cherny, N.I., Christakis, N.A., Fallon, M., Kaasa, S. & Portenoy,
R.K. (eds) (2010) Oxford Textbook of Palliative Medicine (4™ edn). Oxford:
Oxford University Press.

Hanratty, B., Hibbert, D., Mair, F., May, C., Ward, C., Capewell, S., Litva, A. &
Corcoran, G. (2002). Doctors’ perceptions of palliative care for heart failure:
focus group study. British Medical Journal 325:581-5.

Hanratty, B., Hibbert, D., Mair, F., May, C., Ward, C., Corcoran, G., Capewell,
S. & Litva, A. (2006). Doctors’ understanding of palliative care. Palliative
Medicine 20:493-7.

Hardy, J., Maresco-Pennisi, D., Gilshenan, K. & Yates, P. (2008). Barriers to
the Best Care of the Dying in Queensland, Australia. Journal of Palliative
Medicine 11(10):1325-1329.

Hauptman P.J. & Havranek E.P. (2005) Integrating Palliative Care Into Heart
Failure Care. Archives of Internal Medicine 165:374-8.

Hayden, J.A., Cote, P. & Bombardier, C. (2006). Evaluation of the quality of
prognosis studies in systematic reviews. Annals of Internal Medicine
144(6):427-37.

Heidegger, M. (1995). The fundamental concepts of metaphysics: World,
finitude, solitude, trans. William McNeill and Nicholas Walker. Bloomington:
Indiana University Press.

Help the Aged (2005) Dying in Older Age — Reflections and Experiences from
an Older Person’s Perspective Tom Owen (ed). London: Help the Aged.

Hermani, S. & Letizia, M.J. (2008). Providing Palliative Care in End-Stage
Heart Failure. Journal of Hospice and Palliative Nursing 10(2):100-5.

Hertogh, C.M.P.M. (2006). Editorial: Advance care planning and the relevance
of a palliative care approach in dementia. Age and Ageing 35: 553-55.

330


http://www.ncbi.nlm.nih.gov/pubmed?term=%22Hancock%20K%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Clayton%20JM%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Parker%20SM%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Walder%20S%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Butow%20PN%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Carrick%20S%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Currow%20D%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Ghersi%20D%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Glare%20P%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Hagerty%20R%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Tattersall%20MH%22%5BAuthor%5D

Herzler, M., Franze, T., Dietze, F. & Asadullah, K. (2000). Dealing with the
issue ‘care of the dying’ in medical education — results of a survey of 592
European physicians. Medical Education 34:146-147.

Higginson, 1.J. (1999) Evidence based palliative care: there is some evidence
— and there needs to be more. British Medical Journal 319:462-463.

Higginson, 1.J. (2001) The Palliative Care for Londoners: needs, experience,
outcomes and future strategy. London: London Regional Strategy Group for
Palliative Care.

Higginson, 1.J., Finlay, 1.G., Goodwin, D.M., Hood, K., Edwards, A.G. & Cook,
A. (2003). Is there evidence that palliative care teams alter end-of-life
experiences of patients and their caregivers? Journal of Pain and Symptom
Management 25(2):150-68.

Higginson, 1.J. & Sen-Gupta, G.J. (2000). Place of care in advance cancer: a
qualitative systematic literature review of patient preferences. Journal of
Palliative Medicine 3:287-300.

Higgs, R. (1999) The diagnosis of dying. Journal of the Royal College of
Physicians London. 33:110-112.

Hillier, R. & Wee, B. (2001). From cradle to grave: palliative medical education
in the UK. Journal of the Royal Society of Medicine 94:468-71.

Hinton, J. (1967). Dying. Baltimore: Penguin Books.

Hinton, J. (1999). The progress of awareness and acceptance of dying
assessed in cancer patients and their caring relatives. Palliative Medicine.
13:19-35.

Hodge, N. (2008). Evaluating Life-world as an emancipatory methodology.
Disability & Society 23(1):29-40.

Hodgkin, P. (1985). Medicine is war: and other medical metaphors. British
Medical Journal 291:1820-1.

Hodgkin, P. (1996). Medicine, postmodernism, and the end of certainty
(Editorial). British Medical Journal 313(7072):1568.

Hofer, B. & Pintrich, P. (1997). The development of epistemological theories:
Beliefs about knowledge and knowing their relation to learning, Review of
Educational Research 67:88-140.

Holloway, |. & Jefferson, L. (2008). Thinking differently: challenges in

gualitative research. International Journal of Qualitative Studies on Health and
Well-being 2:12-18.

331



Holmes, T.H. & Rahe, R.H. (1967). The Social Readjustment Rating Scale.
Journal of Psychosomatic Research 11(2):213-18.

Hood, L.J. (2010). Leddy and Pepper’'s Conceptual Bases of Professional
Nursing (7th Edition) Wolters Kluwer: Lippincott, Williams & Wilkins.

Horne, G. & Payne, S. (2004). Removing the boundaries: palliative care for
patients with heart failure, Palliative Medicine 18(4):291-296.

House of Commons Health Committee (2004) Palliative care; fourth report of
session 2003-4. London: Stationary Office.

Hughes-Hallett, T., Craft, A. & Davies, C. (2010). Palliative Care Funding
Review. Interim Report. London: Palliative Care Funding Review.

Hughes-Hallett, T., Craft, A., Davies, C., Mackay, I. & Nielsson, T. (2011).
Funding the Right care and Support for Everyone: Creating a fair and
transparent funding system; the final report of the Palliative Care Funding
Review. London: Palliative Care Funding Review.

Hunter, K.M. (1991). Doctors’ stories the narrative structure of medical
knowledge. Princeton, New Jersey: Princeton University Press.

Hupcey, J.E., Penrod, J. & Fogg, J. (2009). Heart failure and Palliative care:
Implications in Practice. Journal of Palliative Medicine 12(6):531-36.

Husserl, E. (1970). The Crisis of European Science and Transcendental
Phenomenology. (Carr, D Trans). Evanston: Northwestern University Press.

Husserl, E. (1998). Ideas: general introduction to pure phenomenology.
(Boyce-Gibson, W. R. Trans). London: George Allen & Unwin. (Originally
published 1913).

Innes, S. & Payne, S. (2009). Advanced cancer patients’ prognostic
information preferences: a review. Palliative Medicine 23(1):29-39.

Iwashyna, T.J. & Christakis, N.A. (1998). Attitude and self-reported practice
regarding hospice referral in a national sample of internists. Journal of
Palliative Medicine 1(3):241-248.

Jack, B., Hillier, V., Williams, A. & Oldham, J. (2004). Hospital based palliative
care teams improve the insight of cancer patients into their disease. Palliative
Medicine 18:46-52.

Jackson, V.A., Sullivan, A.M., Gadmer, N.M., Seltzer, D., Mitchell, A.M.,
Lakoma, M.D., Arnold, R.M., & Block, S.D. (2005). “It was haunting”
Physicians’ Descriptions of Emotionally Powerful Patient Deaths. Academic
Medicine 80(7):648-56.

332



Jackson, V.A., Mack, J., Matsyama, R., Lakoma, M.D., Sullivan, A.M., Arnold,
R.M., Weeks, J.C. & Block, S.D. (2008). A Qualitative Study of Oncologists’
Approaches to End-of-Life Care. Journal of Palliative Medicine 11(6):893-905.

Jarrett, N., Payne, S., Turner, P. & Hillier, R. (1999). “Someone to talk to” and
‘pain control”; what people expect from a specialist palliative care team.
Palliative Medicine 13:139-144.

Jenkins, R. (2002). Pierre Bourdieu. Routledge: London and New York.

Johnson, C.B. & Slaninka, S.C. (1999). Barriers to accessing hospice services
before late terminal stage. Death Studies 23(3):225-38.

Johnson, C.E., Girgis, A. & Paul, C.L. (2008). Cancer specialists’ palliative
care referral practice and perceptions: results of a national survey. Palliative
Medicine 22:51-57.

Johnson, S., Burrows, A. & Willliamson, I. (2004). Does My Bump Look
Big in This?” The Meaning of Bodily Changes for First-time Mothers-to-be.
Journal of Health Psychology 9(3):361-374.

Jordanova, L. (1995). The Social Construction of Medical Knowledge. Social
History of Medicine 07(03):361-81.

Kam, S. & Midgley, N. (2006). Exploring “Clinical Judgement”: How do child
and mental health professionals decide whether a young person needs
individual psychotherapy? Clinical Child Psychology and Psychiatry 11(1):27-
44,

Karim, K., Bailey, M. & Tunna, K. (2000). Non-white ethnicity and the
provision of specialist palliative care services: factors affecting doctors’
referral patterns. Palliative Medicine 14:471-478.

Katz, J., Komaromy, C. & Siddell, M. (1999). Understanding palliative care in
residential and nursing homes. International Journal of Palliative Nursing
5(2):58-64.

Kearney, N., Miller, M., Paul, J., Smith, K. & Rice, A.M. (2003). Oncology
health care professionals’ attitudes to cancer: a professional concern. Annals
of Oncology 14:57-61.

Kearney, M.K., Weininger, R.B., Vachon, M.L.S., Harrison, R.L. & Mount, B.M.
(2009). Self-care of Physicians Caring for Patients at the End of Life “Being
Connected...A key to My Survival’. Journal of the American Medical
Association 301(11):1155-1164.

Kelly, E. & Nisker, J. (2010). Medical students’ first clinical experiences of
death. Medical Education 44:421-428.

333



Kendall, M., Harris, F., Boyd, K., Sheikh, A., Murray, S.A. & Brown, D. (2007).
Key challenges and ways forward in researching the ‘good death’: qualitative
in-depth interview and focus group study. British Medical Journal 334:521-
524,

King, N. & Horrocks, C. (2010) Interviews in Qualitative Research. London:
Sage.

Kirkham, S.R., Baumbusch, J.L., Schultz, A.S.H., Anderson, J.M. (2007)
Knowledge Development and Evidence-based Practice: Insights and
Opportunities From a Postcolonial Feminist Perspective for Transformative
Nursing Practice. Advances in Nursing Science. 30(1): 26-40.

Kirkova, J., Walsh, D., Rybicki, L., Davis, M.P., Aktas, A., Jin, T. & Homsi, J.
(2010). Symptom severity and distress in advanced cancer. Palliative
Medicine 24(3):330-339.

Kleinman, A. (1988). The lllness Narratives: Suffering, Healing and the
Human condition. New York: Basic Books.

Knapp, C., Thompson, L., Madden, V. & Shenkman, E. (2009). Paediatricians’
perceptions on referrals to paediatric palliative care. Palliative Medicine
23:418-24.

Koffman, J. & Higginson, I.J. (2001a). Accounts of Carers’ Satisfaction with
Health Care at the End of Life: a Comparison of First Generation Black
Caribbean’s and White Patients with Advanced Disease. Palliative Medicine.
15:337-345.

Koffman, J., Harding R & Higginson, [.J. (2001b). Palliative care: the
magnitude of the problem in Palliative care a patient centred approach (ed)
Mitchell, G. Oxford: Radcliffe.

Koffman, J. & Camps, J. (2004). No way in: including the excluded at the end
of life in Payne, S. Seymour, J. & Ingleton, C. (eds) Palliative Care Nursing
principles and evidence for practice (1% edition). Buckingham:Open University
Press.

Krauss, L. & Carroll, S.M. (2006). Science in the Dock Discussion with Noam
Chomsky, Science & Technology News, March 1, 2006.

Kubler-Ross, E. (1969) On Death and Dying. London & New York:
Tavistock/Routledge.

Kuebler, Kim K.; Peg Esper, Debra E. Heidrich (2006). Palliative and End-of-
Life Care: Clinical Practice Guidelines (2 ed.). Elsevier Health Sciences. p. 29.

Kuhn, T. (1996). The Structure of Scientific Revolutions (3rd edition)
University of Chicago Press: Chicago and London.

334


http://www.stnews.org/Commentary-2680.htm

Kipers, W. (2005). Phenomenology of embodied implicit and narrative
knowing. Journal of Knowledge Management 9(6):114-133.

Kvale, S. (1996). InterViews: an introduction to qualitative research
interviewing. Thousand Oaks, CA: Sage.

Lakoff, G. & Johnson, M. (1980a). Metaphors we live by. Chicago, II:
University of Chicago Press.

Lakoff, G & Johnson, M. (1980b). Conceptual Metaphor in Everyday
Language. The Journal of Philosophy 77(8):453-486.

Lakoff, G. & Johnson, M. (1999) Philosophy In The Flesh: the Embodied Mind
and its Challenge to Western Thought. New York: Basic Books.

Lamont, E.B. & Christakis, N.A. (2001). Prognostic Disclosure to Patients with
Cancer near the End of Life. Annals of Internal Medicine 134(12):1096-1105.

Lamont E.B. & Christakis, N.A. (2002) Physician factors in the timing of
cancer patient referral to hospice palliative care. Cancer 94(10):2733-7.

Lamont E.B. & Christakis, N.A. (2003) Complexities in Prognostication in
Advanced Cancer "To Help Them Live Their Lives the Way They Want to".
Journal of the American Medical Association 290(1):98-104.

Lankshear, A.J. (2011). personal communication 10/11/2011.

Lapsley, P. & Groves, T. (2004). The patient’s journey: travelling through life
with a chronic illness. British Medical Journal 329:582-3.

Larkin, M. Watts, S. and Clifton, E. (2006). Giving voice and making sense in
interpretative phenomenological analysis. Qualitative Research in Psychology
3:102-120.

Lester, D. (1972). Voodoo Death: Some New Thoughts on an Old
Phenomenon. American Anthropologist 74:386-90.

Lewis, G. (1987). Fear of Sorcery and the Problem of Death by Suggestion.
Social Science and Medicine 24:997-1010.

Lincoln, Y.S. & Guba, E.G. (1985). Naturalistic Inquiry. California:Sage
Publications Inc.

Lock, A. & Higginson, I.J. (2005). Patterns and predictors of place of cancer
death for the oldest old. BioMed Central (BMC) Palliative Care 4: 6.

Lowry, F. (1997). Does doctor's own fear of dying hinder palliative care?
Canadian Medical Association Journal 157:3296-98.

Lunney, J.R., Lynn, J. & Hogan, C. (2002). Profiles of older Medicare
decedents. Journal of the American Geriatric Society 50:1108-12.

335



Lunney, J.R., Lynn, J., Foley, D.S., Lipson, S. & Guralnik, J.M. (2003).
Patterns of functional decline at the end of life. Journal of the American
Medical Association 289:2387-92.

Lupton, D. (1997). Doctors on the medical profession. Sociology of Health and
lliness 19(4): 480-97.

Lupton, D. (2003). Medicine as Culture (2" Edition). Sage: London.

Lyckholm, L. (2001). Dealing with stress, burnout and grief in the practice of
oncology. The Lancet 2(12): 750-755.

Lynn, J. & Adamson, D.M. (2003). Living well at the end of life: adapting
health care to serious chronic illness in old age. Arlington, VA: Rand Health
White Paper WP — 137.

Maclean, D (1971) American Pie (Vincent song lyrics). Friday Music.

Maher, J. & Green, H. (2002). National Statistics: Carers 2000.
London:TheStationeryOffice.
www.statistics.gov.uk/downloads/theme_health/carers2000.pdf

Main, J. (2006). The development of an integrated care pathway for all
patients with advanced life-limiting illness: Supportive Care Pathway. Journal
of Nursing Management 14:521-528.

Malterud, K. (1995). The legitimacy of clinical knowledge: towards a medical
epistemology embracing the art of medicine. Theoretical Medicine 16:183-98.

Malterud, K. (2001). The art and science of clinical knowledge: evidence
beyond measures and numbers. The Lancet 358:397-400.

Maltoni, M., Caraceni, A., Brunelli, C., Broeckaert, B., Christakis, N.A.,
Eychmueller, S., Glare, P., Nabal, M., Vigano, A., Larkin, P., De Conno, F.,
Hanks, G. & Kaasa, S. (2005). Prognostic Factors in Advanced Cancer
Patients: Evidence-Based Clinical Recommendations - A Study by the
Steering Committee of the European Association for Palliative Care Journal of
Clinical Oncology 23(25):6240-6248.

Margereson, C. & Trenoweth, S. (eds) (2010). Developing Holistic Care for
Long-term Conditions. Oxford: Routledge.

Marie Curie Cancer Care. (2009). Preferred place of care (PPC) an advance
care planning tool recommended by the National Institute for Health and
Clinical Excellence (NICE).

Mason, J. (1996). Qualitative Researching. London: Sage Publications Ltd.

Mason, J. (2002). Qualitative Researching 2" edition. London: Sage
Publications Ltd.

336



Mauthner, N.S. & Doucet, A. (2003) Reflexive Accounts and Accounts of
Reflexivity in Qualitative Data Analysis. Sociology 37(3) 413-431.

McCarthy, M., Lay, M. & Addington-Hall J.M. (1996) Dying from heart disease.
Journal of the Royal College of Physicians of London 30:325-28.

McCarthy, M., Addington-Hall, J.M & Altmann, D. (1997). The experience of
dying with dementia: A retrospective study. International Journal of Geriatric
Psychiatry 12:404-9.

Mcintyre, A. (2009) Doctrine of double effect. In The Stanford encyclopedia of
philosophy.
http://plato.stanford.edu/archives/fall2009/entries/double-effect/

McNamara, B., Rosenwax, L.K., D'Arcy, J. & Holman, C. (2006). A method for
Defining and Estimating the Palliative Care Population. Journal of Pain and
Symptom Management 32(1):5-12.

McWhinney, I.R., Bass, M.J. & Donner, A. (1994) Evaluation of a palliative
care service: problems and pitfalls. British Medical Journal 309:1340-1342.

Meier, D., Morrison, S. & Back, A. (2001). The inner life of physicians and
care of the seriously ill. Journal of the American Medical Association
286:3007-3014.

Merleau-Ponty, M. (1962, 1995). The phenomenology of perception. (C.
Smith, Trans). London: Routledge. (Originally published 1945).

Michie, S., Smith, J.A., Heaversedge, J. & Read, S. (1999). Genetic
counselling: clinical geneticists’ views. Journal of Genetic Counselling, 8, 275-
287.

Mills, M., Davies, H. & Macrae, W. (1994). Care of dying patients in hospital.
British Medical Journal 309:583-6.

Mitchell, S.L., Teno, J.M., Kiely, D.K., Shaffer, M.L., Jones, R.N. & Pigerson,
H.G. (2009). The clinical course of advanced dementia New England Journal
of Medicine 361:1529-38.

Mohan, J. (1996). Accounts of the NHS reforms: macro-, meso- and micro-
level perspectives. Sociology of Health and lliness 18(5):675-698.

Montgomery, K. (2006). How Doctors Think. Clinical Judgement and the
Practice of Medicine. Oxford: Oxford University Press.

Moodley, P. (2009). Book Review: Reflective Lifeworld Research. Indo-Pacific
Journal of Phenomenology 9(1):1-3.

Morse, J.M. (2006). The politics of evidence. Qualitative Health Research,
16:395-404.

337



Munhall, P.L. (1993). 'Unknowing" toward another pattern of knowing in
nursing. Nursing Outlook 41(3):125-8.

Murray, M. & Chamberlain, K. (eds) (1999). Qualitative Health Psychology:
Theories and Methods.. London: Sage Publications Ltd.

Murray, S.A., Kendall, M., Boyd, K. & Sheikh, A. (2005). Iliness trajectories
and palliative care. British Medical Journal 330:1007-11.

Murray, S.A & Sheikh, A. (2008). Care for all at the end of life. British Medical
Journal 336(7650):958-9.

Murtagh, F.E.M., Preston, M. & Higginson, |. (2004) Patterns of dying:
palliative care for non-malignant disease Clinical Medicine, Journal of the
Royal College of Physicians. 4(1): 39-44(6).

National Audit Office & Department of Health. (2005). Tackling Cancer:
Improving the Patient Journey. London: NAO.

National Audit Office. (2008). End of Life Care: A report by the Comptroller
and Auditor General. HC 1043, Session 2007- 08 London: The Stationery
Office.

National Council for Hospices and Specialist Palliative Care Services. (1998).
Reaching Out: specialist palliative care for adults with non-malignant disease,
Occasional Paper 14. London: NCHSPCS.

National Council for Palliative Care. (2003). Palliative Care for adults with non-
malignant diseases. London: NCPC.

National Council for Palliative Care. (2004a). The Palliative Care Needs of
Older People. Briefing bulletin No 14. London: NCPC.

National Council for Palliative Care. (2004b). Palliative Care Manifesto.
London: NCPC.

National Council for Palliative Care. (2005). New Directions in Palliative Care
Policy. London: NCPC .

National Council for Palliative Care. (2006). Changing gear: Guidelines for
Managing the Last days of Life in Adults. London: NCPC.

National Council for Palliative Care. (2006a). The Distinctive Characteristics of
Cancer. Is Cancer Unique? Or does it give us a model for palliative care for
all? London: NCPC.

National Council for Palliative Care. (2006b). National Survey of patient

activity data for specialist palliative care service, MDS, Full report for the year
2004-2005. London: NCPC.

338


http://www.ingentaconnect.com/content/rcop/cm;jsessionid=4pqj9m4qftffu.victoria
http://www.ingentaconnect.com/content/rcop/cm;jsessionid=4pqj9m4qftffu.victoria

National Council for Palliative Care. (2006c). Ethnicity, Older People and
Palliative Care The Policy Research Institute on Ageing and Ethnicity and The
National Council for Palliative Care London: NCPC.

National Council for Palliative Care. (2006d). A National Survey of Heart
Failure Nurses and their Involvement with Palliative Care Services. London:
NCPC.

National Council for Palliative Care and Alzheimer's Society. (2006e).
Exploring Palliative Care for People with Dementia A Discussion Document.
London: NCPC.

National Council for Palliative Care. (2007). End of Life care. A
Commissioning Perspective. London: NCPC.

National Council for Palliative Care (2009a) Out of the Shadows: End of life
care for people with dementia. London: NCPC.

National Council for Palliative Care. (2009b). response to the launch of the
strategy for end of life care. Press release. 2009.
http://mww.ncpc.org.uk/newsroom/index.html (accessed 25th April 2010).

National Council for Palliative Care. (2010). Supporting People to Live and Die
Well: A framework for social care at the end of life. Report of the Social Care
Advisory Group of the National End of Life Care Programme. London:
National End of Life Care Programme.

National Council for Palliative Care. (2011). Minimum Data Set 2009-2010.
www.ncpc.org.uk

National End of Life Care Intelligence Network. (2010). Deaths from
Alzheimer’s disease, dementia and senility. London: National End of Life Care
Programme.

National End of Life Care Programme and National Health Service
Improvement. (2010). End of life care in heart failure: A framework for
implementation. London: NHS Improvement National End of Life Care
Programme.

National Institute for Clinical Excellence. (2004). Guidance on improving
supportive and palliative care for adults with cancer. London: HMSO.

National Institute for Clinical Excellence. (2010). Chronic Heart Failure:
Management of chronic heart failure in adults in primary and secondary care.
NICE Clinical guideline 108. London: NICE.

National Institute for Clinical Excellence. (2011a). NICE Pathway Advanced
Breast Cancer. London: NICE.

339


http://www.ncpc.org.uk/

National Institute for Clinical Excellence. (2011b). TA 217 Donepeuzil,
galantamine, rivastigmine and memantine for the treatment of Alzheimer’s
Disease. Review of NICE technology appraisal guidance 111. London: NICE.

National Institute for Clinical Excellence and Social Care Institute for
Excellence. (2007). Dementia: Supporting People with Dementia and their
Carers in Health and Social Care. London: NICE/SCIE.

National Public Health Service for Wales. (2004). Health Evidence Bulletin
Wales: Coronary Heart Disease. Cardiff: NPHS.

Navarro, Z. (2006). In Search of a Cultural Interpretation of Power: The
Contribution of Pierre Bourdieu. Institute of Development Studies Bulletin
37(6):11-22.

Neate, T. (2011). personal communication 9/11/2011.

NHS Information Centre. (2009). The Healthcare Quality Improvement
Partnership (HQIP) & The NHS Information Centre for Health and Social Care
& The British Society for Heart Failure (2009) National Heart Failure Audit
2008/9 Third report for the audit period between April 2008 and March 2009.
Copyright The NHS Information Centre.

Nicholson, D. (2008). Oral evidence to the Public Accounts Committee
following the National Audit Office Report Improving Services and Support for
People with Dementia’. London: NAO.

Nightingale, D.J. & Cromby, J. (eds) (1999) Social Constuctionist Psychology:
a critical analysis of theory and practice. Buckingham: Open University Press.

Northern Ireland Cancer Network. (2008). Diagnosing Dying — Defining End of
Life Care. Supportive and Palliative Care Network Group: Belfast.:
DHSSPSNI.

Northern Ireland Executive. (NIE) (Department of Health, Social Services and
Public Safety Northern Ireland (DHSSPSNI)). (2010). Living Matters Dying
Matters. A Palliative and End of Life Care Strategy for Adults in Northern
Ireland. www.dhsspsni.gov.uk Belfast: DHSSPSNI.

Oliviere, D. & Monroe, B. (Eds) (2004). Death, Dying and Social Differences.
Oxford: Oxford University Press.

O’Leary, N. & Tiernan, E. (2008). Survey of specialist palliative care services
for non-cancer patients in Ireland and perceived barriers. Palliative Medicine
22:77-83.

O’Leary, N., Murphy, N.F., O’Loughlin, C., Tiernan, E. & McDonald, K. (2009).

A comparative study of the palliative care needs of heart failure and cancer
patients. European Journal of Heart Failure 11:406-412.

340


http://www.dhsspsni.gov.uk/

Office for National Statistics. (ONS) (2004).
http://www.dh.gov.uk/en/Publicationsandstatistics/Pressreleases/DH 4026007

Office for National Statistics (ONS), (2010) Death Registrations by cause
England and Wales 2009: Statistical Bulletin. London: ONS.

Palliative Care Australia. (2005). A guide to Palliative Care Service
Development: a population based approach. Palliative Care Australia:ACT.
www.pallcare.org.au

Pantilat, S.Z. & Steimle, A.E. (2004). Palliative care for patients with heart
failure. Journal of the American Medical Association 291:2476-82.

Parkes, C.M. (1964). Effects of Bereavement on Physical and Mental Health:
A Study of the Medical Records of Widows. British Medical Journal (August
1):274-279.

Parkes, C.M. (1972). Accuracy of Predictions of Survival in Later stages of
Cancer. British Medical Journal 2:29-31.

Parkes, C.M. (2000). Commentary: Prognoses should be based on
proved indices not intuition. British Medical Journal 320:473.

Pastrana, T., Jinger, S. & Ostgathe, C (2008) A matter of definition — key
elements identified in a discourse analysis of definitions of palliative care.
Palliative Medicine 22:222-232.

Patton, M.Q. (2002). Qualitative evaluation and research methods (3" ed.),
Newbury Park, CA: Sage Publications.

Pauls, M. & Hutchinson, R.C. (2002). Bioethics for clinicians: Protestant
bioethics. Canadian Medical Association Journal 166:339-344.

Payne, S., Seymour, J. & Ingleton, C. (eds) (2008 2" edition). Palliative Care
Nursing principles and evidence for practice. McGraw Hill:Open University
Press.

Peile, E. (2006) Hierarchy of evidence. British Medical Journal 332:645
doi:10.1136/bm;j.332.7542.645.

Penson, R., Schapira, L., Daniels, K.J., Chabner, B.A. & Lynch, T.J. (2004).
Cancer as Metaphor. The Oncologist 9:708-716.

Phinney, A and Chesla, C.A (2003). The lived body in dementia. Journal of
Aging Studies 17(3):283-99.

Picardie, R. (1998). Before | Say Goodbye. London: Penguin Books Ltd

341



Pilgrim, D. & Rogers, A. (1999). Mental Health Policy and the Politics of
Mental Health: a three tier analytical framework. Policy and Politics 27(1):13-
24.

Plath, S. (2005). The Bell Jar. London: Faber and Faber. (New edition).

Plsek, P. & Greenhalgh, T. (2001). The challenge of complexity in health care.
British Medical Journal 323:625-8.

Polanyi, M. (1961) Knowing and Being Mind New series 70(280):458-470.
http://www.jstor.org/stable/2251603 Accessed 18/09/2010 06:34

Polanyi, M. (1974). Personal Knowledge. Towards a Post-Critical Philosophy.
(paperback edition) USA: The University of Chicago Press.

Polkinghorne, D.E. (2004). Practice and the Human Sciences, the case for a
judgement-based practice of care. USA: State University of New York Press.

Polkinghorne, D.E. (2005). Language and Meaning: Data Collection in
Qualitative Research. Journal of Counselling Psychology. 52(2):137-145.

Polkinghorne, D.E. (2006). An agenda for the second generation of qualitative
studies. International Journal of Qualitative Studies on Health and Well-being.
1:68-77.

Pooler, J., Yates, A. & Ellison, S. (2007). Caring for patients dying at home
from heart failure: a new way of working. International Journal of Palliative
Nursing 13(6):266-271.

Popper, K. (2002). The Logic of Scientific Discovery (Routledge Classics
Edition). Oxford/New York: Routledge.

Prendegast, T.J. (2001). Advance care planning: Pitfalls, progress, promise.
Critical Care Medicine 29(2 supplement):34-9.

Pringle, J., Hendry, C & McLafferty, E. (2011). Phenomenological approaches:
challenges and choices. Nurse Researcher 18(2): 7-18.

Reid, K., Flowers, P. & Larkin, M. (2005). Exploring lived experience. The
Psychologist 18(1):20-23.

Reed, P.G. & Crawford-Shearer, N.B. (2009). Perspectives on Nursing Theory
5™ Edition. Walters Kluwer (Health): Lippincott, Williams & Wilkins.

Reeves, S., Albert, M., Kuper, A. & Hodges, B.D. (2008). Why use theories in
gualitative research? British Medical Journal 337:631-634.

Ricoeur, P. (1978) The metaphorical process as cognition, imagination and
feeling. Critical Inquiry 5: 143-159.

342


http://www.jstor.org/stable/2251603%20Accessed%2018/09/2010%2006:34

Rogers, B. (2005). Developing Nursing Knowledge. Philosophical Traditions
and Influences. Walters Kluwer (Health): Lippincott Williams & Wilkins.

Rolls, L., Seymour, J.E., Froggatt, K.A. & Hanratty, B. (2010). Older people
living alone at the end of life in the UK: Research and policy challenges.
Palliative Medicine 25(6):650-657.

Roscoe, L.A. & Schonwetter, R.S. (2006). Improving Access to Hospice and
Palliative Care for Patients Near the End of Life: Present Status and Future
Direction. Journal of Palliative Care 22(1):46-50.

Rosenwax, L.K. & McNamara, B.A. (2006). Who receives specialist palliative
care in Western Australia — and who misses out. Palliative Medicine 20:439-
45,

Royal College of Physicians. (RCP). (2007). Palliative Care Services: meeting
the needs of patients. Report of a UK Wide Working Party. London: RCP.

Royal College of Psychiatrists. (2011). Report of the National Audit of
Dementia Care in General Hospitals. London: Health Care Quality
Improvement Partnership.
www.rcpsych.ac.uk/.../NATIONAL%20REPORT%20-
20Exec%20Summary%202911.pdf

Rumsfeld, D. (2002). US Department of Defense news briefing, 12 February
2002.

Sackett, D.L., Straus, S.E., Richardson, W.S., Rosenberg, W. & Haynes, R.B.
(2000) Evidence Based Medicine, 2™ edition. New York: Churchill
Livingstone.

Sampson, E.L., Gould, V., Lee, D. & Blanchard, M.R. (2006). Differences in
care received by patients with and without dementia who died during acute
hospital admission: a retrospective case note study. Age and Ageing 35:187-
9.

Sandelowski, M., Trimble, F., Woodward, E.K. & Barroso, J. (2006) From
synthesis to script: Transforming qualitative research findings for use in
practice. Qualitative Health Research 16:1350-1370.

Saunders, C. (1976). Care of the dying: the problem of euthanasia. Nursing
Times 72:1003-5.

Saussure, F.de ([1916] 1983). Course in General Linguistics (trans. Roy
Harris). London: Duckworth.

Schofield, P., Carey, M., Love, A., Nehill, C. & Wein, S. (2006). Would you like

to talk about your future treatment options?’ discussing the transition from
curative cancer treatment to palliative care. Palliative Medicine 20(4):397-406.

343



Schon, D.A. (1987). Educating the Reflective Practitioner: Toward a New
Design for Teaching and Learning in the Professions. San Francisco: Jossey
Bass.

Schon, D.A. (1991) The reflective practitioner: how professionals think in
action. Aldershot: Ashgate Arena.

Scottish Government, Edinburgh. (2008a). Living and Dying Well, A National
Action Plan for Palliative and End of Life Care in Scotland. Edinburgh: The
Scottish Government.

Scottish Government, Edinburgh. (2008b). Better Cancer Care, An Action
Plan Edinburgh: The Scottish Government.

Scottish Government, Edinburgh. (2009). Improving the Health & Wellbeing of
People with Long Term Conditions in Scotland: A National Action Plan.
Edinburgh: The Scottish Government.

Seale, C. (1999). The Quality of Qualitative Research. London: Sage.

Seale, C. (2010). The role of doctors’ religious faith and ethnicity in taking
ethically controversial decisions during end of life care. Journal of Medical
Ethics 36:677- 682.

Selman, L., Harding, R., Beynon, T., Hodson, F., Coady, E., Hazeldine, C.
Walton, M., Gibbs, L. & Higginson, 1.J. (2007). Improving end-of-life care for
patients with chronic heart failure: “Let's hope it'll get better, when | know in
my heart of hearts it won't” Heart. 93(8):963-967.

Sepulveda, C., Marlin, A., Yoshida, T. & Ullrich, A. (2002). Palliative care: the
World Health Organization’s global perspective. Journal of Pain and Symptom
Management 24:91-96.

Shah, S., Blanchard, M., Tookman, A., Jones, L., Blizard, R. & King, M.
(2006). Estimating needs in life threatening illness: a feasibility study to
assess the views of patients and doctors. Palliative Medicine 20(3):205-10.

Shand, J. (2002). Philosophy and Philosophers. An Introduction to Western
Philosophy. Acumen: UK.

Shaw, R. (2010) Embedding Reflexivity within Experiential Qualitative
Psychology. Qualitative Research in Psychology 7:233-243.

Shinebourne, P. & Smith, J.A. (2010). The communicative power of
metaphors: An analysis and interpretation of metaphors in accounts of
experiences of addiction. Psychology and Psychotherapy: Theory, Research
and Practice 83:59-73.

344



Simon, S. & Higginson, 1.J. (2009). Evaluation of hospital palliative care
teams: strengths and weaknesses of the before-after study design and
strategies to improve it. Palliative Medicine 23:23-28.

Skilbeck, J. & Payne, S. (2005). End-of-Life care: a discursive analysis of
specialist palliative care nursing. Journal of Advanced Nursing 43(5): 521-30.

Smaje, C. & Field, D. (1997). Absent minorities? Ethnicity and the Use of
Palliative Care Services in Field. D., Hockey, J. & Small, N. (eds.). Death,
gender and ethnicity p142-165. Oxford: Routledge.

Smaling, A. (1995). Open-mindedness, open-heartedness and dialogical
openness: The dialectics of openings and closures. In I. Maso, P.A. Atkinson,
S. Delamont and J.C. Verhoeven (eds). Open-ness in research: The tension
between self and others. p.20-32. Assen, The Netherlands: Van Gorcum.

Smith, J.A. (1996a). Beyond the divide between cognition and discourse:
Using interpretative phenomenological analysis in health psychology.
Psychology & Health. 11:261-271.

Smith, J.A. (1996b). Qualitative methodology: analysing participants’
perspectives. Current Opinion in Psychiatry 9:17-21.

Smith, J.A. (1997). Developing theory from case studies: Self reconstruction
and the transition to motherhood, in N. Hayes (ed) Doing Qualitative Analysis
in Psychology. Hove: Psychology Press.

Smith, J.A. (2004). Reflecting on the development of IPA and its contribution
to qualitative research in psychology. Qualitative Research in Psychology
1:39-54.

Smith, J.A. (2008). (Editor) Qualitative psychology. A Practical Guide to
Research Methods. 2™ edition. London: Sage Publications Ltd.

Smith, J.A. Flowers, P. & Larkin, M. (2009). Interpretative Phenomenological
Analysis. Theory, Method and Research. London: Sage Publications Ltd.

Smith J.A. Harre, R. & Van Langenhove, L. (1996). Rethinking Psychology.
London :Sage Publications Ltd.

Smith, J.A. Michie, S. Stephenson, M. & Quatrrell, O. (2002). Risk perception
and decision-making processes in candidates for the genetic test for
Huntington’s Disease: An interpretative phenomenological analysis. Journal of
Health Psychology 7:131-144.

Smith, J.A. & Osborn, M. (2008). Interpretive Phenomenological Analysis. In
Qualitative psychology. A Practical Guide to Research Methods. 2" edition.
London :Sage Publications Ltd.

Sontag, S. (1978). lliness as a metaphor. London: Penguin.

345



Sontag, S. (1989). lliness as a metaphor and AIDS and its metaphors.
London: Penguin.

Spence, A., Hasson, F., Waldron, M., Kernohan, W.G., McLaughlin, D.,
Watson, B., Cochrane, B. & Marley, A.M. (2009). Professionals delivering
palliative care to people with COPD: qualitative study. Palliative Medicine
23:126-31.

Stanford Encyclopedia of Philosophy. (2008). Phenomenology.
http://plato.stanford.edu/entries/phenomenology/
Last accessed 1/7/2011.

Steier, F. (1991). Research and reflexivity. London, Thousand Oaks, New
Delhi: Sage Publications.

Stevinson, C. Preston, N. & Todd, C. (2010). Defining priorities in
prognostication research: results of a consensus workshop. Palliative
Medicine 24:462-8.

Stewart, S. Maclintyre, K. & Hole, D. J. (2001). More ‘malignant’ than cancer?
Five-year survival following a first admission for heart failure. European
Journal of Heart Failure 3:315-22

Stjernsward, J. & Clark, D. (2003). Palliative care — a global perspective. in: G.
Hanks, D. Doyle, C. Calman and N. Cherney (eds) Oxford Textbook of
Palliative Medicine (3" edn). Oxford: Oxford University Press.

Strauss, A.L., Fagerhaugh, S., Suczek, B. & Wiener, C. (1997). The Social
organisation of medical work. USA & UK :Transaction Publishers.

Sturmberg, J.P. & Martin, C.M. (2008). Knowing — in Medicine. Journal of
Evaluation in Clinical Practice 14:767-770.

Sullivan, M. (2003). Hope and Hopelessness at the End of Life. American
Journal of Geriatric Psychiatry 11(4):393-405.

Surgenor, L.J., Spearing, R.L., Horn, J., Beautrais, A.L., Mulder, R.T. & Chen,
P. (2009). Burnout in hospital-based medical consultants in the New Zealand
public health system. New Zealand Medical Journal 122(1300):11-18.

Sweeney, K. & Griffiths, F. (2002). Complexity and Healthcare. An
introduction. Oxford: Radcliffe Medical Press.

Sweeting, H. & Gilhooly, M. (1997). Dementia and the phenomenon of social
death. Sociology of Health and lliness. 19:93-117.

Tadman, M. & Roberts, D. (2007). Oxford Handbook of Cancer Nursing
Oxford: Oxford University Press.

346


http://plato.stanford.edu/entries/phenomenology/

Teno, J.M., Weitzen, S., Fennell, M.L. & Mor, V. (2001). The Dying Trajectory
in the Last Year of Life: Does the Cancer Trajectory fit Other Diseases?
Journal of Palliative Medicine 6(4):457-464.

The Task Force of the European Society of Cardiology (2005) Guidelines for
the diagnosis and treatment of chronic heart Failure: full text (update 2005).
http://www.escardio.org/knowledge/quidelines/Chronic_Heart Failure.htm

Thorne, G. & Payne S. (2004) Removing the boundaries: palliative care for
patients with heart failure. Palliative Medicine 18(4):291-96.

Todres, L. (2007). Embodied Enquiry. Basingstoke: Palgrave Macmillan.

Todres, L. (2008). Being With That: The Relevance of Embodied
Understanding for Practice. Qualitative Health Research 18(11):1566-1573.

Todres, L. & Galvin, K.T. (2008). Embodied interpretation: a novel way of
evocatively re-presenting meanings in phenomenological research. Qualitative
Research 8(5):568-583.

Todres, L. & Wheeler, S. (2001). The complementarity of phenomenology,
hermeneutics and existentialism as a philosophical perspective for nursing
research. International Journal of Nursing Studies 38(1):1-8.

Todres, L., Galvin, K. & Dahlberg, K (2007). Lifeworld-led healthcare:
revisiting a humanising philosophy that integrates emerging trends. Medicine,
Health Care and Philosophy 10:53-63.

Todres, L., Galvin, K.T. & Holloway, I. (2009). The humanization of
healthcare: A value framework for qualitative research. International Journal of
Qualitative Studies on Health and Well-being, 4:68-77.

Toombs, S.K. (1993). The meaning of illness: A phenomenological account of
the different perspectives of physician and patient. Netherland: Kluwer
Academic Publications.

Toulmin, S. (1976). On the Nature of the Physician’s Understanding. The
Journal of Medicine and Philosophy, 1(1):32-50.

Toulmin, S. (1993). Knowledge and Art in the Practice of Medicine: Clinical
Judgement and Historical Reconstruction, in Science, Technology, and the Art
of Medicine eds. Delkeskamp-Hayes, C. & Cutter, M. A. G.. p231-249.
Dordrect: Kluwer.

Upshur, R.E.G. (2000). Seven characteristics of medical evidence. Journal of
evaluation in clinical practice 6(2):93-97.

Valle, R.S & Halling, S (1989) Existential-Phenomenological Perspectives in

Psychology. Exploring the Breadth of Human Experience. New York and
London: Plenum Press.

347


http://www.escardio.org/knowledge/guidelines/Chronic_Heart_Failure.htm
http://books.google.co.uk/books?hl=en&lr=&id=GUfV3f2z4JMC&oi=fnd&pg=PR9&dq=toombs+1993&ots=Oaxu7eQjU-&sig=e2FRtCcmvBGx47Qx-HHven6BMIQ
http://books.google.co.uk/books?hl=en&lr=&id=GUfV3f2z4JMC&oi=fnd&pg=PR9&dq=toombs+1993&ots=Oaxu7eQjU-&sig=e2FRtCcmvBGx47Qx-HHven6BMIQ

Van der Steen, J., Ooms, M., Van der Wal, G. & Ribbe, M. (2002). Pneumonia
the demented patients best friend? Discomfort after starting or withholding
antibiotic treatment. Journal of the American Geriatric Society 50(10):1681-
1688.

Vandrevala, T., Hampson, S.E., Daly, T., Arber, S. & Thomas, H. (2005).
Dilemmas in decision-making about resuscitation — a focus group study of
older people. Social Science & Medicine. 62(7):1579-93.

Vigano, A., Dorgan, M., Buckingham, J., Bruera, E., Suarez-Almazor, M.E.
(2000). Survival prediction in terminal cancer patients review of the medical
literature. Palliative Medicine 14:363-374.

Wacquant, L. (2006). Pierre Bourdieu in Key Contemporary Thinkers Rob
Stones (ed). London & New York: Macmillan.

Wacquant, L. (2011). Habitus as Topic and Tool: Reflections on Becoming a
Prizefighter. Qualitative Research in Psychology 8(81):81-92.

Walter, T. (1994). The Revival of Death. London & New York: Routledge.
Ward, A.M., Agar, M. & Koczwara, B. (2009). Collaborating or co-existing: a
survey of attitudes of medical oncologists toward specialist palliative care.
Palliative Medicine 23(8):698-707.

Wasson, K. & George, R. (2001). Specialist palliative care for non-cancer
patients: the ethical arguments. In: Higginson, I. & Addington-Hall, J. (eds).
Palliative care for non-cancer patients. Oxford: Oxford University press.

Weedon, C. (1987). Feminist practice and poststructuralist theory. Oxford:
Blackwell.

Weissman, D. (2004). Decision Making at a Time of Crisis near the End of
Life. Journal of the American Medical Association 292(14):1738-1743.

Welbourne, M. (2001). Knowledge. UK: Acumen.

Wellbery, C. (2010). The art of medicine. The value of medical uncertainty?
The Lancet 375:1686-7.

Welsh Office. (1996). Palliative Care in Wales: Towards Evidence based
Purchasing. Cardiff: Welsh Office.

Welsh Assembly Government. (2005). Designed for Life: Creating world class
Health and Social Care for Wales in the 21° Century. Cardiff: WAG.

Welsh Assembly Government. (2006). Welsh Health Circular WHC 030 End
of Life Care pathway for the last days of Life. Cardiff: WAG.

348



Welsh Assembly Government All Wales Palliative Care Planning Group.
(2008). Report to Minister for Health and Social services on Palliative care
Services — Sugar Report. WAG: Cardiff.
www,wales.nhs.uk/documents/palliativecarereport.pdf.

Welsh Assembly Government. (2009a). All Wales Palliative Care Planning
Group Implementation of Palliative Care Report Palliative care services
funding 2008 to 2009 — the Finlay Report. WAG: Cardiff.

Welsh Assembly Government. (2009b). The Cardiac Disease National Service
Framework for Wales. Cardiff: WAG.

Welsh Government. (2010a). National Dementia Action Plan for Wales.
Cardiff: WG.

Welsh Government. (2011a). Quality indicator and improvement guidance.
Cardiff: WG.

Welsh Government. (2011b). All Wales Care Pathway for the Last Days of
Life (version 2) Palliative Care in Wales. Cardiff: WG.

Wenger, N. S. & Carmel, S. (2004). Physicians’ religiosity and end-of-life care
attitudes and behaviours. Mt Sinai Journal of Medicine 71(5):335-343.

Whippen, D.A. & Canellos, G.P. (1991) Burnout syndrome in the practice of
oncology: results of a random survey of 1000 oncologists. Journal of Clinical
Oncology 9(10):1916-1920.

White, J. (1995). Patterns of knowing: Review, critique and update. Advances
in Nursing Science. 17(4):73-86.

Wilde, D. & Murray, C.D. (2010). Interpreting the Anomalous: Finding Meaning
in Out-of-Body and Near-Death Experiences. Qualitative Research in
Psychology 7:57-72.

Willig, C. (2007). Reflections on the use of a Phenomenological Method.
Qualitative Research in Psychology 4:209-225.

Willig, C. (2004). Introducing Qualitative Research in Psychology. Adventures
in theory and method. UK: Open University Press/Mc Graw —Hill.

Willig, C. & Stainton-Rogers, W. (eds). (2008). The Sage Handbook of
Qualitative Research in Psychology. London: Sage Publications Ltd.

Whittington, A. & Burns, J. (2005). The dilemmas of residential care staff
working with the challenging behaviour of people of learning disabilities.
British Journal of Clinical Psychology 44: 59-76.

Wood, M.J. & Ross-Kerr, J.C. (2006). Basis steps in planning nursing
research (6™ edition). Burlington, MA: Jones & Bartlett.

349



World Health Organisation. (1990). Cancer pain relief and palliative care.
Report of a WHO Expert Committee. Geneva: WHO, 1990.

World Health Organisation. (2002). National Cancer Control Programmes.
Policies and managerial guidelines, 2nd ed. Geneva: WHO.

World Health Organisation. (2003). World Health Report Global Burden of
Disease. Geneva : WHO.

World Health Organisation. (2004a). The Solid Facts: Palliative Care. Geneva:
WHO.

World Health Organisation. (2004b). Palliative Care for Older People.
Copenhagen: WHO Regional Office for Europe.

World Health Organisation (2008) The global burden of disease: 2004 update
Geneva: WHO.

World Health Organisation (2010) WHO definition of palliative care. Geneva:
WHO. http://www.who.int/cancer/palliative/definition/en, accessed July 2011.

World Health Organisation. (2011). Hall, S. Petkova, H. Tsouros, A. D.
Costantini, M. & Higginson, I. G. (eds) Palliative Care for Older People: Better
Practices. Copenhagen WHO: Regional Office for Europe.

Wyatt, J. (1991). Uses and sources of medical knowledge. The Lancet
338(30):1368-73.

Xie, J. Brayne, C. & Matthews, F.E. (Medical Research Council Cognitive
Function and Ageing Study collaborators) (2008) Survival times in people with
dementia: analysis from population based cohort study with 14 year follow-up.
British Medical Journal 336(7638):258-62.

Yardley, L. (2000). Dilemmas in Qualitative Health Research. Psychology and
Health 15:215-228.

Yardley, L. (2008). Demonstrating validity in qualitative psychology. In J A
Smith Qualitative psychology: A Practical Guide to Research Methods. 2™
edition. London: Sage Publications Ltd.

Zabroff, K.R., Mandelblatt, J.S. & Ingham, J. (2004). The quality of medical
care at the end of life in the USA: existing barriers and examples of process
and outcome measures. Palliative Medicine 18: 202-216.

Zambrowski, C.H. (2006). Managing beyond an uncertain trajectory: palliative

care in advanced heart failure. International Journal of Palliative Nursing
12(12):566-573.

350


http://www.who.int/cancer/palliative/definition/en
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Xie%20J%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Brayne%20C%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Matthews%20FE%22%5BAuthor%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Medical%20Research%20Council%20Cognitive%20Function%20and%20Ageing%20Study%20collaborators%22%5BCorporate%20Author%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=%22Medical%20Research%20Council%20Cognitive%20Function%20and%20Ageing%20Study%20collaborators%22%5BCorporate%20Author%5D

APPENDIX 1 -
THE LITERATURE SEARCH STRATEGY.

351



The literature was derived from systematic scoping searches of eight health
and social science electronic databases, MEDLINE (Ovid), CINAHL, AMED,
EMBASE, BNI, Clin Psych, EBSCO and PubMed (see Page 13 of the thesis).
The initial searches were undertaken in January to March 2007 prior to the
development and submission of the research proposal. They were repeated in
November 2009 and May 2010. Daily Zetoc Alerts were set up from April
2007 onwards to ensure current evidence and opinion informed the thesis.

The preliminary search supported 4 themes regarding access to SPCS:
clinical diagnosis (cancer and non cancer) and referral practices
social inequalities (age, ethnicity, rurality, deprivation)

service inequalities (availability, recognition of need)

I A

physician related issues (organisational, personal, perceptions of
palliative care)
these were then expanded to provide more precise search terms for each
domain:

1. cancer, terminally ill, non-cancer, palliative care, end of life, referral

2. terminally ill, palliative care, end of life, referral, age, gender, ethnicity,

social factors, disability
3. terminally ill, palliative care, end of life, referral, palliative care services

4. physicians, palliative care, referral practices, decision making.

The following initial Ovid (Medline) Search Strategy search terms and limits
provide an example of those used for searching the other databases in

relation to physicians, palliative care, referral practices and decision making.

Search Term Hits
1 palliative care/ 14246
2 exp terminal care/ 14371
3 terminally ill/ 2160
4 or/1-3 26298
5 Prognosis/ 109098
6 exp decision making/ or judgement/ 42050
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7 50r6 150314
8 4 and 7 3627

9 exp “Referral and Consultation”/ 19537
10 | exp interprofessional relations/ 16776
11 | exp attitude of health personnel/ 46426
12 | exp physician patient relations/ 19050
13 | exp nurse patient relations/ 9639
14 | exp attitude to death/ 4261

15 | (intuit$ or predict$ or forecast$ or | 302584

prophes$ or feel$). tw.

16 | or/9-15

398717

17 |8 and 16

1265

18 |Limit 17 to (English language and “all | 556

adult(19 plus years)”)

19 | From 18 keep 1-556

556

Database searches during February to May 2010 vyielded the following

number of references; further exclusions were added at this time: advance

directive discussions, euthanasia, physician assisted suicide, intensive care

and brain death.

Database Number of References before the
further exclusions
Medline 2488
AMED 980
CINAHL 3149
EMBASE 921
BNI 390
Total 7928
Total post exclusions 5068
Duplicates identified by ‘end-note’ | 1179
Total 3889

The abstracts for these articles were read and categorised as:

A = very relevant
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B = possibly relevant

C = uncertain

D = not useful.

My categorisation was randomly checked by a specialist librarian colleague. A
considerable amount of literature was read which either directly informed the
thesis or provided an eclectic and comprehensive background. Almost 500

references are cited in the compilation reference list.

Additional searches were made of global and national organisation and
governmental websites, together with those of voluntary organisations,

lobbying and patient groups.

Backward chaining was employed to identify seminal works which informed
the structural and theoretical contexts in which the thesis was located.
Attendance at an IPA Masterclass in April 2011 and advice from my
supervisors and colleagues signposted me to various texts that might inform
the thesis and in many cases this was helpful. Examples derived from this

process include the concepts of habitus and clinical mindlines.
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Submission of my research proposal to the internal school Research
Review and Ethics Screening Committee (RRESC) for scientific review
and ethics screening before they are sent for review to any external
body NHS research ethics committees. Its’ purpose being to ensure
internal quality and act as a resource signposting and guiding me
towards an NHS route for final ethics approval as my participants are
NHS staff.

Cardiff University agreed to act as the sponsor, required under the
Research Governance Framework for Health and Social Care and/or
the Medicines for Human Use (Clinical Trials) Regulations 2004.

The Research Governance Process was ensured by the gaining of
external ethical approval, completion of the online Integrated Research
Application System (IRAS) documentation which supported the
completion of multiple application forms for both the Wales NHS
Research Ethics Committee (WREC) and the host organisation, the
University Local Health Board (ULHB), Research and Development
Committeewww.myresearchproject.org.uk.

WREC was chosen as it supported all Wales approval for the thesis, if
recruitment was not successful in one LHB it would be an easier
process to approach another site with All-Wales approval being already
granted.

These forms were submitted together with the study protocol (which
included interview questions) and documentation (consent forms,
invitation letter and participant information sheets).

Attendance at WREC was both a supportive and challenging
experience, the committee expressed no concerns as to the ethical
probity of the study and approved it unconditionally in September 2009.

Members of the committee raised concerns as to its “doability” and
feasibility. Two members both medical consultants, were uncertain as
to whether busy physicians would be willing to give up their time to
participate especially as the study did not directly appear to benefit
them or their patients. They also questioned how comfortable and
responsive would participants be with the proposed open-ended
interview structure and the personal nature of some of the questions.

These concerns took the edge off receiving unconditional approval and
resulted in much discussion with my supervisor and the WREC co-
ordinator. A reserve position was discussed if needed, this would
replace the proposed participant group of physicians by Clinical Nurse
Specialists. This would necessitate substantial amendments ethical
approval through WREC. Fortuitously this was not required.

The LHB R&D and Site Specific approval process was initiated in
parallel with WREC. As a professional courtesy and to support
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approval and access the clinical directors from each speciality were
approached via email explaining the study and requesting their
approval to establish contacts with the medical consultants working in
their directorate. All responded and supported access although one
was concerned that the physicians’ participation should take place as
part of the working day and not intrude on their private time.

This email correspondence was consistently copied to the LHB R&D
team. Subsequent approval was received and accessing of participants
and data collection commenced in April 2010.

The delay between obtaining ethical approval and data collection was
related to personal events necessitating a break in research activity.

Regular annual contact has been maintained with WREC through the
annual report process and the substantial amendments approval
required in order to use Old Age Psychiatrists as a further participant
group and informing them of a change in academic supervisor.

Annual contact has been maintained with the LHB with completion of
the annual review proforma and providing notification to them of the
WREC substantial amendments proposal.

Substantial amendments approval from WREC and R&D was obtained
and the second stage of data collection commenced at the end of
October 2010.

357



APPENDIX 3 —
PARTICIPANT INVITATION LETTER.

358



(CARDIFF
BN K IR'@  Cardiff School of Nursing and Midwifery Studies,

Cardiff University, 5" Floor Room 12, Eastgate House,
A RIE0]M 35-43, Newport Road, Cardiff CF24 0AB

CAERDY@ Date: 25" March 2010

Study Title: Practitioners and referral decision-making in end of life care.

Dear

My name is Sally Anstey and | am a lecturer and doctoral student in the
School of Nursing and Midwifery Studies at Cardiff University. We had email
contact a few months ago regarding my research study to fulfil the
requirements of my doctorate, and | would now like to invite you to participate
in a single interview.

| am exploring the factors which contribute to clinical decision making and
influence medical consultants to refer, or not refer, their patients to specialist
palliative care services.

| am asking consultants working in the clinical specialities of ...

working within ...to participate. The interview would take place within working
hours and experience suggests that it will take no longer than an hour. The
Trust have given R&D approval for the study.

| have recently been working with ...

Who suggested you would be an important person to recruit to the study.
Further and more detailed information is contained in the participant
information sheet accompanying this letter and | will be happy to answer any
guestions you have about the study.

Thank you for considering participating in this study. If you are willing to
participate please complete the details below and return them to me in the
enclosed SAE.

With kind regards,

Sally Anstey RGN, DipN (Wales), PGCE, MSc (London).Lecturer: Adult
Nursing/End of Life Care.
Telephone: 07855394379. Email: ansteysl@cardiff.ac.uk

Reply Slip.
Agreement to contact and participation in the research study

Practitioners and referral decision-making in end of life care

| agree to being contacted in relation to the above study.

359


mailto:ansteys1@cardiff.ac.uk

Name Signature
Date

Please indicate your preferred method of contact and provide details:

Email

Telephone

Personal letter

Other

Thank you
Sally Anstey.
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CARDIFF

UNIVERSITY

PRIFYSGOL Cardiff School of Nursing and Midwifery Studies

(CAFRDYD

Participant Information Sheet
Medical Consultants.

Study title: Practitioners and referral decision making in end of life care.

1. Aninvitation to take part in a research study

| would like to invite you to take part in a research study. Before you decide, it
is important to understand why the research is being done and what it would
involve for you. Please take time to read the following information and ask me
if there is anything that is not clear or if you would like more information.

2. What is the purpose of the study?

The intention of this study is to explore what factors contribute to clinical
decision making and influence medical consultants to refer, or not refer, their
patients to specialist palliative care services

3. Why have | been invited?

| am asking medical consultants working in a variety of clinical specialities in
different geographical areas across Wales, providing care to NHS patients, to
participate in an interview. The interview would take place within working
hours.

4. Do | have to take part?

Participation in this study is completely voluntary. It is up to you to decide
whether or not to take part. If you do decide to take part you will be asked to
sign a consent form and given a copy of both the signed form and this
information sheet to keep. If you decide to take part you are still free to
withdraw at any time and without giving a reason. A decision to withdraw at
any time, or a decision not to take part, would not affect you in any way.

5. What will happen to me if | take part?

Participation in the study involves you in a single semi-structured interview.
The interview will be of approximately 30-60 minutes duration. | will ask you
about your experience of referring (or not) your patients to specialist palliative
care services and to reflect on what factors may have influenced your
decision. With your permission the interview will be digitally recorded. You will
be given the opportunity to review the transcript of your interview should you
wish to do so.

6. Will my taking part in this study be kept confidential?

The procedures | will use to handle, process, store and destroy all of the
information | obtain about you will follow Cardiff University policies, and fulfil
the requirements of the Data Protection Act 1998.
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| will use a digital recorder to audio-record the interview | conduct with you. |
will listen to the tapes and transcribe them word for word into a typed
document. The main issues you raised in your interview and those that come
from any notes taken would be drawn out. All data will be anonymised. This
process would be carried out by myself and discussed with my educational
supervisors. The tape recording will be destroyed after transcription has taken
place.

| will store all of the electronic documents containing coded information about,
and provided by, the people taking part in this study in a password-controlled
computer. Only I will know this password. | will keep back-up copies of all my
coded data on a second password-controlled computer.

| will use a computer software program to help me to organise and analyse all
of the information | gather during this study. | will analyse your responses to
draw out the key themes which | will then group and cluster with those of your
colleagues working in the same speciality. | will then compare the responses
of your group with those of the other specialist groups seeking to understand
the similarities and differences. | will set my findings in the wider context of
referral decision-making in specialist palliative care.

| will store a single copy of each original digital audio-recording file, saved on
a portable digital media device, in a locked cabinet in my workplace. In this
cabinet | will also store my copy of your signed consent form, and a
document, which links you to the coded information given by you on the two
password-controlled computers. The only individuals to have access to these
files and documents will be myself and Research Governance staff working at
Cardiff University. These staff may request to see my copy of your signed
consent form and the data | have gathered as part of their routine audit of
studies. These members of staff will have a duty of confidentiality to you as a
research participant, and nothing that could reveal your identity will be
disclosed outside the research site.

Following Cardiff University guidelines, all paper and electronic records
associated with this study will be securely stored for a period of 15 years from
the date of the last publication which uses data obtained during this
investigation. After this time all records will be permanently destroyed. If |
leave my post before this period of time elapses, all information gathered in
this study will be passed to the care of a designated custodian. This person
will have the responsibility to oversee the continued secure storage of all
records, to maintain confidentiality, and to permanently destroy all paper and
electronic files at the designated time.

7. What will happen if | don’t want to carry on with the study?

If you withdraw before | have produced my findings from the study | will not
use any information you have given me in producing my thesis and | will
destroy all the information you have given me.

If you withdraw after | have produced my thesis, or after | have used the
information | have gathered from you to produce journal articles or conference

363



presentations, then | will make sure that | do not use information given by you
in any further articles or presentations.

7. Expenses and payments
| am not able to pay research participants for their time. Interviews will take
place at your place of work at a time convenient to you.

8. What are the possible disadvantages and risks of taking part?
| do not foresee any disadvantages or risks to you in taking part in the study.

9. What are the possible benefits of taking part?

| cannot promise the study will help you personally but the information that
you provide may be used to shape policy with regards to the future
development of specialist palliative care services

10. What if there is a problem?

Any complaint about the way you have been treated during the study or any
possible harm you might suffer will be addressed. If you have a concern about
any aspect of this study, you should ask to speak to me. | will do my best to
answer your questions, and my contact details are given at the end of this
document.

If you remain unhappy and wish to complain formally, you can do this by
contacting Dr Kathryn Pittard Davies, Head of Research Policy and
Management Cardiff University. You can write to Dr Pittard Davies at the
Research and Commercial Division, Cardiff University, McKenzie House, 30-
36 Newport Road, Cardiff CF24 ODE, or contact her by either telephone on
029 20879274 or via email at davieskp2@cardiff.ac.uk.

10.What will happen to the results of the research study?

At the study’s end | will be producing a PhD thesis, based on what | have
found and intend to present my findings at conferences. | will also write
articles for publication in journals in order that other people can learn from this
study. In my thesis, and in all of my other presentations and publications, | will
use verbatim quotes as illustration of the themes identified from the
interviews. Names of participants taking part in this study and the
geographical areas where they work will not be given in any of the
publications and presentations produced.

11.Who is organising and funding the research?

This study is being undertaken in part fulfilment of a PhD and as such is
sponsored by Cardiff University with whom | am registered as a student. The
study fits into the Research Strategy developed in the Cardiff School of
Nursing and Midwifery Studies.

12.Who has reviewed the study?

This study has been reviewed by the All Wales Research Ethics Committee
as part of the Integrated Research Application System (IRAS) which involves
research and development and site specific approval.
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Further information and contact details:
For further information on this study you are invited to contact either my
academic supervisor or myself using the following details:

Sally Anstey

Cardiff School of Nursing and Midwifery Studies
Cardiff University

5™ Floor Eastgate House

35-43, Newport Road

Cardiff CF24 OAB

Telephone: 02920 917788

Mobile 07855394379

Email: ansteysl@cardiff.ac.uk

Academic supervisor

Dr Jane Harden

Director of Postgraduate Studies (Taught)
Cardiff School of Nursing & Midwifery Studies
Cardiff University Room 709

Eastgate House

35-43 Newport Road

Cardiff CF24 0AB

Tel: 029 2091 7725

Mobile: 07736 933547
hardenj@cardiff.ac.uk
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(CARDIFF

UNIVERSITY Cardiff School of Nursing and Midwifery Studies

PRIFYSGOL

(AERDYD

Consent form

Title of Study: “Practitioners and referral decision-making in end of life care”

Name of Researcher:  Sally Anstey.

Please
initial box

| confirm that | have read and understand the Participant Information Sheet, for the above study. |
have had the opportunity to consider the information, ask questions and have had these answered
satisfactorily.

| understand that my participation is voluntary and that | am free to withdraw at any time without
giving any reason.

| understand that data collected during the study may be looked at by Research Governance staff
working in Cardiff University, where it is relevant to my taking part in this research. | give permission
for these individuals to have access to my records.

| agree to the use of audio-recording, and understand that verbatim quotations from my interview
may be used anonymously in the report produced from this study and in papers produced for
publication and for conference presentation, but | can withdraw the use of any part of the material at
any time before the report is published.

| agree to take part in the above study.

Name of participant Date Signature

Name of person taking consent Date Signature

When completed, 1 for participant; 1 for researcher site file.
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Research Ethics E ‘ Ymchwil Ethegau

Committee for Wales Aml-Ganolfan

yng Nghymru
for

Chairman/Cardeirydd : Administrator/Gweinyddes:

Dr Gordon Taylor 1LES Dr. Corinne Scott

Churchill House, Fourth Floor, 17 Churchill Way, Cardiff, CF10 2TW
Ty Churchill, 17 Ffordd Churchill, Caerdydd, CF10 2TW

Website:  http://www.nres.npsa.nhs.uk Fax No. 029 2037 6824
e-mail: corinne.scott@bsc.wales.nhs.uk

Telephone enquiries to: 029 2037 6829

15 September 2009

Ms Sally Anstey

Lecturer and PhD Student
Cardiff University

School of Nursing and Midwifery

Dear Ms Anstey

Study Title: An exploration of factors influencing referral to
specialist palliative care services for patients with
cancer and non-cancer conditions.

REC reference number: 09/MREQ09/43

Protocol number: Final draft

The Research Ethics Committee reviewed the above application at the
meeting held on 10 September 2009. Thank you for attending to discuss the
study.

Ethical opinion

The members of the Committee present gave a favourable ethical opinion of
the above research on the basis described in the application form, protocol
and supporting documentation, subject to the conditions specified below.

Ethical review of research sites

The favourable opinion applies to all NHS sites taking part in the study,
subject to management permission being obtained from the NHS/HSC R&D
office prior to the start of the study (see “Conditions of the favourable opinion”
below).

369



Conditions of the favourable opinion

The favourable opinion is subject to the following conditions being met prior to

the start of the study.

Management permission or approval must be obtained from each host

organisation prior to the start of the study at the site concerned.

For NHS research sites only, management permission for research (“R&D
approval”) should be obtained from the relevant care organisation(s) in
accordance with NHS research governance arrangements. Guidance on
applying for NHS permission for research is available in the Integrated
Research Application System or at http://www.rdforum.nhs.uk. Where the only
involvement of the NHS organisation is as a Participant Identification Centre,
management permission for research is not required but the R&D office
should be notified of the study. Guidance should be sought from the R&D

office where necessary.

Sponsors are not required to notify the Committee of approvals from host

organisations.

It is responsibility of the sponsor to ensure that all the conditions are
complied with before the start of the study or its initiation at a particular

site (as applicable).

Approved documents

The documents reviewed and approved at the meeting were:

Document Version Date
Covering Letter signed Ms. Anstey 24 August 2009
REC application signed Ms. Anstey, Mr. 27 August 2009

Matthew Harris (sponsor),

and Professor Paul Bennett

(supervisor)
Protocol Final draft 31 July 2009
Investigator CV Ms. Anstey 31 July 2009
Participant Information Sheet: Medical Final draft 29 July 2009
consultants
Participant Consent Form 31 July 2009
Letter of invitation to participant and reply slip, final version |31 July 2009
Evidence of insurance or indemnity  |Zurich Minicupal certificate of

insurance - Cardiff University

- expires 31 July 2010.
Investigator CV Professor Bennett 31 July 2009

Membership of the Committee

The members of the Ethics Committee who were present at the meeting are

listed on the attached sheet.

Statement of compliance
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The Committee is constituted in accordance with the Governance
Arrangements for Research Ethics Committees (July 2001) and complies fully
with the Standard Operating Procedures for Research Ethics Committees in
the UK.

After ethical review
Now that you have completed the application process please visit the National
Research Ethics Service website > After Review

You are invited to give your view of the service that you have received from
the National Research Ethics Service and the application procedure. If you
wish to make your views known please use the feedback form available on
the website.

The attached document “After ethical review — guidance for researchers”
gives detailed guidance on reporting requirements for studies with a
favourable opinion, including:

(1 Notifying substantial amendments
Adding new sites and investigators
Progress and safety reports
Notifying the end of the study

Oodd

The NRES website also provides guidance on these topics, which is updated
in the light of changes in reporting requirements or procedures.

We would also like to inform you that we consult regularly with stakeholders to
improve our service. If

you would like to join our Reference Group please email
referencegroup@nres.npsa.nhs.uk.

| 09/MRE09/43 Please quote this number on all correspondence |

With the Committee’s best wishes for the success of this project

Yours sincerely

Dr Gordon Taylor
Chairman

Email: corinne.scott@bsc.wales.nhs.uk
Enclosures List of names and professions of members who were present at the

meeting and those who submitted written comments
“After ethical review — guidance for researchers”
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APPENDIX 7 -
SCANNED PICTURE OF POST-IT NOTES
SUPPORTING DATA ANALYSIS.
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