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ABSTRACT

This thesis explores the views and experiences of people with lung cancer, and family
members, of discussing preferences and wishes for end of life treatment and care. It presents an
interpretive analysis based on the application of a constructivist grounded theory approach.
Study participants included: eighteen men and seven women with lung cancer and nineteen
family members. Participants were mainly from lower socio-economic groups living in the north
of England. Single, joint and group interviews were used to gather data. Interview transcripts
were analysed using a constant comparative method and conceptual models were drawn to aid

the development of the theoretical interpretation.

The study found that preferences and wishes for future care and treatment were not the
main concern of people with cancer; rather, any concerns for the future were about the social
aspects of death. Participants talked about their experiences of facing death whilst striving to live
in the present. Planning for one’s own dying and eventual death was not something that people
with lung cancer reported having discussed, except when, out of concern for their families,
practical arrangements needed to be made following death. The disclosure of a poor prognosis
had a huge emotional effect on participants, who ascribed a variety of meanings to this news.
Participants’ reported that clinicians usually focused on their disease; they did not recall being
offered any ‘options’ or ‘choices’ for future care. They commented that their preferences and
wishes for future treatment and care were influenced by their clinician, spouse, other family

members and their knowledge of others affected by cancer.

The theory ‘maintaining integrity in the face of death’ is proposed. This theory purports
that patients with advanced lung cancer and their families focus on acting and talking as ‘normal’

to help them balance living in the present whilst facing death. This thesis makes several



contributions to knowledge. First, it provides the views of people from an underrepresented
group of cancer patients from lower socioeconomic classes who are rarely included in research.
Secondly, it shows how people facing the end of their life place little importance on choice. They
focus instead on living in the present and carrying on as normal, which challenges current UK
policy that seeks to promote individual patient choice at the end of life through advance care
planning. The study findings suggest that policy makers and health and social care professionals
need to develop ways of helping people prepare for a ‘social’ rather than a physical or
‘medicalised’ death: a focus on developing advance care planning that provides information to
support people’s practical needs at the end of life, delivered as a family intervention, thereby

helping people living with lung cancer to maintain their integrity in the face of death.
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PREFACE

The purpose of this thesis is to explore the views and experiences of people affected by lung

cancer about discussing preferences and wishes for end of life care and treatment.

This preface aims to introduce who | am and will provide a description of the genesis of this
thesis and the ‘lens’ (Creswell and Miller, 2000) or ‘voice’ (Guba and Lincoln, 2005) | use in
developing it. A lens is described by Creswell and Miller (2000) as a determinant of validity used
to illuminate to the reader the researcher’s ‘worldview’ that inherently influences the study or the
choice of methodological approach (Creswell, 2007). Clough and Nutbrown (2002), describe the
researcher’s ‘voice’ as the values, knowledge, ethics and morals that influence or motivate the
researcher’s choice of research questions and methodology. In addition, Guba and Lincoln
(2005) suggest that expressing one’s ‘voice’ enables the location of a researcher’s standpoint
within a text. My lens or voice is influenced by professional and personal values and experiences

that together have shaped this research inquiry.

This thesis has developed from a professional interest in how people will respond to the
introduction of advance care planning in the UK. Having worked and studied as a district nurse
in western Canada in the 1990s | became aware of the concept of advance care planning and
advance directives, which offered people the opportunity to influence their future health care
decisions, should they become incapacitated in the future. | was also aware of the apprehension
felt by my Canadian colleagues about getting involved in supporting people in discussions about
their future. This appeared to come from a concern related to some people’s increasing
demands and expectations about their care and treatment. In addition, health care managers’
guidance to staff was not to influence the writing of advance directives for fear of litigation.
Colleagues described difficulties in initiating discussions, especially when some people

expressed a wish to explore alternative therapies that challenged the medical model of



treatment. Nevertheless, | viewed advance care planning as supporting a person’s individual

right to autonomy over their lives.

This professional background led me to become interested in advance care planning (ACP)
at a time when it was beginning to receive interest in the UK, and before its formal introduction
under the Mental Capacity Act (Department of Constitutional Affairs, 2005). As a palliative care
nurse specialist working in the UK, | was interested in how people living with advance disease
could be supported by ACP, and how it might benefit them. | received a grant from the North
Trent Cancer Network Social and Primary Care Oncology Research Group to conduct a small
pilot study aimed at developing and testing an ACP intervention used by a small team of lung
cancer nurses in the north of England (Horne et al., 2006). The study (which will be discussed in
more detail in the following chapter) resulted in the collation of a variety of views of people with
lung cancer, their families and the lung cancer nurses who used the intervention. The diversity of
reactions to ACP resulted in further questions about whether ACP is culturally acceptable to
people living in the UK. | questioned whether discussions about people’s wishes and
preferences for the future were already occurring in health and social care practice, but were

perhaps not identified by health professionals within the concept of advance care planning.

In addition to my professional background | have had personal experience of initiating a
discussion with my own mother (diagnosed with motor neurone disease) in the presence of my
father about her future wishes regarding artificial feeding. This conversation had not been
initiated by a health professional. As a nurse | was aware of the future decisions they might need
to make about treatment and care; | therefore initiated a discussion that resulted in my mother
expressing her wishes to her general practitioner (GP), who then followed these wishes when

she later developed aspiration pneumonia and subsequently died.

| am also a mother who has written a joint will with my husband (for the purposes of future

guardianship of our son in the event of death) and | have told my husband about some of my



wishes about my future care. As a mother, wife, sister, nurse, friend and a Christian, | recognise

that these roles and relationships have influenced the development of this thesis.

As this thesis developed, both my professional and personal views were further shaped by
the participants | met in this study. My position has changed from that described above, as |
have been influenced by the views of those | studied. From listening to people’s views about
their lives, | have sought to understand the meanings their experiences had for them within their
social contexts and to interpret their views and experiences as authentically as possible.
Nevertheless, | recognise | cannot exclude the possibility that my lens or voice may have
influenced the resulting theoretical interpretation. As well as offering further explanation of my
earlier assumptions and the reflective account that follows, this short introduction will help the

reader to interrogate for themselves the credibility of the theoretical interpretation.

Throughout this thesis | write using the ‘first person’. This fits with my chosen methodological

approach, which recognises the role of the researcher in constructing the theoretical

interpretation.

vi



TABLE OF CONTENTS

Y = 2 I - Y O |
ACKNOWLEDGMENTS ... e s s s s s s mm s e s me e n e e e e e a s ]
e 1 8 Y 0 v
TABLE OF CONTENTS ...t mm s mm s e e n s r e s Vi
LIST OF FIGURES ... s mms e ms s s s s s s Xl
LIST OF TABLES. ... mms s e s e s e s XV
OPERATIONAL DEFINITIONS. ..ot ms s mm s s e s XV
CHAPTER 1 : BACKGROUND AND LITERATURE REVIEW..........cccoi i 1
[N ST0] 0100 10 ) TN 1
BACKGROUND.......ctuuieeiett e et et ee e e et e e e e et e e e e eet e e e e eat e e e e e e et s eessatseesssnnaessssnnseesesnnneaerenen 1
Lung cancer incidence, prevalence and mortality............cccouuuuueeeeeeeeeeiiiiieiciiaaaeeeae, 1
Y AYo V7 Talol=Nor- =00 o) =T L] oo B 2
End of life care policy and the legal framework for ACP inthe UK...........ccccovvvvvvvennnn.. 4
TREOIEHCAl frAMEWOIK ...t aaaaaeeees 5
SUMIMAIY ..ottt ettt e e ettt e e e e e st e e e e e e saane 7
LITERATURE REVIEW. .. .iittuiieetittetee sttt e eeeeteeeeeeet e e e s eatasee e s st s eessat s essssnnaessssnnsaesesnneaeeenen 7
IEFOQUCHION ...ttt 7
Design and METROG ..............cooo ot 7
AIMS AN ODJECTIVES ...ttt ettt st r et e e s e e sneeense e e e nneeas 8
Yo PSPPSR PP PPN 8
ODBJECHIVES ..ttt ettt r e n e e ree e 8
Inclusion and eXClUSION CHEHIA ... ..ii ittt 9
FINQINGS ettt ettt 13
[ g1 (goTo [0 o1 170 o P PP PP SPTPI 28
Research MethOaSs USEA ..........eiiiiiiiiiii e e e 28
Critique of the appropriateness of methods USEd............ccoeiiiiiiiiiiiieeee e 28
LN O] o 0] (=Y V=Y o1 o o R
Target populations
How are ACP interventions described in the literature? .........ccccoovviieeiieiieiee e 34
Development of ACP iNtEIVENTIONS.......cc.uiiiii et 37
Components Of ACP INtEIVENTIONS. ......oiiiieiie et e e e as 41
Actual and intended outcomes of ACP
Patient experiences of discussing and planning for end of life care ...........ccccceecieniieiecceene 48
Preparation for death ... 51
IMProving COMMUNICALION ........eiiiiiiie et 52
Achieving @ SENSE Of CONIO .......eiiiiiiiiiiie e e e 53
INVOIVING FaMIlY/FHIENAS ... e e 54
Patients’ experiences of living with lung cancer towards the end of life .........cccoceeeiiiiiniee. 54
Concerns for family, being a burden on them and protecting others.........ccccoveeiiriiennnnnn. 56
Concerns about the FULUME........c..iiii et 56
PRYSICal ©ffECES ....ieeie e e e 57
StrVING TOr NOIMAILY .....eveee e et e e e e e e eesenreeean 58
S To Lot =Ll ETo] F=1 1o o USRS 58
Psychological effects of the diagnosis and wishes for a ‘good death’..........cc.cccceeiiiennnee. 58
DUSCUSSION ..ttt ettt ettt e 59
INtErPretations Of ACP ......o.iii ettt et sae e et e et esate e e e enaeeen 60
ACP involves provision of information/education...........c..c.eerieiiiiiieenie e 60
ACP INVOIVES ISCUSSION ...t ittt ettt ettt ettt et ee e et e e e ee e e eneeeesnneeeaanseeeanneeeanns 61
PN O] - 10 [ oT0 4 [=Y ) - L4 o] o IR 63
Who does Advance Care Planning? ........ooceeeeeeiieenee e siie et seeestee s s e e e e e nes 64
When is ACP iNItAtEA? ...ttt st see e e e e 66

vii



OUEICOMES OF ACP ...ttt ane s eseseeannenees 66

Limitations Of ThiS FEVIEW ........ccoouoiiiiiiieie ettt 69
SUMIMATY ..ottt ettt et ea e e 69
RESEAICH QUESTIONS. ...ttt 72
CHAPTER 2 : METHODOLOGY AND METHOD .......ccooimmmeimrimr e 73
[N ST0] 0100 10 N TN 73
RESEARCH DESIGN......citutuieeietteeeetstaeeeeteteeeeeeta e e e e et e eeeeeaaeeseesaneeseesanaeesestasaessstnaaeseen 74
Research aims and ObJECHVES ..............cooocuuieeie e 74
N PR RUUSRUURR 74
(@] o] =To1 (1= ST TP PP SRS UPOTPPRRPRPTRT 74
IMETHODOLOGY ...t eeeeetieeeeeetee e e e ettt ee e e e eee e ee e e e eeae e e e e eeae e e e e e e e e eeean e e e eeban e esesbanseessntneeesensans 74
Introduction t0 Grounded TREOIY ............cccuueeeiiiiee e 76
The Grounded Theory approach for this StUAY ..............ccoeeeeeueeeieieeeeeieeeeeeeeaa e 79
PriOr @SSUMPLIONS ...c.tiiiie ittt ettt ettt e n et nnne e e e e 80
Y 1= 1 T T PSSP 82
SaMPIING AECISIONS ...ttt 82
RS- 11 o 82
Sampling approach: People with Iung CANCEr..............cccceeeeeeeeeeeeiiiseeee e 83
INCIUSION CIIEEIIA ....eeiteeetee ettt ettt e st sne e e s e et e nnne e neeeaneena 83
(e [D 1= o o I el 1 =T ¢ = PP ST SRR 83
Sampling approach: family members of people with lung cancer...................ccc.......... 84
[ To] 8] (o) o R 84
EXCIUSION CIIEEIIA ...ceiteietie ettt ettt et en e e r et nne e e e e sane e 84
ReCruitmMENt PrOCEAUIE............ceeeeeeeeeee ettt ettt e e e e e e e e e e e 85
GIAINING ACCESS .. veiiiuueieeiutiie i ettt ee ettt e ettt e e eete e e ettt e e ssaeeesesteeeaasseeeesseeaesssaesesseeeaasneeasasseaesasseananns 85
(T (= Y=Y o] T S PURRR 88
ACNIEVEA SAIMPIE ...ttt 89
1V (0T 1[0 == g ] o)L= 90
Participant Profile ............c..ueeee et 90
D=1 7= oo =T 1o A 95
Interviews in qualitative reSEarCH ........o.vi i 95
ELhICal PIINCIPIES ..ottt sttt e snne e 96
Ethical and research governance approval ...........coceieueiiieeriienee et e 96
INFOIMEA CONSENT. ..ottt ettt en e e r e et nnne e e saneena 97
INTEIVIEWING SENSIIIVEIY ....eeieeieitie ettt et e e e e 97
Interviewing family MEMDEIS .....c..coiiiiii e 101
INTEIVIEW PrOCEAUIE. .......eiiiieiie ettt 101
Y o (=T o T Lo o H PSP RPRPTOPPPIN 101
INTEIVIEW SEHING ...eeiii ettt sne s 102
INTEIVIEW PrOCEAUNE ...ttt ettt st 103
(00T 01 (=T a1 0} 101 (=107 1= PP 104
Modifications 10 INTEIVIEWS ........oiiiiiiiiie it 104
Managing differing expectations of iNtervieWINg. .........coceeeiiiieeiie e 105
Single and JOINt INTEIVIEWS........c..eiiiiiie ettt e e s 106
CoNAUCtING GroUP INTEIVIBWS ......ciiieeieiieeeie it e et ee ettt et see e et eente e s e e e e e eeennees 108
L 1= 1= T 1 = £ S
DiAtA CAPLUIE ... ettt et sttt et et
AV Ty VA= U To =T a T 01/ o 111 /2SR
) (o] £=To [ TSSO PRSPPI
Field notes and research diary memos
COAING PIOCESS ...eeeeeieieeite ettt st ettt s ettt e s et e bt e e ab e e e et e be e e abe e e s e e saneeabeeeaneesnneenreenane
INEFOAUCTION ...ttt ettt et e e ea e ennee
L F= L o [ oo Yo 11T PSRRI
(O70Te [1aTo o L= 1S3 o] o T T TSR P SRR UPPPPR
ANAlySiNG JOINT INTEIVIEWS .......oiiiiiiiiie ettt s r e s s enre e
Analysing group interviews
Constructing a theoretical interpretation...........ccvvieiee e 115
Memos and theoretiCal SOMING .......cccve i 116
NEGALIVE CASES ..ttt ettt ettt et ettt et ere e r e et nne e 118



Diagramming and MOGEIS .........couieiuiiiiiiiiie et 119

MeMDBEI CRECKING.......eiiitiieie et 119
Reviewing eXiSting thEOMES. ......covii e 119
Presentation of fiNdiNGS.......cooiiiiiiie e 120
CREDIBILITY AND RIGOUR .. et ttee et e es e et ettt ettt e et ettt e e aaeaaaeeseeeaesaasaa e e anannnnes 122
REFLEXIVITY <.ttt ettt ettt et e e e e e e e e e e e e e aeeeasea e e aanneeneeeseeeeeeeeeeeeeeeaaaaaaaaaeaaaaess 123
Interviewing as a palliative Care NUISE ...............cocccueeeiiiiiesiiiie e 124
Interviewer as an ‘interventioniSt ...............oo e 126
ST U L 7Y U 126
CHAPTER 3 : PEN PORTRAITS ... e 127
10T (U o1 1o o I 127

7 T 0= 127
AV T | S 128
(07 T Lo | 2 S 129
SIMION <ttt et 130
17T 0 1o 131
DIBINNUS ..ttt 132

L L= 0 S 133

L] 1= 133
o TSP 134
BRUBY ...ttt 135

I T o S 136
SEQWAIT ...ttt 137
BUIL ...ttt 138
MEDEI ... 139

e T S 140
MGEY .ottt et et 141
(=T o 1= 3 S 142
BODB ... 144
107072 145
CODIM ettt et e e e e e 146
Lo 147
SREIEY ...ttt 148
EQWAFQ ...t 149

1 o g 1= 150
== 1 TS 151
SUMIMAIY ..ottt ettt e et e eae e 153
CHAPTER 4 : INTRODUCTION TO FINDINGS AND ‘FACE DEATH WHEN IT COMES’ 154
INTRODUCTION TO FINDINGS. ..tttttttteeeteeeteeteaeeaeaesaasaesaassaaaaassssbssbbesbeeseeeeeeeeeeeeeeeaaaaaaeesenss 154
INTRODUCTION TO ‘FACE DEATH WHEN IT COMES ...ttt eeeeeeeeeeeeeaaaaaaaaaaeeenns 155
‘FACING DEATH WHEN IT COMES’ .....uuutttutttteeeeieeeteeteeeteeaeaeaaeeesaesaassasaansssbesbesbeenbeeeeeeeeees 155
(07 L= 0 o | VS 157
‘Face death WREN it COMES’ ..........oooe ittt 161
DONEFEOI I ...ttt 162
KNOWING 8 WOISE ...ttt ettt 167

1V o o o I - T/ G 168
TRINKING @BOUT TRE FULUIE ...ttt e et a e 169
BEING FEAITUL. ...ttt 171
STRATEGIES FOR AVOIDING DEATH ...ttt bttt e e e ettt e e aeeaeeeeneeeaesaaeaa s s anannnnes 173
‘Don’t AiSCUSS’ @ fULUIE .......ooeeeeeeeeeeeee e 173
‘CaIry 0N @S NMOIMMAL ..ottt 178
DL N o) Vo L RPN 184
SUMMARY ettt ettt ettt e et e et e oo oo e bbbttt e et e e et e ettt e et e e e e e e e e e e e aeeaa e aea e nannaae 187
CHAPTER 5 : PLANNING FOR DEATH, NOT DYING.........coooiiiiiiiimiimnienisnnsssnsnes 189

iX



INTRODUGCTION. ...ttt ettt ettt e et e e e e e e e e e e e e e e s aa s e b b ae e b et e e e e e ee e et e eeeeeaaeaeeeenanss 189

PLANNING FOR DEATH, NOT DYING «ttttttettettaaaaaaaaaaaaaasaasaaaaaannensnneessseeseeeeeeeeeeeaaaaaaaaaaaaaaass 189
CASE SHUQY ..ottt et 191
CONCEITY FOF TAMULY ..ottt 195
Discussing plans for the fULUre...............oooouueeeii i 198
DECISION-MAKING.......eeeeeeeeeee ettt e e ettt ee e e e e e e e e et tttaasaaaanasaaeaaseesnnnnes 199
DiSCUSSING DYING...cceeeeeeieeeee ettt e e e e e e e ettt ae e e e e aaeaeaeasnnanes 200
Practical planning for When I'm gONe’...............ooueeeiiiiieee e 206
Wishes and decisions about AYiNg.............ccccuueeieiiiieiiiie et 208
Preferred place Of CAre ..ot 208
A QUICK QEALN ...ttt 210

SUMMARY .iiiieiittte et e e e ettt e e e e e s ettt et e e e e s bt teeee e e s s bttt eeee e e s nbeeeeeeeea e bbeeeeeeeeanbeaeeaeeenanrres 212

CHAPTER 6 : ONLY MONTHS TO LIVE....... e 214

INTRODUCTION. ...ttt euttteteeeesatteeeeeees s ueeeeeeeesassteeeeees s neseeeeeesaasneseeeaes e nnaseeeeesaannssneeaess 214

‘ONLY MONTHS TO LIVE ...tttttteetiititeteeee e sttt eeee s e santteeaeessasnteeeeeseanntbeeeeeesannbeeeaaeeenansreas 214
(O 111K (1o | S 216
DisSCloSUIre Of @ PrOGNOSIS ......c..oioieeeei ettt 219
DOCtOrs WOrK in NUIMDEIS ...t a e e e e e e e e e e e e 227
(@011 /1Y [ o I ol o 1o =] < TS 229
The effect of a prognosis on the person wWith CanCer .............cccceeeeeeeeeeieeeeeeriiieaannn 232
KNOWING I8 NAIMIFUL ..ot 236
Effect of a prognosis on family and friends................cceeeeeeeeeiieeeeiiiiiieeeeeeeeeeeeeeeiinan, 238

ST UL L 7Y N U 240

CHAPTER 7 : CLINICAL DISCUSSIONS ABOUT THE FUTURE............ccccecemmnniininanes 242

INTRODUGCTION. ...ttt ettt e et e e eeeeeeaaaaaaaaaeeaaeaasaaaa e n nnnsnneeaseeeeeeeeeeeeeeeaaaaaaaaaaaeeanss 242

CLINICAL DISCUSSIONS ABOUT THE FUTURE .....uuutuuttieieeeeieeereeeaeeeaaaaeaaaaaaaaaaasaaaaaaaaaaaannnnnnes 242
CASE STUAY ..ottt 245
INFOMMUNG PrACHCES ...ttt 248
‘DOCIOF KNOWS DESE ...ttt 252
‘No faith in’, or trust in the dOCIOL. .............ooi e 253
‘DOCtOrs dOn’t @XPIAIN" ... 255
Doctors and other health professionals’ explanations...............cccccceveveeeieeeeeeeeeeennnnn. 257
Doctor’s discussion Of fUtUre OPHIONS. ............ceeuiiiisieiiiiee e 258
Clinicians don’t have deep discussions or discuss the future..............c....cccvveevvnnnn. 259
Doctor’s advice about the FULUIE. .............coeeee e 263

PATIENTS’ DECISION-MAKING ... eeteeeeteeeeeeaaaaaaeaaeaaeaesaasaaaaaaanneeneeaneeeseeeeeeeeaeaeaaaaaaaaaaeeaess 264
Past experience of others’ cancer or death..............cccccoivecueeeiiiiisiiieeeeieeee 264
“Won't refuse treatmMent”.............eeeeeeeeeeieeeeeee e 267
Not qualified to make decisions or not close enough to death to decide.................... 269
Involving family in discussions and other influences on decision-making.................. 271
‘DECIAOA TOGEINEN ...ttt 273

ST U L 7Y U 278

CHAPTER 8 : INTRODUCING THE THEORY: ‘MAINTAINING INTEGRITY IN THE FACE
OF DEATH’ AND DISCUSSION ... esr s s s s s s s s sss s s s s s s smmsmmmsmmssnsanns 280

INTRODUCTION. ...ttt tutttteeeeesatteeeeeeessaastbeeeeeeaassteeeeee s s neseeeeeesaasnsseeeaes e nnaaeeeeesaannssneeaens 280

MAINTAINING INTEGRITY IN THE FACE OF DEATH . ..cctttiiiieaaaaaaeaaaa e e ee e eeseeeee e eee e 282
Balancing living @nd QYiNg ...........ueeeee ettt 284
Acting and talKing With iNTEGIILY ...........uuueeeee ettt ea e e e e e e aeeeaannes 286

Yo 1T PO RUN 286
LI LU T PPV PUPPR 289
KNowing @bout AALN.............oooee e 294
(=T F= Y £ 1o (o] £SO 295
101 G g a =L = Uod (o] £ SRR 298



L= TV 01 0= o 41 S 299

ST U L 7Y U 302
IMPLICATIONS OF THE THEORY OF MAINTAINING INTEGRITY IN THE FACE OF DEATH................ 303
Contribution t0 NEW KNOWIEAGE.............ccoeoeieeeieiieei e 303
Implications for policy, practice, education and future research...................cccccee.... 304
POIICY ettt ettt et n et nnrennee s 304

R CT Y=Y 1o o PSSR 306
Practice and @AUCALION .........coiuiiiiiiieee e 307
STRENGTHS AND LIMITATIONS OF THE THEORY AND DESIGN ..ccviiiiiiiieeieeeeneeeeeseae e 310
Limitations of theory deVeIOPMENL ............coeeeeuueeeieeeeeeeee ettt 313

ST UL L 7Y U 314
REFERENCES ..........oo oo e e s s s s 315
2 10 0 326
APPENDIX 1.PATIENT INFORMATION LETTER ....iiiiie it eeeeeeeeeeeeeeaaeaaaaaaaaaaaeaaens 326
APPENDIX 2.PATIENT INTERVIEW SCHEDULE (VERSION 1) ....utiiiiiiiiiiieiieieieeireereeeeeeeeeee e e 328
APPENDIX 3.PATIENT INTERVIEW SCHEDULE (VERSION 2 - THEORETICAL SAMPLING) ............. 329
APPENDIX 4. COMPLETED FRAMEWORK FOR ASSESSING QUALITATIVE EVALUATIONS............ 330

Xi



LIST OF FIGURES

FIGURE 1.1. CONCEPTUAL FRAMEWORK DEMONSTRATING POSSIBLE RELATIONSHIPS BETWEEN ACP
AND RELATED OUTCOMES (HORNE ET AL., 2009) .......cueiteteiieeereereereeeeeeeieeseevesteseeeseneeresae e 3

FIGURE 1.2 QUESTIONS POSED TO INTERROGATE THE LITERATURE (USING THE STATED OBJECTIVES). 10

FIGURE 1.3 HAMMES AND ROONEY (1998) ‘DEATH AND END OF LIFE PLANNING IN ONE MID-WESTERN

COMMUNITY -ttt ettt ettt e et e e eeeeeeeeeeeeee e e e e e e e e sae e e aaeaeeeeseeeeeeeeaeesaeeeaeeeeeeneereessessaaaas 36
FIGURE 1.4 THE SUPPORT PRINCIPAL INVESTIGATORS (1995) ‘A CONTROLLED TRIAL TO IMPROVE
CARE FOR SERIOUSLY ILL HOSPITALIZED PATIENTS . .. e oottt aaaees 38
FIGURE 1.5 BRIGGS (2003) ‘SHIFTING THE FOCUS OF ADVANCE CARE PLANNING: USING AN IN-DEPTH
INTERVIEW TO BUILD AND STRENGTHEN RELATIONSHIPS ....ueeeeeeeeeeeeeeeeee e e e e e eeeeeeeeeee e 40
FIGURE 1.6 THE KEY ELEMENTS OF ACP. ..ot 59
FIGURE 2.1 EXCERPT FROM MY RESEARCH DIARY SHOWING HOW MY THOUGHTS ABOUT A GT APPROACH
WERE DEVELOPING. «.uvuttttteeteeeteeeeeeeeeesteeeeaeeaeeeseessassaesaeee e se e seeaeseeeeeeeseaeteaeseseeaeeseessessaaaas 79
FIGURE 2.2 QUESTIONS DEVELOPED TO SUPPORT DISCUSSION WITH LUNG CANCER NURSES.............. 88
FIGURE 2.4 ENTRY IN RESEARCH DIARY . 1ieeeeeteeeeee e e et e e e e e e e e e et e e e e e e e e e e e e ee s 117
FIGURE 2.5 ENTRY IN RESEARCH DIARY 2. .. .eeeeuueeeeeeeeeeeeee et ae e e e e e e e e e e e e e e eee e e e e e e e e e e eeeee s 117
FIGURE 4.1 THEORETICAL MODEL: MAINTAINING INTEGRITY IN THE FACE OF DEATH..coeevvveveeeeeeenn, 155
FIGURE 4.2 CONCEPTUAL MAP: FACE DEATH WHEN IT COMES ....uuuuuteeveirieeeeeeeeeeeeeeeeeeeeeeeeneeaeseeneens 157
FIGURE 4.3 FACE DEATH WHEN IT COMES ...eteeuteeeee e e e eeeee et eeeeee e e e e e e e e eeeeeee e e e e e e eeeeeeee s 162
FIGURE 4.4 ‘DON'T FEEL ILL’ 1. vtttttteeeteeeee ettt et eeeeeeeeee e e e e e e e et e e e saese e e e e s e e e eeeeeeaeeaeeaeseeeseseeesees 163
FIGURE 4.5 ‘WHEN L AM POORLY . ..t e ettt e ettt et e e et e e e e e e e e e e e e e e e e e e e e e e e e e e e e e s 165
FIGURE 4.6 ‘HE DOESN'T FEEL ILL ..ot eeeeeteeeee e e e e e e e e e e e et ee e e e e e e e e e e e e e e e e e e e e e eeeeeeee s 166
FIGURE 4.7 KNOWING ISWORSE ....eveeeeeeteeteeteeete e e e e e e e e e e e e et e e et e e e e e e e e e e e e eeeeeeetaeeaeaeseeaseeesees 167
FIGURE 4.8 ‘IMORBID TALK ettt e e e et e e e ettt e e e e e e e e e e e e e e e e ee e e e e e e e e e eeeee e e e eeeeeeeeeeeee s 169
FIGURE 4.9 THINKING ABOUT THE FUTURE ...eeveetteeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeee s 170
FIGURE 4.10 BEING FEARFUL ..t e e e ettt et e e e e e e e e e e e et e e e e e e e e e e e e e e e e e e e e e e e eeeeeeee s 171
FIGURE 4.11 ‘DON’T DISCUSS THE FUTURE .. cvvuteeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeseeeeeaeeeeeeennnns 174
FIGURE 4.12 ‘WE DON'T TALK ABOUT [T oot eeteetieeie e e e e ettt e e et n e e eeeeeeeaeaeaeeaeneenees 176
FIGURE 4.13 ‘CARRY ON AS NORMAL’ ....cotittetieeieeee e et e e e e et e et e e e e e teeeeeaaaeeaeeeenees 179
FIGURE 4.14 KEEP IT REAL’ .ottt e e e ettt et e e e e e e e e e e e e et e e e e e e e e e e e e e e e e e e e e e e e eeeenene s 182
FIGURE 4.15 TRYING TO KEEP ‘LIFE NORMAL’ ...ceeeeeeee et e ee et eeeeeeneeaeeneaeneeaeneeeees 183
FIGURE 4.16 ‘DAY BY DAY ..ottt e ettt et e e e e e e e e e e et et e e e e e e e e e e e e e e e e e e e e e e e e e e e ee e s 184
FIGURE 4.17 ‘TAKE EVERY DAY AS IT COMES’ ...cieieeeieee ettt e ettt eee e e e e eaaeneaeneeaeneenees 186
FIGURE 4.18 A CONTINUUM FOR DISCUSSING THE FUTURE ... eereieeeseeeeeeeeeeereeeeeeeeeseeasseeseens 188
FIGURE 5.1 PLANNING FOR DEATH, NOT DYING ...eueueeeeeeeeeeeeeeeeeeeeee e e e e e e e e eeeeeeeeeeeeeeeeaeeeee s 190
FIGURE 5.2 CONCERN FOR FAMILY ...ttt eeteeeee e e e e e e e e e e e e et aeeeae e e e e e e e e eee e e e eeeeeeeeeeeee s 195
FIGURE 5.3 NOT WANTING TO DISTRESS FAMILY ...t eeeeeeeeeeeeee e e e e e e e e e e e eeeeeeeeee e e e eeeeee e s 197
FIGURE 5.4 DISCUSSING PLANS FOR THE FUTURE ... teeeeeteeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeaeeeeeaeeeeee s 199
FIGURE 5.5 DECISION-MAKING ...t veveteeeeeeeeeetteeeeeeeeeeeeeeeeeseessaeseeasae e aasess s asseeeeeeeeretaeeaeaeresaseeeseens 200
FIGURE 5.6 DISCUSSING DYING «.vvvvveteeeeieeteesteeteeeeaeeeeeeseessassaesesaeaseesaassessaeseeeeseesrettesaasesesasseeseans 202
FIGURE 5.7 FAMILY WANTING TO MAKE PRACTICAL PLANS ....eeveete e eeeeeeeeeeeeeeee e e eeeeeeeeeneee s 203
FIGURE 5.8 FAMILY WANTING TO PREPARE .....tetteeeeeee et e eeee s e e e eee e e e e e ee e e eeaeeeeeeeeaeeaeeaeaeseeaseeeeaes 205
FIGURE 5.9 PLANNING FOR ‘WHEN I'M GONE” .....ve oot e et e e e e e e et e e e e e e e e e e ee e s 206
FIGURE 5.10 PREFERRED PLACE OF CARE ...coeeeieeeeeeeeeeeeee e e et e e e e e et e aeaeeeeeeeeaeenaeneaeneeaeneeeees 209
FIGURE 5.11 HOSPICE ...ttt ettt ettt e e e e e e e et ettt e e e e e e e e e e e et e e e e e e eaeeeeaeneeaeeeeeees 210
FIGURE 5.12 “QUICK DEATH ..ttt e et e e et et e e e et e e e e e e e e e e e e e e e e e e e e e e e e e e e eeaaeeeees 211
FIGURE 6.1 ‘ONLY MONTHS TO LIVE ... et eeteeeee e e e et ee e e e e e e e e e e e e e e e e e e e e e e e e e e e s 215
FIGURE 6.2 DISCLOSURE OF A PROGNOSIS ...ceetteeeeeeeeeeee e et eeeteeeeeee e e seeeeeeeeneeaeeaeaaaeeaseeesees 223
FIGURE 6.3 COMPARING PROGNOSES. ... .eetteeeeeteaeeaeeeeeeeeeee et aeeeaeeeeeeeeeee et aaeeeeeeeaeeeeee s 225
FIGURE 6.4 DOCTORS WORK IN NUMBERS ......eetteeeeeteeeeeseeseeeseeaeeeeaeeeassssaeeseeeeseesreeaesaesesesassesneens 228
FIGURE 6.5 SIZE OF CANCER ...cvteee e e e e e e ettt et e e e e e e e e e e e e et e e e e e e e e e e e e e e e e e e e e e e e e eeeeeene s 229
FIGURE 6.6 OUTLIVING PROGNOSIS ... ..eeteteeeee e e e e e e e e e e e e e e ee e e e e e e e e e e e e e e e e e e e e e e eeeeeeee s 230
FIGURE 6.7 THE EFFECT OF A PROGNOSIS ON THE PERSON WITH CANCER ....evviviiieeieieeeeeeeeeeeeeeeeeens 233
FIGURE 6.8 AN UNCERTAIN FUTURE ... et teteeeee e e e e e e e e e e et et ee e e e e e e e e e e e e e ee e e e e e e e e eeeeeeee s 235

Xii



FIGURE 6.9 KNOWING IS HARMEUL ...tttttttittetieeteeeeeeeaeees e e s ae s bbb ee e e e e e et e e eeaaeaaeaaneenaens 237

FIGURE 6.10 EFFECT OF A PROGNOSIS ON FAMILY AND FRIENDS ......uuuuutuetiieieeereeeeeeeiaeaaaaaaaaaaaaaanns 238
FIGURE 6.11 ‘NIGHTMARES’ AND ‘TIME-BOMBS’.....ccetteeeieeeeties ettt eeeeeeeeeeeeeaaaaaaaaeaaaaaaaens 239
FIGURE 7.1 DIAGRAM REPRESENTING THE CATEGORY: CLINICAL DISCUSSIONS ABOUT THE FUTURE .. 244
FIGURE 7.2 ‘DOCTOR KNOWS BEST ...ceitttittttiaeiaaaaaaaaaaaaaasaasaaaaaaaannnneneessnesseeeeeeeeeeeaaaaaaaaaaaaeaaaenss 252
FIGURE 7.3 ‘NO FAITH’ OR TRUST IN THE DOCTOR ...eiitiiiiesies ittt eee e e eee e e e aeaeaeeaaneeneens 254
FIGURE 7.4 ‘DOCTORS DON'T EXPLAIN’ ....cttttiittteteeeeeeee e e ee s e et e e e ee e e e e e e aeeaeeeenaens 256
FIGURE 7.5 DOCTOR’S DISCUSSION OF FUTURE OPTIONS .......uuneentenenneeeeeeeeeeeeeeaeaaaaaaaaaaaaaanns 259
FIGURE 7.6 CLINICIANS DON'T DISCUSS THE FUTURE ...ttt it eeeeeeeeeeeeeeeeeeaaaaaaaaaaaeaens 261
FIGURE 7.7 DOCTOR’S ADVICE ABOUT THE FUTURE .....eiiiiiiii ittt eee e e eeeeeeaaeaaaaaaaaaaaeeens 263
FIGURE 7.8 PAST EXPERIENCE OF OTHERS’ CANCER OR DEATH ....uuutuutiiririiieieeeieeeereeieeeeaeeeeaenaeneens 265
FIGURE 7.9 ‘WON'T REFUSE TREATMENT ....etttitteteeee e e et ee e ettt e e e e e e e e aeeaaneeneens 268
FIGURE 7.10 NOT QUALIFIED TO MAKE DECISIONS .....ceiiiiietiis et eeeeeeeeeeeeeeeeaeaaaaaaaaaaaaaeens 270
FIGURE 7.11 INVOLVING FAMILY IN DISCUSSIONS ...cieiiieieeieis it eeeseeeeeeeeeeeaaeaaaaaaaaaaaeaeens 271
FIGURE 7.12 ‘DECIDED TOGETHER' ...ccttttttttttittteteeeeeeee e e ee s et sttt e e e et e e eeaeaaaeaaaaeaeenaens 275
FIGURE 8.1 MAINTAINING INTEGRITY IN THE FACE OF DEATH. ...ttt e e e e 282

Xiii



LIST OF TABLES

TABLE 1.1 LITERATURE REVIEW PROCESS .....ctttttiitiie ittt bt e et e ettt e e teeaaaaaaaaeaaasaesaasaaanas 12
TABLE 1.2 SCIENTIFIC REVIEW OF INCLUDED PAPERS .....uuuuuueuutueuteneeeeeeieeeeeeeeeaaaaaaaaaaaaaaaaaasaasaasaaanns 14
TABLE 1.3 SUMMARY FINDINGS FROM LITERATURE REVIEW OF ACP INTERVENTIONS .......ccceeeeieannnn. 30
TABLE 1.4 REPORTED OUTCOMES FROM LITERATURE REVIEW ON ACP INTERVENTIONS...........ccueee. 31
TABLE 1.5 REPORTED COMPONENTS OF ACP INTERVENTIONS AND OUTCOMES.....ccieeeeaeeeeaeeeeeaaennnes 32
TABLE 1.6 LITERATURE REVIEW FINDINGS OF PATIENT EXPERIENCES OF ACP IN PALLIATIVE CARE

0] I T 50
TABLE 1.7 SUMMARY OF FINDINGS FROM LITERATURE REVIEW OF PATIENTS’ EXPERIENCES OF LIVING

WITH LUNG CANGER ...ttt e e eb s ea e s e s e s e e e s e s b s b ans 55
TABLE 2.1 RECRUITMENT FLOWGCHART ...t i ettt eeeee e et ee ettt ee et e e e e e e e eeaaaaaaaaaaaaaaeaesaasaaannn 87
TABLE 2.2 MODIFIED SAMPLE ....ctttttitttietteeeaeee e e e e ae e e et et e et e e e e et e e e teeaaaaeaeaaaeesaesaanaanas 90
TABLE 2.3 PARTICIPANT PROFILE ...ctttttitteetaeeeeeeeee e sttt ettt ettt e e aeeaaaaaaeeeneasaesaasaaanas 92
TABLE 2.4 GROUP FAMILY MEMBER PROFILE.......iiiiiiiiiietieieeeeeeeeeeeeeeeeeeeeaaaeaaaaaaaaaaaaeaeeaaaaannn 94
TABLE 6.1 REPORTED CHARACTERISTICS OF THE DISCLOSURE OF A PROGNOSIS .....ccceiiiiiennennes 220
TABLE 7.1 PARTICIPANTS REPORTS ON CLINICIANS’ INFORMING PRACTICES ....ceeeveeeeeiieeii s 249

Xiv



OPERATIONAL DEFINITIONS

End of life care

“Helps all those with advanced, progressive, incurable illness to live as well as possible until
they die. It enables the supportive and palliative care needs of both patient and family to be
identified and met throughout the last phase of life and into bereavement. It includes
management of pain and other symptoms and provision of psychological, social, spiritual
and practical support’ (Department of Health, 2007, p.11)

Living will and advance directive

In England and Wales the term ‘living will’ and ‘advance directive’ have been replaced with the
term ‘advance decisions to refuse treatment’ in keeping with the Mental Capacity Act

(Department of Constitutional Affairs, 2005).

Advance decision to refuse treatment

An advance decision to refuse treatment is defined by the NHS (2009) as:

“An advance decision to refuse treatment (previously known as a living will or advance
directive) is a decision you can make to refuse a specific medical treatment in whatever
circumstances you specify. This can include the choice to refuse treatment even if doing

so might put your life at risk.” (p.3)

The NHS End of Life Care Programme (Department of Health NHS End of Life Care
Programme, 2008) add that advance decisions to refuse treatment: “will only come into effect

when the individual has lost capacity” (p.8).
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Advance statements

The General Medical Council (2010) define an advance statement as:

“...a patient’s views about how they would or would not wish to be treated if they
become unable to make or communicate decisions for themselves. This can be a
general statement about, for example, wishes regarding place of residence, religious
and cultural beliefs, and other personal values and s well as about medical treatment
and care” (p.85)

Lasting power of attorney

The Department of Health (2008) defines Lasting Power of Attorney as:
“A Lasting Power of Attorney (LPA) is a new statutory form of power of attorney created
by the Mental Capacity Act (2005). Anyone who has the capacity to do so may choose a

person (an ‘attorney’) to take decisions on their behalf if they subsequently lose
capacity” (p.3)
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CHAPTER 1 : BACKGROUND AND LITERATURE REVIEW

Introduction

This chapter contains the background to the main concepts and context of this study on lung
cancer patients’ experiences of discussing end of life care. It will provide an overview of the
incidence, prevalence and mortality of lung cancer. | will then introduce advance care planning
as a possible opportunity for supporting discussions about preferences and wishes for end of life
care and link this to some of the issues of modern dying, in particular to ‘open awareness’ of
dying, and to a ‘good death’. The second part of this chapter provides a review of the
international literature on advance care planning and lung cancer patients’ experiences. This

then leads to posing the research questions that direct this study.

Background

Lung cancer incidence, prevalence and mortality

Lung cancer is the most common cancer in the world, affecting approximately 39,000 new
people per year in the UK (Cancer Research UK, 2010b), with a higher incidence in men than
women (Cancer Research UK, 2010). Lung cancer is a disease often diagnosed too late to
enable treatment with curative intent (McWilliams et al., 2009) and affects people in deprived
areas two and a half times more than those living in non-deprived areas (Cancer Research UK,
2010b). Therefore, for the majority of these patients there is little hope of cure. Living with lung
cancer has gradually begun to be associated with longer survival rates, with a one year survival
rate for people in England and Wales, rising from 13-15 % for those diagnosed in 1971-75 to 27-
30% for those diagnosed in 2004-2006 (Cancer Research UK, 2010a). However, 5 year survival
rates have only marginally increased (Zee and Eisen, 2008; Naidu and Rajesh, 2008; Office for
National Statistics, 2010) and people from deprived wards have a higher mortality rate than

those from non-deprived wards (Coleman et al., 2004). The increased one year survival rate is



due to developments in treatment (Zee and Eisen, 2008), earlier diagnosis (Read et al., 2006)
and the cessation of smoking following early diagnosis (Parsons et al., 2010). Dying trajectories
are longer and less certain, making it more difficult to predict or anticipate death. However, many
people with lung cancer are still hopeful of an extended life, although they live with uncertainty

about the course of their illness. This creates opportunities for advance care planning.

Advance care planning

The Department of Health (2008, p.4) defines advance care planning (ACP) as:

“a voluntary process of discussion about future care between an individual and their care
providers, irrespective of discipline. If the individual wishes, their family and friends may be
included. It is recommended that with the individual’s agreement this discussion is

documented, regularly reviewed, and communicated to key persons involved in their care.”

The Department of Health (2008) suggests that ACP usually takes place when an individual’s
condition is expected to deteriorate in the future, and is used to communicate wishes and
decisions should they lose capacity or are unable to communicate their wishes to others. There

are several concepts and outcomes linked to ACP, which have been represented in figure 1.1.



Figure 1.1. Conceptual framework demonstrating possible relationships between ACP and
related outcomes (Horne et al., 2009)
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Implementation

ACP is linked to a move towards ‘open awareness’ (Glaser and Strauss, 1966) or ‘truth
telling’ in death and dying, which has become a trend in palliative care and promoted as helpful
in facilitating a ‘good death’ (Sandman, 2005; Seymour and Horne, 2010). However, there are
difficulties in determining what constitutes a ‘good death’ for individuals who have many different
needs. There are also differing competing notions of a ‘good death’, which have been influenced
by the development of medical technologies and several key court cases where patients or their
families have advocated for withdrawal of treatment or requested assistance in hastening death.
The many public and political debates supporting the desire to provide a ‘good death’ have

brought the issue of autonomy in decision-making at the end of life to the forefront in the UK.



End of life care policy and the legal framework for ACP in the UK.

Advance care planning has gained interest in recent years perhaps aided by pressure
groups such as Age UK, who have argued that older adults should be provided with
opportunities to make ‘choices’ about their end of life care (Seymour et al., 2005b). The notion
that it is important for patients to have a role in decisions about their care and treatment is a
relatively new concept within health care, which began to emerge following the consumerism
movement in North America of the 1970s. This social movement was followed by the
development of the American Hospital Association Patient’s Bill of Rights (Annas, 1973), which
significantly sought to change the perception of the doctor-patient relationship to one of
professional-client, enabling people to have a more active role in decision making about their

care and treatment.

In Britain, the Citizens’ Charter published in 1991 (House of Commons Public Administration
Select Committee, 2008) was an attempt by the government to introduce rights for people in
relation to information and explanations about public services, including rights to medical
treatment and care within a specific time frame and rights to have complaints investigated
promptly. However, options for providers of treatment and care and the quality of that care was

not a feature (Stocking, 1991).

In the UK, the National Health Service (NHS) launched an end of life care initiative
(Department of Health, 2003) to support improved quality of patient care for people with a variety
of life limiting illnesses across all care settings. An important aspect of this initiative, which was
added to through further policy (Department of Health, 2008; Department of Health, 2009), was
seeking ways of ensuring that patients’ views are heard, informing them of their options and
asking them about their preferences and wishes for end of life care. The NHS has sought to
promote the use of tools such as the Gold Standards Framework, Preferred Place of Care (PPC)
and the Liverpool Care Pathway under the umbrella of advance care planning. However, apart

from research related to the Liverpool Care Pathway (Murphy et al., 2004; Ellershaw and Ward,



2003), there is little research evidence to support the use of these tools, and until recently a
definition of advance care planning in England (Department of Health End of Life Care

Programme, 2007) was not available.

In the UK, the Mental Capacity Act (2005) has offered for the first time legislation that
provides the opportunity to record a potentially legally binding advance decision to refuse
medical treatment or to appoint a lasting power of attorney. It thereby supports the rights of
people to influence their future care and treatment in the event they become incapacitated.
Although this legislation now exists, and NHS policy supports the use of advance care planning,
health professionals may not yet have an understanding of how to open up discussions with
patients regarding their future. Nor do we have evidence that health professionals have the
knowledge and skills to enable patients to make decisions for the future (Horne et al., 2006;
Seymour et al., 2010) or to provide support in documenting these advance wishes or decisions.
This context makes it essential to examine the role of health professionals in promoting patients’
awareness of their options for care and treatment, including discussion and documentation of

any preferences and choices for end of life care.

Theoretical framework

The theories that initially influenced this study were those developed by Glaser and Strauss
(1966) and Kubler Ross (1970). Glaser and Strauss (1966) proposed a theory of ‘awareness of
dying’ that included four awareness contexts. Firstly, a context they named ‘closed awareness’
was proposed to be a state whereby staff are aware the patient is dying but the patient is
unaware of their dying. The second awareness context is ‘suspicion awareness’ which is
described as a patient suspecting he or she is dying and seeking clues from staff to refute or
confirm their suspicions. Third, ‘mutual pretence’ is perceived as a context where patients and
staff are both aware of the patient dying, but pretend otherwise. Lastly, ‘open awareness’ is
proposed as a context whereby the patient and staff both know that the patient is dying and are

able to talk about it together. Interpretations of this theory, as a means for understanding social



interaction surrounding modern dying and as an argument in health care policy and practice
support the disclosure of information or ‘truth-telling’ to patients about their approaching death
(Field, 1996), thus breaking what has been called the ‘silent conspiracy’ of death (Armstrong,

1987).

Kubler-Ross’s (1970) theory on the psychological stages of dying suggests that patients
move through five different stages prior to death, whilst also maintaining hope. She described
these as ‘denial and isolation’, ‘anger’, ‘bargaining’, ‘depression’ and ‘acceptance’. Kubler-Ross
(1970) suggests that people can ‘master’ fear of dying through working towards an attitude of
accepting death. Kubler-Ross, who was a psychiatrist, offered a theoretical interpretation of
accounts of peoples’ views about dying that has influenced other clinicians to view a ‘good

death’ as encouraging patients to move towards acceptance of their demise.

These were the predominant theories influencing health care professionals in both the UK
and North America from the 1970’s onwards. In the literature review that follows, the authors of
the empirical studies do not make explicit their theoretical assumptions. However, references to:
supporting preparation for a ‘good’ or ‘natural’ death, to the disclosure of prognoses so people
can plan for the future and the development of methods to involve people in decision-making

about their treatment and care, suggests the above theories have underpinned their studies.

Although not aware of the influence of these theories on my own thinking at the outset of the
study on which this thesis is based, | became aware of their influence as | challenged my own
assumptions through reviewing the literature and, latterly, in seeking to position the new theory

that later developed from this study’s findings.



Summary

There are inherent difficulties in engaging patients in ACP and a lack of research about how
patients express individual preferences and wishes for the future or even if they want to. Patients
may have other priorities at the end of life or prefer to leave decision making about care and
treatment to others (Drought and Koenig, 2002). Moreover, preferences and wishes are
contextual, influenced by many factors, including the societal and political contexts in which end
of life care is organized, accessed and delivered. Whether resources are available to provide

options in end of life care is also debatable (Munday et al., 2007).

Little is known about the perspectives of patients with lung cancer about end of life care and
whether they have preferences for care and treatment and what, if any, benefits planning for
their end of life care may have for them and their families. Advance care planning (ACP) may be
one potential method of enabling patient choice for those with lung cancer, which has not yet

been adequately explored or developed in the UK.

Literature review

Introduction

In this next section | will present a review of the literature which seeks to explore issues
related to advance care planning (ACP). | will highlight the findings and discuss the current
debates about the potential use of ACP as a complex intervention for use in palliative care and
with people affected by lung cancer. The purpose of the review is to appraise the research

conducted in this area and identify any potential gaps in the literature.

Design and Method

The method | used for the review of the literature was to initially conduct a broad search

using terms related to ACP. The keywords used were: “advance care planning”; “advance



statements”; “cancer”; “end-of-life” and “palliative care”. This search resulted in over 700 relevant
articles and produced a variety of different topics related to ACP which made it difficult to decide
which articles were relevant to my proposed research question. | made a decision not to look at

evidence relating solely to advance directives (as defined in the operational definitions) because

of the vast amount of literature available. However, where | discuss documentation related to

ACP, this may include advance directives where it is relevant to the discussion.

| then decided to adopt the principles of a systematic review developed by Hawker et al
(2002) to enable a more focussed search of the literature. The use of a Cochrane Collaboration
approach to systematic reviews was not adopted because it restricts the researcher to include
only studies conducting clinical trials or intervention studies. The benefit of using Hawker et al’s
(2002) review method is that it recognises the contribution of evidence from studies using
qualitative and other methods as well as randomised controlled trials. Hawker et al (2002)
developed inclusion and exclusion criteria with specific search terms to guide the literature
search. They also used techniques such as a set of predetermined criteria to screen abstracts
for relevance and to organise extraction of data, and a set of questions to aid analysis. |

developed the following specific aims and objectives to guide the review.

Aims and Objectives
Aim
To review and critically appraise the literature about ACP between the years 1970 — 2010 in

relation to patients’ experiences, target population, discussion about end of life care and

interventions.

Obijectives
1) To report on how ACP is described in the literature in relation to the target population,

discussions about end of life and the development of an intervention.



2) To identify and review literature on patients’ experiences of ACP in a palliative care

context with a focus on end of life.

3) To identify and review literature on the experience of patients with lung cancer towards

the end of life.

| wanted to review how ACP had developed over time and with what groups of patients. |
also wanted to consider what research had been conducted to explore patients’ experiences of
planning for their end of life care and treatment and compare how that may have influenced the
development of ACP. Group search terms were taken from the three objectives stated above.

Three separate searches were completed:

e  Group One: advance care planning, discussion, intervention, end of life, target
population.
e Group Two: advance care planning, patient experience, palliative care, end of life.

e Group Three: lung cancer, patient experience, palliative.

| decided to search the term ‘target population’ using the following life-limiting disease
groups: cancer, heart failure, respiratory disease, renal failure, HIV/AIDS, Alzheimer’s and
dementia. | used these disease groups because, having done a broader initial search, | was

aware of which patient groups were included in the majority of papers.

Inclusion and exclusion criteria
Only articles published in English were included in the search because translation costs

were not included in the grant for this study. Databases included were CINAHL; Medline;
PsychINFO; EMBASE; BNI; SOSCI. Searching was conducted from 1970 onwards depending

on the databases available and the same databases were used for each group. 1970 was



chosen as a starting point as issues around the introduction of ACP did not appear in the

literature until the late 1970s. Hand searching was used to follow up references.

| screened abstracts from retrieved articles for relevance and excluded literature that
focussed only on advance directives, cardiopulmonary resuscitation or ones that did not include
patients with life-threatening illnesses. In the group two search, | included only literature that
described the development of an advance care planning intervention. In group three | included
literature about living with lung cancer because of the dearth of literature on patients with lung
cancer at the end of life. After | collated the abstracts they were then screened for a fit’ with the
aim and objectives of the review. Many of the abstracts were duplicates from the broader
search. | then requested full papers of abstracts which were relevant to the aims and objectives

of the review to read and assess their scientific rigour using the following criteria:

o assessed for relevance to the objectives of the review

o assessment of scientific rigour of the study

To analyse and synthesize the data retrieved | interrogated the full papers using the

following questions.

Figure 1.2 Questions posed to interrogate the literature (using the stated objectives)

1. What are the experiences of patients who have life threatening disease of discussing
and planning for their end-of-life care?
How are patients’ experiences of ACP explored in the literature?

3. What are the target populations (using identified disease types) which have been
explored in the literature in relation to ACP?

4. How are end-of-life discussions initiated with those who have life-threatening illnesses?

5. How are ACP interventions described in the literature?

6. How have ACP interventions been developed?

7. What are the components of the ACP interventions and how is the intervention

10




conducted?
8. What are the intended and actual outcomes of the ACP interventions described within
the literature?

9. What are the reported end-of-life experiences of patients living with lung cancer?

This process enabled the issues about ACP to be more easily identified. Themes and issues
were identified by reading the texts several times and looking for similarities and differences
within the findings from the relevant papers. The literature review process is now described. The

literature search results are shown in table 1.1
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Table 1.1 Literature review process

Group 1
Search
terms

v
665 hits

A\ 4

630 — after duplicates removed

Group 2
Search
terms

v
751 hits

A 4

|

711 — after duplicates removed

Group 3
Search
terms

v

1082 hits

\4

Abstracts screened for relevance
n =630

A 4

1078 — after duplicates removed

y

Abstracts screened for relevance
n=711

|

Full papers rtlaquested n =51

y

Abstracts screened for relevance
n=1078

;

'

Full papers Irequested n=44

Full papers relquested n=14

Papers reviewed n = 16

;

Papers reviewed n = 15

!

12

Papers reviewed n = 10




Findings

The numbers of hits for each group of search terms are listed in table 1.0. Two PhD theses were
requested and screened for relevance. Sixteen papers were found to be relevant from group one,
fifteen papers were relevant from group two, with five papers being relevant to group one and two
objectives (Briggs et al., 2004; Martin et al., 1999; Singer et al., 1998). In group three ten papers were
relevant. Table 1.2 outlines a brief critique of the key scientific components of each paper included in

the review.
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Table 1.2 Scientific review of included papers

Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Briggs, L. USA | 2003 Innovations in End- Shifting the Focus of To describe the Case study N/A ACP is 'hard work' for ACP rationale viewed from
of-life Care Advance Care Planning: | rationale for facilitator, intimacy can perspective of ACP facilitator.
Using an In-depth developing be established between Comparing patient experiences
Interview to Build and patient-centered ACP facilitator and with facilitators could have
Strengthen ACP interview patient, patients are enhanced findings
Relationships. afraid to talk to loved
ones and 'listening' is
the intervention.
Lynn, J. & 2003 Annals of Internal Advance Care Planning To describe a Case study N/A Failure to plan and Case study based on critical
Goldstein, N. Medicine for Fatal Chronic lliness: | case of a nursing communicate patients’ incident approach drawing on
USA Avoiding Commonplace | home patient who documented negative effects of not planning
Errors and Unwarranted | received preferences can resultin | ahead. Including views of staff or
Suffering mechanical 'suffering'’. The need to family members may have
ventilation despite develop strategies to enhanced learning from this
a DNR. support patients and approach.
families with decision-
making and ensure
communication of
documented decisions is
paramount.
Briggs, L. 2004 Journal of Patient-centered To assess Prospective 27 surrogate Greater congruence with | One setting, small sample. No data
Kirchhoff, K. et Professional Nursing | advance care planning feasibility of a experimental pairs (patient statement of treatment about whether decisions were
al USA in special patient patient-centered design. and family preferences and less realised at end of life or patients’
populations: a pilot study | ACP approach member). conflict in decisions experiences of the interview

with patient/ family
member.

between patients and
their surrogates in
experimental group.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Hines, S. 1999 Annals of Internal Dialysis Patients' To examine Prospective 400 Patients more likely to No report on development, testing
Glover, J, et al Medicine Preferences for Family- haemodialysis quantitative haemodialysis | report comfort and validity of questionnaire used.
USA based Advance Care patients’ interview study patients discussing end of life
Planning preferences for issues with family than
involving completing an Advance
physicians and directive. Patients more
family members in likely to discuss specific
ACP treatment preferences
with family/surrogates
than doctor.
Singer, P. 1998 Archives of Internal Reconceptualising To examine Prospective 48 people Themes: 1) preparing for | Patient’s views may have been
Martin, D. et al Medicine Advance care Planning traditional qualitative receiving death, 2) about affected by previous involvement
Canada from the Patient's assumptions by interview study haemodialysis | relationships and not in ACP intervention study by same
Perspective exploring ACP from a being a burden 3) social | authors. Generalisations cannot be
from patients’ previous process 4) involved made to other populations due to
perspective sample of loved ones. Only 29% of | sampling.
people who the sample had

had requested
a copy of their
chosen AD
form and
viewed
educational
videos

completed an AD form,
but patients felt they had
done ACP as loved ones
knew their wishes. 69%
had talked to family
about wishes. Patients
cited Health
professionals too busy
to talk too and topic too
personal.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Martin, D. 1999 Archives of Internal A New Model of To develop a Prospective 140 people Themes: 1) preparing for | People’s views may have been
Thiel, E. et al Medicine Advance Care Planning: | conceptual model qualitative with HIV from death/facing death 2) affected by enrolment in prior RCT
Canada Observations From of ACP by interview study a previous achieving a sense of by same authors. Generalisations
People With HIV examining study sample control 3) strengthening and proposed recommendations
perspectives of for people who | relationships should be treated with caution due
individuals had been to sampling.
engaged in it. recruited to an
RCT trialling a
disease
specific AD
form
Drought, T. & 2002 The Gerontologist "Choice" in End-of-Life To critique the Review and a 88 patients, From review: Choice Excellent bioethical discussion but
Koenig, B. Decision-Making: normative power description of and family model of ethics is research analysis and findings
USA Researching Fact of of autonomy longitudinal members, fundamentally illusive poorly reported in terms of
Fiction based bioethical qualitative health and flawed. Prognostic development of themes and little
practices related ethnographic professionals information rarely used use of patients’ words.
to patient choice interview study. of sampled in clinical practice.
and receiving patients. Existence of preferences

excellent palliative

care

are assumed but not
validated.

From study findings:
doctors had not
discussed end of life
choices with patients
despite prognosis < 6
months. Patients did not
perceive choice. Some
felt abandoned when
doctors asked them to
choose. Decisions
appear to evolve without
any element of choice.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Steinhauser, K. | 2001 Journal of Pain and Preparing for the End of | To expand the Mixed methods 12 focus Qualitative findings Method of data collection and
& Christakis, N. Symptom Life: Preferences of taxonomy of using focus groups (6 themes: pain & symptom | sample were appropriate.
USA Management Patients, Families, preparation in groups and cross- | people in management, However, qualitative findings
Physicians, and Other relation to end of sectional national each) preparation for death, illustrated with only health
Care Providers' life care by survey including completion, contributing professionals quotes, and difficult
examining patients, multi- | to others, affirmation of to determine
patients’, families’ professionals whole person. Survey differences/similarities between
and health and bereaved | findings: agreement patients and others.
professionals’ carers. 24 between all in relation to
preferences. interviews. being prepared for end
Stratified of life and knowing
random family is prepared.
sample of
health
professionals,
seriously ill
people and
bereaved
carers
Curtis, J. & 1997 Journal of General Barriers to To identify barriers | Prospective 47 AIDS Treatment preferences Questionable ethical sensitivity of
Patrick, D. Medicine Communication about and facilitators to qualitative focus patients in 6 are in flux, living will a study as patients/physicians were
USA end-of-life care in AIDS communication group study focus groups, barrier making not informed the focus group

patients

about end of life
medical care for
patients with AIDS
and their
physicians

19 physicians
- 3 focus
groups

discussion unnecessary.
Some patients felt
discussing EOL would
cause harm. Patients
feel need to protect
doctors from perceived
uncomfortable
discussions. Some felt
should wait for doctor to
initiate discussion.

would discuss end of life issues.
Distinct population of younger
adults, therefore questionable
transferability to other
ages/disease groups.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
McSkimming, 1999 Supportive Care of The Experience of Life- To understand the | Ethonographic 33 focus Patients reported as not | Part of a larger study of life-
S. etal, USA the Dying: A Threatening lliness: experience of life- focus group study | groups afraid of dying - but threatening illness. Population
Coalition for Patients' and Their threatening illness | using semi- including 77 doctor is. Need to talk from catholic health care
Compassionate Loved Ones' in the health care structured guide patients about dying, what to organisations may have influenced
Care Perspectives system through (mixed expect, fear of losing views. Participants were invited to
testimony of those aetiologies), capacity. Reported feed back on emerging themes.
who have lived it. 70 family doctors ignored or Findings reported clearly.
members, 81 discouraged their
bereaved questions. Wish for
carers. patient/family to be
approached as 'unit'.
Health care
professionals not
initiating ACP.
Morrison, R. et | 2003 Journal of American | The Effect of a Social To assess effect of | Experimental 139 long term Intervention group No theoretical framework or
al USA Geriatrics Society Work Intervention to multi-component study: one care residents | residents more likely to hypotheses. Questionable effect of
Enhance Advance Care | ACP intervention intervention group have care and treatment | researcher on the intervention.
Planning Documentation | directed at nursing | and one control congruent with Also 16 residents in the
in the Nursing Home home social group. preferences but for intervention group compared to 8
workers CPR. in control group already had
documented preferences on
admission
Ratner, E. etal | 2001 Journal of American Death at Home To determine Longitudinal 84 older adults | 99% patients offered No reporting of ethical review and

USA

Geriatrics Society

Following a Targeted
Advance-Care Planning
Process at Home: The
Kitchen Table
Discussion

whether home
care patients
preferences to die
at home can be
honored through
an ACP process

intervention study
although reported
as quality
improvement
project using case
series

receiving
home care
services

discussion about end of
life care, 69% died
between 6-20montsh.
64% stated preferred
place of care. 70% died
at home, 61% enrolled
in hospice home care,
47% patients died within
30 days of ACP.

no consent. Poor explanation of
methods, no control group. Limited
ability to generalise findings.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Hammes, B. & 1998 Archives of Internal Death and End-of-life To define the Retrospective 540 deceased | 85% patients had AD, Methods matched aim. No
Rooney, B. Medicine Planning in One prevalence and study to evaluate adults 353 had POA, 98% indication of whether patients end
USA Midwestern Community type of end of life a community wide | records/death forgone treatment. of life experience improved or
planning and advance directive certificates. Preferences typically impact on carers.
relationship education program | Survey of recorded one year prior
between plans doctors and to death.
and decisions in bereaved
local health care carers
organisations
Englehardt, J. 2006 American Journal of | Effects of a Program of To evaluate a new | RCT using one 275 patients Increased patient ACP was just one component of a
etal, USA Managed Care Coordinated Care if program of experimental (advanced satisfaction, increased complex intervention. Findings did
Advanced lliness on coordinated care group and a ‘usual | illness inc. family involvement, AD's | not report on outcomes of patient
Patients, Surrogates and | (including ACP) care’ control group | cancer completed earlier with preferences.
Health Care Costs: A patients) and experimental group than
Randomized Control 143 usual care group. No
Trial surrogates effect on mortality. No
difference in cost.
Happ, M. etal, | 2002 Journal of American | Advance Care Planning To describe ACP Secondary data 43 deceased ACP discussion initiated | Limitations are that secondary data
USA Geriatrics Society and End-of-life Care for and other analysis from a older adults on admission with 1/3 rd | used for this study obtained from a
Hospitalized Nursing components of larger RCT who lived in of residents larger study testing nurse
Home Residents end of life care for one nursing participating. intervention to maintain restraints
nursing home home Discussions focused on free hospital care. Small sample.

residents who
experienced
hospitalization
during the last 6
months of life

CPR. ACP reviewed
only when changes in
physical or cognitive
decline. ‘Do Not
Resusitate’ order did not
always transfer across
to hospital setting

Analysis based on written patient
nursing home record, field note
documents from larger study.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
The SUPPORT | 1995 Journal of American A Controlled Trial to To improve end of | Large RCT 2 Phase 1: Phase 1: median age The intervention included
principal Medical Association Improve Care for life decision phased trial : 4301and their | 65, 31% pts preferred prognostic information to doctors,
investigators, Seriously ill Hospitalized | making and Phase 1) doctors pts, CPR withheld, 49% of nurse- led discussion with patient
USA Patients reduce the prospective these did not have DNR and if wished an interview with
frequency of observational Phase 2: 4804 | form, for those with physician/surrogate decision-
mechanically study, Phase 2) patients and DNR's these written maker. Limitations: Intervention
supported, painful intervention their doctors within 2 days of death. developed based on needs of
and prolonged testing. Mean number of days in | doctor - not patient. Nurse free to
dying process ICU was 8. Phase 2 shape role, but with doctor’s
findings: intervention permission.
failed
Perry, E. et al 2005 American Journal of | Peer Mentoring: A To explore the RCT using 2 203 patients Use of peer mentors in Complex and structured
USA Kidney Disease Culturally Sensitive impact of peer experimental with end stage | African American intervention using volunteer peers.
Approach to End-of-Life | mentoring on end groups and control | renal disease population enhanced AD | Transferability to lung cancer
Planning for Long-Term of life decision group. (white and completion over other patients and UK populations
Dialysis Patients making African information only and questionable due to short
American): control groups but not in | trajectory of lung cancer/cultural
Group 1:93; white population. differences.
Group 2: 85;
Group 3: 83
and 17 peers
for group 1.
Shorr, A. et al 2000 Journal of Pain and Regulatory and To determine if Observational Two hospital Combined interventions Focus on DNR completion rather
USA Symptom Educational Initiatives hospital-based cohort quantitative | based patient of physician education than patient centered areas for
Management Fail to Promote regulations and study cohorts with and hospital policy failed | discussion. Findings did not

Discussions Regarding
End-of-Life Care

educational
interventions could
encourage
physicians to
discuss end of life
issues with their
patients

prognosis < 3
years : 1) 184
patients 2) 121
patients

to promote end of life
discussions between
doctors and their
patients

provide insight into why
interventions failed.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Song et al USA | 2009 Research in Nursing | RCT of SPIRIT: An To determine the RCT: intervention 58 patients Quality of Small sample for RCT and only
and Health effective approach to feasibility and group was one and chosen communication one person delivered intervention.
preparing African acceptability of hour interview with | surrogate improved and dyad Intervention described well so
American dialysis SPIRIT with ESRD | trained facilitator. decision- congruence about goals | could be duplicated.
patients and families for Control group was | maker dyads of care improved in
end of life ‘usual care’. Used intervention group.
interviews to gain Surrogate decision-
dyad views making confidence
improved over time in
both groups. Opportunity
to share
emotions/beliefs valued
by dyads.
Heyman and 2010 Health and Social Older Latino's attitudes To determine Quantitative post- 84 Latino Group A (an intervention | Lack of pre-test. Interview to test
Gutheil USA Work toward and comfort with | which of two one test only control elders group) statistically influence of interventions only 2
end of life planning to one education group design. 2 receiving care | different to control group | weeks post intervention 79 elders
interventions intervention from a home in attitudes towards and refused to take part - some due to
would influence groups and 1 care agency comfort with end of life discomfort with topic.
Latino elders' control group. planning. Group B (had
attitudes toward additional topics for
and comfort with discussion) no
end of life significant difference to
planning control group.
compared to the
control group
receiving standard
care.
Levy etal USA | 2008 Journal of Palliative Improving end of life To evaluate a new | Quantitative study | 72 case notes. | Rise in AD completion Small sample for design.

Medicine

outcomes in nursing
homes by targeting
residents at high risk of
mortality, for palliative
care: program
description and
evaluation

complex program
of (including ACP).
Included training
in nursing home
life- sustaining
options for
treatment to seek
resident
preferences.

using case notes
review pre and
post complex
intervention. Used
descriptive
statistics.

27 pre-
implement-
ation of
intervention
and 45 post-
implement-
ation

from 12% pre-
intervention to 100%
post intervention. Less
nursing home resident
deaths in hospital but no
difference in length of
stay. No difference in
hospice programme
referrals but increase in
palliative care
consultations.

Evaluation relating to ACP was on
AD completion and effect on
hospitalisation rather than patient
reported outcomes.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
El-Jawahri et al | 2010 Journal of Clinical Use of video to facilitate | To determine RCT with one 50 patients Significant difference in Small sample for an RCT. Sample
USA Oncology end-of-life discussions whether the use of | control group and with malignant | number of patients mainly white and well educated
with patients with a goals of care one intervention glioma: 27 choosing comfort care from a hospital clinic setting. No
cancer: A RCT. video to group. control group over life prolonging care | data about outcomes of care,
supplement verbal and 23 or basic medical care stability of decisions, inclusion of
description cancer intervention and in number of family member/s or patient
improve end of life group patients declining CPR experience.
decision making in intervention group.
for patients with 82.6% patients very
cancer, comfortable watching
the video and most
found it very helpful.
Hill et al UK 2003 European Journal of | Do Newly Diagnosed To explore Quantitative study | 80 newly Patients identified at Only a few patients completed
Cancer Care Lung Cancer Patients concerns of lung using face to face diagnosed least two worrying whole questionnaire. Researchers
Feel their Concerns are cancer patients administered lung cancer concerns with less than removed 'dying' from list of
Being Met? and enquire questionnaire patients 30% of patients concerns about 'future’ but did not
whether concerns reporting health care explain rationale.
experienced by professionals had
patients had been appropriately discussed
considered by the these. 'lliness itself' and
care team concerns about family in
the future were most
highly rated. Care team
reportedly focused on
physical concerns.
Hughes and 2008 International Journal | The Lived Experience of | To explore the Qualitative 5 lung cancer Patients reported: not Limitations: small study in
Arber UK of Palliative Nursing Patients with Pleural lived experience of | phenonmenologic patients (4 being able to work, loss community setting. Useful insight
Mesotheiloma patients al interview study men, 1 of identify and into issues important to patients
diagnosed with woman) frustration/distress at with mesotheiloma

pleural
mesotheiloma

dependence on others.
Desire to do normal
activities, social
isolation, 'looking well'
and difficulty talking
about cancer reported.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Murray et al 2004 Palliative Medicine Exploring the spiritual To explore if Qualitative 20 lung cancer | Spiritual issues Part of a larger study comparing
UK needs of people dying of | patients with life longitudinal patients and important, unmet need. needs of people dying from lung
lung cancer or heart threatening illness | interview study 20 end-stage Fear, distress and cancer and heart failure.
failure and their informal cardiac uncertainty experienced. | Longitudinal interviews only
carers experience patients Devastation and shock possible with small number of the
significant spiritual following diagnosis. sample.
needs, how they Hope and despair
vary over time and intermingled. Reported
how they perceive loss of control. Fostering
they may be hope/positive thinking
helped and viewed as supportive.
supported in
addressing needs.
Sjolander and 2008 Nursing and Health The significance of To understand the | Qualitative 10 lung cancer | Core category 'receiving | Theoretical interpretation appeared
Bertero Sciences social supports and impact of social interview study patients (8 confirmation as a to 'fit' with findings. Small study
Sweden social networks among support and social | using constant men/2 women) | person' with 4 with newly diagnosed patients.
newly diagnosed lung networks from comparative aged 47-88 subcategories of: 'good Would be useful to repeat with
cancer patients in different people's method for years relationships within a people closer to death.
Sweden points of view analysis social network’,
‘conversation enables
support', ‘confidence in
the situation' and 'to
manage by oneself"
Yardley et al 2001 Palliative Medicine Receiving a diagnosis of | To document Qualitative 13 patients Themes: Recruitment by researcher in
UK lung cancer: patients' patients’ views in phenomenological | with lung communication, family clinic. Interpretation described
interpretations, the delivery of approach - cancer (9 and communication briefly with words removed from
perceptions and diagnosis of lung interview study men/4 women) | issues, reactions to patient quotes.
perspectives cancer, their aged 58-72 diagnosis, treatment and
attitudes to years. prognosis, patients’

methods used and
their ideas for
improvement.

suggestions for
improvement
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Hughes et al 2008 American Journal of | Confronting death: To examine Cross-sectional 100 people Patients reported 'good Survey design inhibited exploration
USA Hospice and perceptions of a good perceptions of a survey with lung death' was 'while of meanings into patient reports.
Palliative Care death in adults with lung | 'good death' in administered cancer (47 sleeping’, 'pain-free’, 60% sample were members of a
cancer patients with lung through interview. | women/53 'peaceful passing' and church.
cancer SPSS used for men) 'dying quickly'. Marital
descriptive status associated with
statistics more frequent mention
of a peaceful death.
Religious affiliated with
less likely to mention
'dying while asleep'.
Broberger etal | 2007 Quality of Life Spontaneous reports of To examine what Quantitative study | 46 patients 94 concerns identified. Small sample inhibited ability to
Sweden Research most distressing patients with using face to face who had Main reported concerns determine statistical significance.
concerns in patients with | inoperable lung administered identified were bodily distress, Little description about actual
inoperable lung cancer cancer questionnaires distressing living with lung cancer concerns. Study focused on

spontaneously
report as most
distressing and
how their concerns
change over time.
To examine how
these reports
compare with the
use of the
EORTC-QL-
C30+LC13
questionnaire for
content and
intensity

concerns from
a larger study
of 400

and latrogenic distress.
Over time patients
appeared to minimise
deterioration of health.
EORTC instrument did
not pick up 40 of
reported concerns.

comparing use of different
instruments.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Krishnasamy et | 2007 Support Care Patients and carer To explore patient | Qualitative 23 patients, 15 | Domains of need Reported gate-keeping by clinician
al UK Cancer experience of care and carer longitudinal carers. identified: pathway to for patients deemed 'too ill to take
provision after a experience of care | interview study confirmation of part'. 128 patients out of 239
diagnosis of lung cancer | provision following | using thematic diagnosis, declined to take part and from 60
in Scotland diagnosis of lung analysis communication of recruited only 23 completed all 3
cancer diagnosis, treatment and | interviews. Findings not illustrated
prognosis, provision of with patient/carer own words.
coordinated family
orientated care, support
away from acute
services. Reported
change of needs shifted
over time
McCarthy et al. | 2009 International Journal | Living with a diagnosis To explore Interpretive 6 people with Four themes reported: Small purposive sample. Limitation
UK of Palliative Nursing of non-small cell lung patients’ phenomenological | lung cancer 'maintaining life', 'the was patients nurse specialist was
cancer: patients lived experiences of interview study enemy within', 'staying the researcher. Participants were
experiences living with non- on the train', 'I'm stillme' | all receiving chemotherapy.
small cell lung Findings supported by patient
cancer quotes.
Murray et al 2002 BMJ Dying of Lung Cancer or | To compare Longitudinal 20 lung cancer | Patients with lung Focus on comparing experience
UK Cardiac Failure: issues facing serial-interview patients and cancer reported struggle | between patients with 2 different
prospective qualitative patients with lung study 20 end-stage to maintain normal life, diseases, therefore depth of insight
interview study of cancer and end cardiac sense of wanting to limited.
patients and their carers | stage cardiac patients know/don’t want to know

in the community

failure and to
gauge whether
services meet their
needs

dying. Worried about
family coping. Prospect
of death persistent
threat. Appreciated
honesty but some
colluded to avoid talking
about dying.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Nilsson et al 2008 Cancer Mental health, treatment | To test the Results of 668 patients Patients less likely to Limited by design (descriptive
USA preferences, advance hypothesis that baseline interview (152 had have ACP initiatives statistics and comparative tests) to
care planning, location, patients with using advanced lung | (living will, DNR, proxy explore why patients with
and quality of death in advanced cancer questionnaire - cancer), 343 decision-maker) and dependent children more worried
advanced care patients with dependent part of a larger spouses more likely to opt for life | and less likely to engage in ACP.
with dependent children children will be longitudinal study: extending treatment Authors conclude patients with
more anxious and National Institute than those without dependent children require more
less likely to of Health Coping dependent children. psychosocial support and lack
engage in ACP with Cancer. Patients with dependent | guidance on how to raise issues
initiatives than children more worried about ACP with their family.
those without than those without
dependent dependent children and
children. half as likely to be
peaceful. No differences
in discussions with
clinician about end of life
care.
Sawicki et al 2008 Journal of Palliative Advance Care Planning To assess the Cross sectional 234 young 12% had talked to Study mainly young adults. Study
USA Medicine in Adults with Cystic experience with survey design adults with clinicians about ACP did not explore the impact on
Fibrosis ACP reported by cystic fibrosis, | and 28% clinicians had patient experience of clinically
adults with Cystic mean age 34 asked about ACP. 30% initiated ACP discussion or patient

Fibrosis. To
assess reported
communication
between these
adults and their
families/clinicians

with less than
5 years to live

reported having
identified a proxy
decision maker or had a
living will. Only having a
clinician initiate ACP
discussion and person
having specific wishes
about future were
significantly associated
with reporting completed
ACP/AD document.

benefits/outcomes of ACP.
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Author Date Journal Article title Aims Study design Participants Reported main Critique
findings
Kataoka-Yahiro | 2010 International Journal | Advance care planning To explore the Cross-sectional 50 patients Preferred initiating ACP Limited by sample size to
etal. USA of Palliative Nursing | among Asian Americans | attitudes of Asian design using with stage 4-5 | with family/friends rather | generalise. Design limited ability to
and Native Hawaiians Americans and questionnaire chronic kidney | than physicians. 94% find out reasons or meaning of
receiving haemodialysis native Hawaiians disease comfortable talking patients’ reports.
to death and receiving about death. 'Worse
dying, ACP and dialysis (aged death' viewed as
completion of 30-82 years physical dependence on
ACP. old). family/friends, inability to
communicate with
family/friends in addition
to pain.
Davison and 2006 BMJ Hope and advance care | To explore Qualitative study 23 interviews Nature of hope was Did not define 'hope' or 'ACP".
Simpson planning in patients with | participants using semi- with 19 individual, complex, Lack of demographics re-
Canada end stage renal disease: | experience structured patients with shaped by values. Role education, or socioeconomic
qualitative interview through interviews with end stage of hope in ACP is central | status. Assumption by authors that

study

discussions about
prognosis, end of
life care and hope

thematic analysis

renal disease.

in determining future
goals. Role of family -
give greatest meaning
and sustain hope
through connected
relationships.

hope important for ACP.

27




Introduction

The following sections describe and critique the research methods reported in the
papers included in the literature review (table 1.2). This is followed by the findings from the

review.

Research Methods used

The research designs used varied between thirteen qualitative interview or focus group
studies, one mixed method and ten randomised controlled trials to test post-test
interventions, which included three pre and post intervention trials. Seven studies employed
cross-sectional designs and six others longitudinal design. Two case studies were also

included.

Critique of the appropriateness of methods used

A variety of methods were used to research advance care planning in differing patient
populations. The methods for exploring the experiences of patients, families and staff
appeared to generate some insight into the different definitions and meanings of advance
care planning. Some studies (Singer et al., 1998; Martin et al., 1999; Drought and Koenig,
2002; Davison and Simpson, 2006) reported on the individual views of patients or their
family members, although the choice of design of other papers reporting patients’
experiences (Kataoka-Yahiro et al., 2010; Sawicki et al., 2008; Nilsson et al., 2009)
prohibited in-depth descriptions. Most papers reported post intervention trials or an
evaluation of a program of care. For the most part there was little discussion of the rationale
for developing these interventions. Few studies considered whether advance care planning
facilitated ‘better’ outcomes for patients’ end of life care or chose designs suitable for
considering the longitudinal effects of an ACP intervention to determine whether ACP was

able to improve end of life care and treatment. The methods employed for exploring
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patients’ experiences of living with lung cancer were for the most part qualitative interview
studies, and they generated descriptions of concerns, effects of receiving a diagnosis and
experiences of physical, spiritual or emotional distress. None of these studies explored the
discussion of preferences or wishes about future care or treatment, although one study

specifically surveyed people’s views of the components of a ‘good death’.

Findings identified from the three sets of data will be presented separately under the

following three main themes:

1) ACP interventions, which includes how ACP is described, developed and initiated

with patients who have a life-threatening disease, and an analysis of the reported actual and

intended outcomes of ACP.

2) Patients’ experiences of discussing and planning for end of life care including,

methods used to explore patients’ experiences.

3) Patients’ experiences of living with lung cancer at the end of life.

Each of these themes will be discussed in turn.

ACP interventions

Sixteen papers that reported on studies describing ACP as an intervention were
included from group one search terms. The main findings are tabulated on the following

pages (Table 1.3 - 1.5)
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Table 1.3 Summary findings from literature review of ACP interventions

Authors Year ACP initiated by: Who participates in ACP:
family
member
or stand part of
other surrogate alone another
social skilled decision interven- | interven-
doctor Nurse worker peer facilitator | Patient maker doctor peer facilitator | tion tion
g/llomson et | 5003 v v v v v
Briggs 2003 v v v v v
aF:la'mer et 2001 v v v v v
Hammes & 1998 v v
Rooney
Briggs et al | 2004 4 v v v v
Englehardt 2006 v v v v v
et al
Happetal | 2002 4 v v v
SUPPORT | 1995 4 4 v v
Martin et al | 1999
Perry etal | 2005 v v
Shorretal | 2000 v v v
Singer et 1998
al
Levy et al 2008 v v v v v
Songetal | 2009 v v v v v
Heyman
and 2010 v v v v
Guthiel
El-Jawarhri | 2010 v v v v
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Table 1.4 Reported outcomes from literature review on ACP Interventions

Authors Reported Outcomes
Congruence Reduced
Identity of between care technologies to
power of received & stated unnecessarily
Documentation attorney or Use of preferences prolong life
Assessment substitute discussion | Patient or
of capacity Advance | Medical decision guide or family
Assessment | todecide directive | notes maker Interview worksheet | education intended | actual intended | actual

Morrison et al v v v v v v
Briggs 4 v v v
Ratner et al v v v v v v v
Hammes & v v v
Rooney
Briggs et al v v 4 4 v
Englehardt et al 4 4 v v v
Happ et al 4 v
SUPPORT 4 4
Martin et al v v
Perry et al v 4 4 v
Shorr et al 4 v
Singer et al v 4
Levy et al 4 v v 4 4
Song et al v v 4
Heyman and

. v v v
Guthiel
El-Jawarhri v v v
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Table 1.5 Reported components of ACP interventions and outcomes

Authors

Reported outcomes

Reduce
decisional
conflict/increase
in congruence

Improved
communication

Patient/family
satisfaction,
comfort or

Completion of

Improved between patient | between patient, | acceptance in advance directive
symptom and family family, health discussing EOL or documented Promote readiness
management and/or doctor professionals care EOL discussion for death
intended actual intended actual intended | Actual intended actual intended actual intended actual
Morrison et al v v
Briggs
Ratner et al v
Rooney il
Briggs et al v v v v v
Slnglehardt et v v v v v v v
Happ et al
SUPPORT v x v x v x
Martin et al
Perry et al v v x
Shorr et al 4 x v x
Singer et al
Levy et al v v
Song et al v x v v v
Heyman and v
Guthiel
El-Jawarhri v
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Some studies reported on trials that developed or tested an ACP intervention (SUPPORT
Principal Investigators 1995; Hammes and Rooney, 1998; Singer et al., 1998; Martin et al.,
1999; Ratner et al., 2001; Happ et al., 2002; Briggs et al., 2004; Morrison et al., 2005; Heyman
and Gutheil, 2010; Song et al., 2009; El-Jawahri et al., 2010). Other papers presented a case
study using an intervention (Briggs, 2003), and another paper presented an intervention aimed
at coordination of care that included ACP as part of the intervention (Engelhardt et al., 2006;
Levy et al., 2008). All papers originated from North America and studied a variety of patient

groups with advanced chronic diseases.

Target populations

The majority of studies that developed and tested ACP interventions targeted mixed
populations of patients with chronic life-threatening diseases (Briggs, 2003; Briggs et al, 2004;
Norlander, 2000; Ratner et al, 2001; Happ et al, 2002; Hammes and Rooney, 1998; Englehardt ,
2006; SUPPORT, 1995; Shorr et al, 2000) in the USA or Canada. Three papers reported on
research with a sample of patients with a single disease type (Song et al., 2009; Perry et al.,
2005; El-Jawahri et al., 2010). Five studies included cancer patients within their sample
(SUPPORT, 1995; Hammes and Rooney, 1998; Shorr et al, 2000; Ratner et al, 2001;
Englehardt, 2006). One study included in this review reported the development of an ACP
intervention for cancer patients alone (El-Jawahri et al., 2010). The lack of specific interventions
for cancer patient populations arguably reflects the provision of North American hospice and
palliative care services for all patients with life-threatening illnesses. Apart from El-Jawahri et al
(2010), few papers featured patients with cancer other than within a mixed patient sample
(Hammes and Rooney, 1998; Ratner et al., 2001; Happ et al., 2002), which included patients
with other chronic or other life-threatening diseases. Arguably it may not be appropriate for ACP

to be developed as a disease specific intervention, with most studies targeting mixed
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populations; however, the assumption that ACP may benefit patients who have cancer is as yet

undetermined.

The interventions reviewed were tested in community settings, which were predominately in
patients’ homes (Heyman and Gutheil, 2010; Ratner et al., 2001), in institutional settings (Shorr
et al, 2000; SUPPORT, 1995; Briggs et al, 2004; Morrison et al, 2005; Levy et al, 2008; EI-

Jawabhri et al, 2010), or in mixed settings (Hammes & Rooney, 1998; Englehardt et al, 2006).

How are ACP interventions described in the literature?

Fifteen papers included in this review described ACP in relation to the development of an
intervention(Ratner et al., 2001; Larson and Tobin, 2000; Morrison et al., 2005; Briggs, 2003;
Briggs et al., 2004; Happ et al., 2002; Hammes and Rooney, 1998; Engelhardt et al., 2006; EI-
Jawabhri et al., 2010; Heyman and Gutheil, 2010; Song et al., 2009) and one paper described
ACP as part of a program of care (Levy et al., 2008). ACP interventions were described using a
variety of terms such as an ‘educational intervention’ (Briggs, 2003), a ‘framework’ (Larson and
Tobin, 2000), an ‘interview’ (Briggs et al, 2004), an ‘intervention of counselling’ (Morrison et al.,
2005), or a ‘process of discussion’ (Hammes & Rooney, 1998) to initiate end of life discussions
or conversations. These discussions were reported as a series of ongoing conversations (Ratner
et al., 2001; Larson and Tobin, 2000; Engelhardt et al., 2006) that build relationships to enhance
understanding between those engaged in discussion (Song et al., 2009; Briggs, 2003) and
improve end of life decision making (El-Jawahri et al., 2010) or that enable patients to prepare
for death or dying (Singer et al., 1998). Briggs (2003) proposed that ‘listening’ is the intervention,
thus suggesting an emphasis on a patient-led discussion. What is included in ACP discussions

will be discussed further when the specific components of ACP are considered.

The descriptions of ACP interventions appear to be linked to or include some form of
‘assessment’ of the patient’s understanding about their condition, prognosis and decision-

making capacity (Happ et al., 2002; Ratner et al., 2001; Morrison et al., 2005; Levy et al., 2008;
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Song et al., 2009; El-Jawabhri et al., 2010). Some form of documentation of patients’ treatment or
care preferences were reported as a component of ACP interventions which may or may not
include completion of an advance directive (Happ et al., 2002; Singer et al., 1998; Ratner et al.,
2001; Morrison et al., 2005; Martin et al., 1999; Levy et al., 2008) and identification of a durable
power of attorney or surrogate decision-maker (Happ et al., 2002; Song et al., 2009). ACP
interventions are reported in the literature in such a way as to suggest they are a ‘special’ event

or series of events as opposed to being part of normal everyday care.

For the most part, the description of ACP as an ‘intervention’ does not feature in the
literature until the later 1990s after a number of trials sought unsuccessfully to establish
improved completion rates of advance directives (Singer et al., 1998; SUPPORT Principal
Investigators 1995). The previous use of ACP to describe a discussion or completion of an
advance directive (Singer et al., 1998) is not unproblematic as it can lead to confusion,
suggesting ACP is defined as an intervention focussed on documentation of preferences for
future care and treatment for legal purposes only. Later descriptions of ACP interventions
(Briggs, 2003; Morrison et al., 2005; Martin et al., 1999; Ratner et al., 2001; Larson and Tobin,
2000), focus on initiating and conducting a series of in-depth discussions with patients and their
families with the emphasis on improving end of life experiences. Prendergast (2001) accredits

Hammes and Rooney (1998, figure 1.3) with changing the focus of how ACP is defined.
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Figure 1.3 Hammes and Rooney (1998) ‘Death and end of life planning in one mid-western
community’.

Background

This is the first published study reporting on the implementation of an advance care planning
intervention in the USA.

Design

This study aimed to evaluate the impact of a complex advance care planning intervention that
had been delivered community-wide. The authors aimed to determine for a specific population
the prevalence of ACP and the relationship between ACP and the health care decisions made in
local health organisations. The ACP intervention was named ‘Respecting Your Choices’ and
included a community patient education programme, training of 120 local non-physician ACP
educators, access to these educators in all health care organisations, common policies and
practices in the use of ACP documents and documented decisions within patients’ medical
notes. The study design was a retrospective review of 540 deceased patients’ medical notes and
death certificates to collect data relating to ACP and any advance decisions made. They also
surveyed physicians and interviewed proxies of the deceased.

Findings

Findings reported in this paper were that 437 (81%) patients had advance decisions recorded in
their medical notes, 353 (77%) had identified a power of attorney, 528 (98%) patients who had
requested refusal of treatment had their decision upheld. Patient preferences were recorded one
year or more before death, with 20% recorded within months of death. These preferences
included forgoing care or treatment related to resuscitation, feeding tubes, ventilation, antibiotics,
intravenous fluids and hospitalisations. Congruency between preferences for non-hospitalisation
and actual care received were lower compared to other advance decisions. The authors
attributed this to families’ wishes overriding patients’ preferences.

Summary

This ‘seminal’ study has since resulted in the further development of the ‘Respecting your
Choices’ ACP intervention, including disease-specific versions in the USA and more recently in
Australia.

Prendergast (2001) suggested that prior to Hammes and Rooney’s (1998) study ACP had
been focused on a medical model with advance directives as an end point. However, through
the successful use of an educational intervention Hammes and Rooney (1998) were able to
make recommendations for a change in practice focussing on facilitating discussions with
patients about their values and preferences for end of life care, as well as documented advance

refusals for life- prolonging treatments.
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ACP has been described elsewhere in the literature as having certain functions. As
described previously, one of these functions is to facilitate patients’ discussions about future
preferences for care and treatment (Song et al., 2009; Heyman and Gutheil, 2010; Engelhardt et
al., 2006; Briggs, 2003) in the event they become incapacitated. More recently, advance care
planning interventions have been described as having a prevention function (Engelhardt et al.,
2006; Maxfield et al., 2003), since they can help patients and their families who need to make
decisions at a time of serious illness, plan ahead for these eventualities. This description of
advance care planning adds to the debate on whether patients can or want to make decisions
for the future. It also suggests that the future is predictable, which may not be the case for
patients with complex disease processes who live in potentially complex social and medical

contexts and within the financial constraints of the current national health service.

Development of ACP interventions
Only five papers described how an ACP intervention had been developed (Briggs, 2003;

Briggs et al., 2004; Ratner et al., 2001; SUPPORT Principal Investigators 1995; El-Jawahri et al.,
2010) and provided some rationale for the use of an ACP intervention. Three of these five
studies designed an ACP intervention to improve communication with patients and their families
about end of life issues (Briggs, 2003; Briggs et al., 2004; Ratner et al., 2001) and in response to
government policy; however, only Briggs (2003) and Briggs et al (2004) provided detailed
theoretical explanations of how and why they developed the ACP intervention in a particular

way.

Some of the papers give insight into what influenced the authors to develop an ACP

intervention. In the USA, the SUPPORT (1995) intervention is described in figure 1.4

37



Figure 1.4 The Support Principal Investigators (1995) ‘A Controlled Trial to Improve Care for
Seriously lll Hospitalized Patients’.

Background

This is one of the earliest reported USA studies describing an ACP intervention. This study was
conducted during a 