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Abstract

Background

Currently22% of the UK population dign carehomes, mosty within 18 months of
admission, yetttere is little research about the nature of symptatrtige end oflife in
this population The limited evidence suggssthat the dying trajectory may be

different toother populations.
Aim

To describe the presenaed intensity of physical symptoms of residents during the

dying phase and explore common characteristiasoccur over time.

Methods

This prospetive cohort study used thdodified Edmonton Symptom Assessment
Scale (ESAS)o collate demographic and symptaimaracteristicikom 157 residents
during the final days of life in 11 cateomes Descriptive statitcs were used to
present demographic and clinical characterisiit® presence and intensity of both
symptom load and individual symptonwgas tested for significance with either
ANOVA or Coc hr-hoc dompaigona pedormead Birtally, arer@ntial
analysisvasperformed to test for associations betwpersence and intensity and key

characteristis.

Results

The fivemost common symptoms nearest to death were drowsiness, fatigue, anorexia,

unable to respondnd shortness of breathth asignificant increasen bothpresence



andintensity of thesesymptoms towards the time of death. Onlgnaall number of

associations between demographics, diagnoskesyanptoms were observed.

Discussion

The main symptomsaoguring in residents relate to a general deteriorative condition
suggesting that dying in catemes is characterised by a gradual dechvith an
increasedoresence and intensity of symptotosvardsthe time ofdeath. Symptoms

can be <cl assi fi edreslngid s typolgytthat has mot ldesent r i d e
previously identified in symptom research in this populafidre limited associations

between cevariables indicate that dasp differences in age, gendarumber of

diagnoses and length of stay, this col®d homogenous grouguring the last few

days of life

Conclusion

TheresearcHindingshave implications for end of lifeareof residents educatiorand

supportrequirementgor professionalsind forthe wider research community



Decl arati on

This thesis has not been submitted in support of an application for another degree at
this or any other university. It is the resultmy own work and includes nothing that

is the outcome of work done in collaboration except where specifically indicated.
Many of the ideas in this thesis were the product of discussion with my supervisor

Professor Katherine Froggatt and Dr Sarah Brearley.

Excerpts of this thesis have beergented athe followingconferences.

Partington, L. (2010pPata from the first 100 deathisondon: National Care Homes

Forum(oral presentation)

Partington, L. (2010) Qllaborative approach to warlg with hospicesand care
homes Liverpool: Academic Palliative and Supportive Care Studies Greupl

presentation)

Partington, L. (2010) Mthodological challengeof the choice of toolfor proxy
assessment of symptoms. Nottingham: Nottingham University PhD dgyetgmie

conducting research at the end of (ibeal presentation)

Partington, L. (2010) Symptoms at the end of life in residents dying in nursing care
homes- a collaborative research projedE-poster: International Palliative Care

Network (posterpresentation)

Partington, L. (2011) A prospective descriptive study to examine the incidence of end
of life symptoms in care home resident8 specific problemstool choice and proxy

data collection. Lancaster University: Postgraduate Seronarpresentation)



Partngton, L. (201) Symptoms at the end of life in residents dying in nursing care

homes Bath:National Association for Palliative Care Educatgrssterpresentation)

Partington, L. Froggatt, K., Brearley, S. (20LReveloping a Typology of Dying for
Resicents in Nursing Care HomeNorway: European Association for Palliative Care

(oral presentation)

Partington, L. (2012 Symptoms at eh of life in frail older people. London/ St

Chr i st op h eQelébsatingl GasefHonetes Confererforal presentation)

Patington, L., Froggatt, K., Brearley, SAlgorta Perez, G. (201A Gradual Slope to
Death: Enedof-Life Symptoms in Residents Dying in UKursing Homes Madrid:

European Association for Palliative Cdp®sterpresentation)

The word length of tls thesisis 68,683 (including footnotes ah appendices, but

excludingbibliography) and does not exceed the permitted maximum.



Acknowl edgement s

While this has been a long and difficult journey, writitihgs thesis has beesn
extremely rewarding expience in helping me to think in ways | never thought
possible. | would like to thank a number of people who have contributed to the final

result in many different ways.

Firstly, | would like to express my very great appreciation to Professor Katherine
Froggatt and Dr Sarah Brearley, my research supervisors dorctimtinued support,
guidance, encouragement, and good huntioatr has kept me going throughout this

study.

| am particularly grateful t€rofessor Jane Simpson dddGuillermo Perez Algorta.
Without theirhelp and guidance around the statistical analysis, this thesis would not
have been possible. | would also like to thank the staff of the library at Lancaster

University, and particularly Jenny Brine, for their invaluable help.

The central foas of this thesiss the residents who died withthe care homes while
| was undertaking the field work, and it is due to those very special people, along with

their families and the staff that this work ever took place. | cannot thank you enough.

My spegal thanks are extended to my colleagues and friends at The End of Life
Partnership, who have continued to offer me encouragement throughout myAyork
particular gratitude goes t8alli leynes and Siobhan Horton whwave always
expressed interest in mgldas and often listened to my ruminations while | tried to
make sense of therto Dr Pauline Quennell, whose support in many ways (including
her superbknowledge of Excel) has been very muappreciatedand to Nichola

Wakefield, who in the early days oftdacollection assisted with data input.



Finally, 1 wish to thank my family and friends who leasffered support throughout
my journey. To my husband, dkrPartington, who has made me manyps of tea to

sugain mealong the wayyou cannbunderestimatbow much your suppodnd being

therehas meant.

Vi



Content s

Abstract

Declaration
Acknowledgements
Contents

List of tables

List of figures

List of appendices
Glossary of key terms

List of abbreviations

Chapter 1 Introduction

1.1 An ageing population
1.2 Facing illness in old age
1.3 Care homeis the UK
1.4 Palliative and end of life care
1.5 End of life care in care homes
1.6 Reflection onhte background for this study
1.7 A synopsis of Gapters 2 6
1.7.1 Chapter 2 Context and background
1.7.2 Chapter 3 Literature review
1.7.3 Chapter 4 Methodology and methods
1.7.4 Chapter 5 Results
1.7.5 Chapter @ Discussio
1.7.6 Chapter @ Conclusion

Chapter 2 Background and context

2.1 Introduction
2.2 Long Term Caré The international perspective

2.3 Long Term Caré Long Term Care Care homes in theK

PageNo.

Vii

Xiii

XVi

XVii

XiX

XXi

H
o@U‘IOJI\JH

13
14
14
14
15

16
17
20

vii



2.4 The importancef understading care homes andsidents
2.5 Death and dying in care homes
2.5.1 Dying in care homésThe international perspective
2.5.2 Dying in care homésThe UK perspective
2.6 The components of good end of life care
2.7 Themeaningof symptans in end of life care
2.8 Multiple symptoms
2.9 Symptoms at the very end of life for residents in care homes
2.10 Identifying symptoms
2.11Symptom presence in care home residents
2.12 Symptom research in end of life care
2.13Measuring or assessingymptoms
2.13.1 The measurement of symptoms
2.14 The use of a conceptual model
2.15 Conclusion

Chapter 3 Literature review

3.1 Introduction

3.2Framing the research question

3.3The search and search strpte
3.3.1 Search methods
3.3.2 Inclusion and exclusion criteria
3.3.3Study characteristics

3.4 Assessing the quality of the studies

3.5 Synthesisng the evidence
3.5.1 The geography and demographics of the different
studies
3.5.2 Mixed cae contexts
3.5.3 Nature and type of the studies
3.5.4 Proxy data collection
3.5.5Data collection instruments/methods
3.5.6Time period and time points of data collection within
the studies
3.5.7The range of different symptoms reported within the
studies
3.5.8 Thenfluence of diagnosis

3.6 Discussion Interpreting the findings
3.6.1Data points within the data collection period
3.6.2Different types of data sources
3.6.3Variations in the definition of a symptom
3.6.4Variations in the type and nature of symptoms
3.6.5Effect of country of origin of the study

3.7 Limitations

3.8Conclusion

21

23
24
29
33
36
38
40
41
42
42
44
45
50

52
54
54
54
56
57
59
59
65

66
66
68
68
72

74

78
79
79
81
83
85
86
87
87

viii



Chapter 4 Methodology and methods

4.1 Introduction
4.1.1 Aims and Objectives
4.2 Underlyingepistemology
4.2.1Using a positivist paradigm in relation to end of life
symptoms
4.3 Methods
4.3.1 The researcstudy design
4.4 Period of data collection
4.5 Sample size for a nanterventional study
4.5.1 Sampling
4.6 Paricipants
4.6.1 Recruitment of care homes
4.6.2 Purposive selection of care homes with
inclusion/exclusion criteria
4.6.3 Inclusion/exclusion criteria for participants
4.7 Recruitment, consent, opting out and withdrawing from the
researclstudy
4.7.1 Recruitment
4.7.2 Providing information to participants
4.7.3 Opting out of the research study
4.7.4 Withdrawing from the research study
4.8 Data collection
4.8.1 Independent variables
4.9 The measurement of symptoms
4.9.1 Measurement by proxy
4.10 Selecting an appropriate instrument
4.11 The Edmonton Symptom Assessment Scale
4.12 Dependent variabge
4.13Completion of the research study
4.14Ethical issues
4.141 Ethical appoval
4.142 Ethical issues arising in the study
4.143 Autonomy
4.144 Beneficence and avoiding harm (rmaleficence)
4.145 Confidentiality
4.146 Independence
4.147 Justice
4.14.8 The principles of ethics in closetstitutions
4.15Reliability and validity
4.151 Reliability
4.152 Validity
4.153 Other considerations in relation to reliability and
validity within the study
4.16Managing the data
4.161 Data transformation
4.162 Missing data

90
90
91
93

96
96
97
98
99
99
99
100

101
102

102
103
104
104
105
107
108
110
112
115
119
119
120
120
122
122
124
125
126
126
126
127
131
132
134

134
134
135



4.163 Statistical methods
4.17 Storage of data and information, data protection
4.18Conclusion

Chapter 5 Results

5.1 Introduction

5.2 Description of the sample
5.2.1 Organisational characteristics
5.2.2 Participant characteristics

5.3 Defining the complexity of the data
531l ndi vi dual participant s
5.3.2Managing the data
5.3.3Data transformation
5.3.4Missing data

5.4 A descriptive analysis of the data
5.4.1The presence and intensity of symptoms at 4, 24 anc
hours prior to death
5.4.2The presence and intensity of individual symptbras
overview
5.4.3The total presence and total intensity of symptoms
5.4.4The total presence oysiptoms at 4 hrs, 24 hrs and 4¢
hrs prior to death
5.4.5 The total intensity of eight symptoms at 4 hrs, 24 hre
and 48 hrs prior to death
5.4.6 The presence and intensity of individual symptoms
5.4.7 Pairwise comparisons of the presencexdividual
symptoms at 4 hrs, 24 hrs and 48 hrs prior to death
5.4.8 Pairwise comparisons of the intensity of individual
symptoms at 4 hrs, 24 hrs and 48 hrs prior to death

5.5Inferential analysis
5.5.1The associations between total preseand intensity of
symptoms and certain demographic and clinical
characteristics
5.5.2The associations between the total presence of
symptoms and the characteristics of age, gender, number
diagnoses and length of stay in care home at 4 hours, 24
hours and 48 hours prior to death
5.5.3The associations between the total intensity of symp
and the characteristics of age, gender, number of diagnos
and length of stay in care home at four hours, 24 hours ar
48 hours prior to death
5.5.4The associations between demographics and the
presence of individual symptoms at the time closest to de:
(within the final four hours)
5.5.5 The associations between diagnoses and symptom
presence at the time closest to death (within the final four
hours)

136
140
141

142
144
144
146
147
149
152
153
153
153
153

154

158
159

160

162

164
166

167
167

167

168

170

171



5.6 Conclusion

Chapter 6 Discussion

6.1Introduction
6.2An overview of the characteristics of symptoms of a resident
dying in a care home
6.3 The total presence and total intensity of symptoms and chanc
over time
6.4 The pesence and intensity of individual symptoms and chang
over time
6.5A typology of symptoms associated with the dying phase in c
home residents
6.6 The classification of symptoms into two principal categories
6.6.1 Silent symioms
6.6.2 Strident symptoms
6.7 Symptoms and different individual characteristics
6.7.1 Associations between total presence and intensity o
symptoms and characteristics
6.7.2 The associations between demographics and the
presence ofndividual symptoms at the time closest to deal
(within the final four hours)
6.8 Recognition of the dying phase
6.9 The srengths of the study
6.9.1A unique approach
6.9.2The use of a systematic measurement tool
6.9.3A comprehasive data set
6.9.4Supportive relationships with care homes
6.10 The limitations of the study
6.10.1The choiceof a systematic measurement tool
6.10.2The use of a systematic measurement tool
6.10.3 Lack of missing data
6.10.4 Proxy data collection and symptom assessment
6.10.5The challenges in recognising dying
6.11The implicationson policy and practice
6.12The macro level policy and planning
6.12.1 Avoiding inappropriate hospital admissions
6.13The meso level supporting development through education &
practice model/frameworks
6.13.1Developing a curriculum fostaffworking with care
home residents at the end of life
6.14The micro level recognising dying and the deliveryerid of
life care
6.14.1The recognition of imminent death
6.14.2Targeting the right type of care to the right people
6.14.3The impact of care home culture
6.15Implications for research

172

176
177

179

179

181

183
185
186
188
189

189

190
192
192
192
193
194
194
194
197
198
199
200
201
202
202
203

203
205
205
206

207
208

Xi



6.151 Standardisation of approaches

6.152 Use of a symptom research model

6.153 The use of appropriateeasuremertbols
6.16Conclusion

Chapter 7 Conclusionand recommendations

7.1Introduction
7.2 The importance of this research
7.3 What has this resedr contributed?
7.4 How the research met the study aim and objectives
7.5 Methodological findings
7.6 Recommendations
7.6.1 Recommendations for future practice
7.6.2 Recommendations for future policy
7.6.3 Recommendations forudte research
7.7 Conclusion

References

Appendices

209
209
213
214

215
215
216
220
221

223
223
224
224
225

248

Xii



Table 21

Table 3.1

Table 3.2

Table 33

Table 3.4

Table 3.5

Table 3.6

Table 3.7

Table 3.8

Table 4.1

Table 42

Table 43

Table 44

Table 4.5

Table 4.6

Table 4.7

Li st o f

A summary of research management frameworks
models

Construction of the research question using PICC
Search strategy keywords
Inclusion and exclusion criteria

The studies included in the literature review and a
overview of the article

Studies that did not use existing instruments for d
collectionuponsymptoms

Studies that used existing instruments for data
collection

Time periods and time points of data collection
across the studies

The most frequently reported symptoms from all
studies

Inclusion and exclusion criteria for selection of cal
homes

Inclusion and exclusion criteria for selection of
residents

The fitgnddrdd osf sympt om me

Stage oné areview ofinstrumentgor measuring
symptoms

A summary of theationale for the use of the
Edmonton Symptom Assessment Scale

Ethics approval processes

Definition of terms used in the Edmonton Symptol
Assessment Scale

Tabl

€S

Page No.

47

54
55
56

62

69

70

73

74

101

102

110

113

115

120

130

Xiii



Table 4.8

Table 5.1

Table 5.2

Table 5.3

Table 5.4

Table 5.5

Table 5.6

Table 5.7

Table 5.8

Table 5.9

Table 5.10

Table 5.11

Table 5.12

Table 5.13

Table 5.14

Table 61

Table 6.2

The calculation of the presence and intensity of
symptoms

Organisational characteristics
Participant characteristics

Occurrence of symptoms by percentage, within fo
24 and 48 hours of death

Total presence of symptoms at 4 hrs, 24 hrs and -
hrs prior to death

Total intensity of eight symptoms at 4 hrs, 24 hrs .
48 hrs prior to death

Pairwise comparisons of total presence of symptc
at 4 hrs, 24 twand 48 hrs prior to death

Pairwise comparisons of total intensity of eight
symptoms at 4 hrs, 24 hrs and 48 hrs prior to dea

Presence and intensity of individual symptoms at
hrs, 24 hrs and 48 hrs prior to death

Results of
individual symptoms

Cochrandés Q

Unable to respond a sample of the data

Results of a onvay repeated measure ANOVA of
the intensity of eight individual symptoms

Associations between total presence of symptoms
and characteristics

Associations between total intensitfeight
symptomsand characteristics

Associations between demographics and individu
symptoms at therie closest to death (within the
final four hours)

A curriculum for care home staff based on the findi
of the study

The key components within symptom researck
older people in nursing care homes

137

145

146

155

158

158

160

161

162

165

165

166

168

169

170

204

211

Xiv



Table 7.1

Achievement of the researchudyaims and
objectives

220

XV



Figure 2.1
Figure 3.1
Figure 4.1
Figure 4.2

Figure 5.1

Figure 5.2

Figure 5.3
Figure 5.4
Figure 5.5
Figure 5.6
Figure 5.7
Figure 5.8
Figure 6.1
Figure 6.2

Figure 6.3

Li st of Figures
Page No.

The New Symptom Management Model 49
PRISMA flow diagram 58
The requirements of an instrument 97
Flow chart showing data collection process 106
Number of participants recruited to the study at eac 148
time point

Cumulative total of participants recruited to the stuc 148
by time point

Individual trajectory- Partidgpant 1 150
Individual trajectory- Participant 2 150
Individual trajectory- Participant 3 150
Individual trajectory- Participant 4 151
Individual trajectory Participant 5 151
An explarationof the data from Table 5.3 154
A visual representation of the symptom typology 183
Part of the New Symptom Management Model 210
A revised model of Brant et £010) model for 212

symptom research (at entilibe)

XVi



Appendix i

Appendix ii
Appendix iii

Appendix v

Appendix vi

Appendix vii

Appendix viii

Appendix ix
Appendix X

Appendix xi

Appendix xii

Appendix xiii

Appendix xv

Appendix xvi

Appendix xvii

Appendix xviii

Appendix xiv

Li st o f

Characteristics of an Ideal Model or Theory for
Symptom Management Research

Assessment form for data extraction and scoring
Protocol for scoring fomethodological rigour

Information leaflet provided to care home
managers

Consent form for care home to participate in
research study

A4 poster forcare homenotice boards

Information leaflefor care homeesidents and
family members

Form to record withdrawn participants
Information sheet provided to all qualified nurse:

Form to record information received by qualified
nursingstaff
6Crib
home staff

sheetd used by 1

A4 poster for care home staff at the end of the
project

Letter of ehicsapproval(1) from Lancaster
University

Letter of ethicsapproval(2) from Lancaster
University

Letter of ethicsapprovalexemptionfrom NHS

Email of ethics approval exemption from local
CCGs

Modified Edmonton Symptom Assessment &cal

Appendi ces

Page No.

249

250

251

253

256

257

258

259

260

263

264

265

266

267

268

270

271

XVii



Appendix xv

Appendix xvi

Pairwise comparisons of the presence of individ
symptoms at 4 hrs, 24 hrs and 48 hrs prior to de

Pairwise comparisons of the intensity of individi
symptoms at 4 hrs, 24 hrs and 48 hrs prior to de

272

274

Xviii



Gl oss&ey deéer ms

Care home

Care home wth
Nursing

Care Quality
Commission (CQC)

Clinical Commissioning

Group (CCG)

Commission for Social
Care Inspection (CSCI)

Edmonton Symptom
Assessment Scale
(ESAS)

End of Life Care
(EoLC)

Liverpool Care
Pathway

Long Term Care

Minimu m Data Set
(MDS)

A provider ofaccommodation and personal care t
wide range of adults, including older peaphdso the
generic name used to include both homes with pers
care and homes with nursing care

As care home (above), also provides nursing frara
gualified nurses

The independent regulator of all health and social
services in England

Clinically led statutoryNHS bodies responsible for tt
planning and commissioning of health care service:
their local arean England

An independent organisatiom England and Walegset
up by the Government) to inspect angae on care
services and councils including care honmHss body
ceased to exist on 31 March 2009, and vegdaced by
the Care Quality Commission (CQC)

An instrumentthat was developed to assist in i
asseswent of a number of identified symptoms

Care of patients in their final period of life (hours, da
weeks, months). Applies to all advanced progres
and incurable illnesses. Has largely taken over fron
term Opakbeéespeaidllyinvtee UKar e

A document that aimetb improve care of the dyin
through a standardised approach to end of life atal
was withdrawn in July 2014:and replaced b
0individual care plans

Systems that enable older people, who experier
significant declines in capacity, to receive the care
support of others consistent with their basic rightis
is a @mmon term used in the USA and Canadwels
as some European countries

A recordlevel data system about the care of adults
older people in a variety of settings

XiX



SPSS19

Software package for analgg data and runnin
statistical tests

XX



ACP
CCG
CSCl
cQcC
DoH
EoL
EoLC
ESAS
GP
KPS
LTC
LTCF
LCP
MDS
ONS
RGN
SOB
SPSS
UK
USA
WHO

Abbreviati ons

Advance Care Planning

Clinical Commissioning Group
Commission for Social Care Inspection
Care Quality Commission

Department of Health

End of Life

End of Life Care

Edmonton Symptom Assessment Scale
General Practitioner

Karnofsky Performance Scale

Long Term Care

Long Term Card-acilities

Liverpool Care Pathway

Minimum Data Set

Office for National Statistics

Registered General Nurse

Shortness of Breath

Statistical Product and Service Solutions
United Kingdom

United States of America

World Health Organiation

XXi



ChaptidmtIr oducti on

1.1 An ageing population

The global popul#on is ageing rapidly. In 201there were 810 million people aged
60 years or over in the world, 8 illion more than in 2002 andyl®2050, it is
estimated that 22%f the global population will be 60 or over, amounting to over 2
billion people(United Nations, 2012)A significant feature of the ageing population

is the progressive ageing of the older population itself. It is estimateith¢natwill be

425 million people age®0 years or over by 2050, a 3féld increasgWorld Health
Organization, 2017Within the UK, there will be an estimated increase in those aged
85 or overfrom 1.3 million in 2008 to 8 million in 205@ffice for National Statistics,

2017)

The increase in the ageing population will bring challenges on many levels from
personal to socieconomic due to an increasingly smaller working population gavin

to provide for a noworking dder group, both finarially and as care providers

(Doyle, 2009) The Office for National Statistics(ONS) predict a fall in the
demographic support ratio from 3.3 people of working age for every person of
pensionable age ®.9 by 2050 Office for National Statistics, 20157 his is already

evident in Germany which hake third largesbldestpopulation in the wdd andis

facing a o6war of generations©éo, where you.
taxes for ol (Eowel, 2pl2 Wiphlpeodlesliving gorlanger periods and

having fewer children, the need for alternative models of care and support will arise

(Powl, 2012).



1.2 Facing illness in old age

As people live longer and oldeheyare facing longer periods of good health leading
to a shorter period of ill health, with increasing needs and more dependency in their
final years(Harper, 2017)The numbers of deaths worldwide are set to rise from 57
million in 2015 to 70 million in the next 15 yeafBone et al. 2018) There is a
relationship between the number of older people and the number of,deathest
deathsoccur in people over the age of 65 years or gl@estantini & Lunder, 2012)
and most will die as a result of serious chronic diseases. In the futhoeigh older
people in generalre likely to stay healthier fdonger(Doyle, 2009) the proportion

of people with a longerm limitingillness or disability will increaswith age(ONS,
2012) additionally, the last years of lifgill be acconpanied by an increase of illness
and disability(Lunenfeld, 2008) This will lead to those whoequire care within a
Long Term Caresetting becoming more frawith higher numbers of emorbidities

and more considerable dependency than those previously cafethliberg, 2006b;

Koller & Rockwood, 2013; Murray, Boyd, Hockley, & Sheikh, 2008)

Within the UK, Lievesley, Croshy, and Bowman (20X stablished that the average

length of stay in care homes in one provider organis@BalPA) is decreasing. They
forecasedthat by 2018he median lertt of stayfor frail older residents would be 265

days;fo r residents r e c,eitiwouldnbg 36@ dagstiben &lsoa c ar e
highlighted a similar pattern in a decreasing K&téength of stay across Australia,

Spain and New Zealar(tlievesley et al., 2011)The World Health Organaion has

also affirmed that the number of older people dyingarehomes is almost certain to

increase worldwid¢dWHO, 2011) This will result in care homes having a higher



turnover of residents who have shorterlength of stayfrom admission to death

resulting in an increased number of deathsare hores

1.3 Care homesin the UK

Within England and Wales, in 2011, 3.2% of the population aged 65 ve hb®in

a care home (with or without nursicgre (Office for Nation Statistics, 2013)One

of the main findings of the ONS report wahat the care home population for those
aged 65 and over has remained virtually stable since the previous 2001 survey,
showing an increase ohly 0.3%, despite an increase of 11.0% ia tibtal population

of the same age. Howeveit, shows that there has been a change in the age
demographicThe numbers of those aged-784 has decreased while the population
aged 65 74 andthose of85 years and over have both increased. This may be an
indication of health improvements in the population, which is thieye has been an
increase irthose aged 85 drover but does naxplain wty the number of those aged

6571 74 has increasedOnekey influence on theelative stability of the population
within the care home population is likely to be due to an increase of unpaid carers.
There were an additional 600,000 unpaid carers in 2011 compared t(f064 for
Nationd Statistics, 2013)As tis is increasing faster than the populatwowth, it is
helping to preventare home admissiongith more people being cared for in either

their own home or .a family member 6s home

Historically, care homes have always had ght@r proportion of females to males, but
the gender gam the care home population is narrowintpn 1983 there were 155

women aged 65 and over for every 100 men of the same age, compared to the current



sex ratio of 130 women for every 100 men for this ggpup. By 2033 it is projected

that the 65 and over sex ratio will have fallen still further to 117 women for every 100
men(Office for National Statistics, 2013) his doedliffer from provider to provider:

for example, The Methodist Homes Association reported that just under a quarter of
their care home residents weneale, and this mportion wasincreasing annually
(Methodist Homes Association, 2019he fall in numbers of women entering care is
likely to be due to théncrease irunpaid carerss previouslymentionedon page 3

and particularlyto the increase in longevity ofien who areproviding supprt and

care for women who had previousiyed longer than their spousasd were usually

the recipient of care rather than the provider

Although the number gieoplewho are livingin care homes at any one time has not
changed sigriicantly over the last 10 years, there are higher numbers of payiptp

in care homes than ever befdre England, deaths in care homes have increased from
80,000 to 111,00per annumnin the last five years (Public Health England, 20Th)s
can be exjained by the reduction in e s i dergthtofsstaylt has been difficult to
estimate the average length of stay in care homéssaimformation hasot been a
statutory monitoring requirementyowever in 2011, it was reportethat he median
period fom admis®n to the care home to death wig2 days or 15 monthi{§&order

& Fernandez, 2011) et, ten years earlies study byBebbington, Darton, and Netten
(2001)reported a medralength of stay of 19.6 monthBrom their origins of being
long stay residences, care homes are rapidly becomingortantplacefor end of

life care(Public Health England, 2017a)ong withan increase in temporary residénts

1 A temporary resident idefined as a person whose need to stay in a care home is intended to last for a
limited period of time and whetere is a plan to return home



who are dying in the care homdsnd of life carehas become coreand vital

component of the work of care homes.

1.4 Palliative and end of life care

Thet erm 6palliative cared hasfthbE«€antuysed fr c
althoughit has only been employed in its broader sense for the last3byears.

Traditionally, palliative care was mostly offered to patsemith cancerln 2001, the

World Health Organiation closely alignedoalliative carewith cancer andliscussed

the need to provid in conjunction with other therapies intended to prolong life, such

as clemotherapy or radiation therapy. Although the definition was broadened to
embracdife-threatening illneséWorld Health Organization, 2004heinitial cancer

focus stillhas an impaatipon currenfpracticearoundpalliative care.

Palliative carehas been defined by thWWorld Health Organiation asfian approach

that improves theguality of life of patients (adults and children) and their families

who are facing problems associated wife-threatening illness It prevents and

relieves suffering through thearly identification, correct assessment and
treatment of pain and other problems whether phyisal, psychosocialorpsi r i t ual 0

(World Health Organization, 2018b)

In t he UK,alldtiveea rteedtangelgtsplaceco y t h end oféfeanr é @
in 2008 following the publication othe End of Life Care Stratedypepartment of
Health, 2008) It was identified that people did ndully undestand the word

Qalliativeband felt the alternati v entdetfimarfawi n a | C



hours of life. The concept of end of life camas believedo be broader and was

intendal toinclude the last hours, days, weeks, months eaedyears Like the term

opal |l i at i vmeanttmbeiaclusive ofdny ilmessthat wasconsidered life
threateningDepartment of Health, 2008)Globally , t he t er misGtplal | i at |
commony in use: AustraligDepartment of Health, 2018FanadgMorrison, 2017)

USA (Hawley, 2017) Within Europe, there is a similar situationheé European

Association for Palliative Care has produced a resoofcélational Guidelines

(European Association for Palliative Care, 20Whjch shows that the Netherlands,

Germany, Switzerland, the Republic of Ireland and othKr dduntries such as

Northern Ireland and Scotland have guidelinesf er enc i n g Thipthekid | at i v
will use the termé@nd of life caréas this is now accepted as the main tevithin

England however, palliativeearewill still be referred to wenappropriate such der

historical referencesinternationaldiscussionor when referring to certain services

within the UK. For example, hospicdslk about providingspecialist palliative cafe

and many Macmillan teamér ef er t o t heiprecbalvstepabkl iaa

speciality

Three keyelementsthat strongly emerge from theéWorld Health Organiation
definition (page 9 arethetermsé qual ity -bphr éattemdmi,nglilflenes

Gearly identification, correct assessmentandtneant of pai n and ot her

2 Hospice care seeks tmprove the quality of life and wellbeing of adults and children with a life
limiting or terminal iliness, helping them live as fully as they can.

3 A Specialist Team that is made up of health professionals who provide support and advice to
individuals dfected by cancer or other advanced incurable illnesses, and their carers.



The firstelementquality of life is an often quoted principle ehd of lifecare, yet is
accepted to be uniquely subjective to the person experiencing it. However, there is
evidence to suggest that there are core fadt@mt are important to many patients and
families at the end of lifevhich will enhance quality of lif¢Steinhauser et al., 2000)
These include pain and symptom managame@reparation for end of life and
promoting relationships betwegratients families and health care professionals
Quiality of life inend of lifecare is closely related to quality of deaRegardless of
whena person diesr the causef their deathmostpeople, when asked, want to have
a 0 g o o dKely,e2814;hMeier et al., 2016)The End of Life Care Strategy
(Department of Health, 2008)ighlighted the principles of a good deathnd these
included Ieing treated as an individuddeing free from pain and other symptoms,
beingin familiar surroundigs and bing in the company of close family and/or friends
Preparation for end of life was identifiedsmsmethinghatcan improveguality of life

at the end of life. This cahe illuminatedthrough two different approaches, both

wholly applicable to e of life care

1. Meeting the patientds needs, wi shes &
making. This can only happen if there is honesty and willingness to discuss
future plans on the part of patients, staff and familMsllick, Martin, &
Sallnow, 2013and to open up discussions early on m¢burse of the illness.
2. The need to recognise that end of if@pproaching. This a very challenging
situation to undertakg@slare et al.2008) but withouttimely identificationand
subsequent communicatiompportunities can be lost for the person and their
family to say their goodbye® report from theCare Quality Commission
(2016)identified that people who coulaenefit from end of life care aren

being identified in a timely mannelf it is not recognised that end of life is



approaching, it can lead to inappropriate hospital admissions and an increased

risk of dying in hospitalThis may not have been thatpen n 6 s ,govéno i c e

that people in the last year of life will experience 2.28 hospital admissions with

an increasing likelihoodf emergency admissionsn t he | ast 2 wee

(Robinson, Gott, Frey, & Ingleton, 2018)

The seconalementthe early identification, correct assessment and treatment of

pain and other problems has become #oundation in the provision aénd of life

care. Providing relief from symptoms has been long identified as an essential
component for end of life caf@ilkie & Ezenwa, 2012)Knowledge of the prevalence

of symptoms togetherwith assessment andanagementhas become aecessary
requiremenfor the care of all patien{@otter, Hami, Bryan, & Quigley, 2003Jhis
knowledgeis not justrequired ofmedical staff, but ohursing staff, allied health
professonals and to a lesser degree, @fuxiliary care workersand requires a
supportive educational approach to promoteGbod symptom control has been
associatetby thoseat the end of life with the wish that they do not want to die in pain

or distress, rag it as a higher prioritthanbeing at home or being with loved ones
(Demos, 2013)To be able to treat symptoms effectively, they first need to be
recognised (as a symptom) and correctly assessed. While symptom management
maintains a highprofile in palliative and end of life care, the recognition and
assessment of symptoms have a lesser emphasis (although pain does have a higher
profile than many other symptoms). To do this effectively, appropriate assessment
methods (oinstrumens) needo also be considered@here is a lack of instruments
generallyto measure symptoms amelderly population who areeceiving palliative

care (Browner and Smith (2013gviewed 21 istruments in their study involving an



older palliative population and notéaatnone of the instruments had beealidated
for use with geriatrics (elderly populatigr@ithough they had been used within these

populations

The third element | -thfeage n i n g ,refers to the exténsion phlliative care

to a wider group of diseasdbiesses that would benefiom this type of approach.
Initially, palliative cardargely pertainedo cancercare howeverin 2004, the World
Health Organiation recognised the need to expand this definitiomttude the needs

of people living with different serious chronic illnesses who had similar concerns and

needgWorld Health Organization, 2004)

1.5 Endof life care in care homes

Thedefinition ofend of life careasdiscussed abowve applicable tacare homes with
the three elments havingthe same impactpon residents within care homasit does
to the populationn general This section will consider thplace of ed of life carein

relation to current paty which will be developed further inhapter twobackground

and ontext

Residents living incare homs are some of the most vulneralgeoplein society,

usually presenting wittmultiple comorbidities. Residets are likely to have very
complex needs. The number of residents with types@fme nt i a, such as
diseaseis increasing with nearly two thirds of residents dying with deméRuiblic

Health England, 2017aMultiple servicesmay provide care and treatment and

decision making involvesianaging inherent uncertainti€3ne of those uncertainties
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is around the recognition of the end of life phase, lapttne earlier staggand later

on, when the resident is entering the final days or hours of life. Yet, this uncertainty
can reduce the opportunity for the resident and their family to be able to make informed
decisions about their care. There is curseatldriveto reducedavoidabl® hospital
admissiongrom care homethus reducinghe number of deaths in hospi(irueger,
2016) This is seen as a positive move to enhaneality, lower costs and meet
peopl eds pHureef &r @rlowice 8018) NHS Trusts and Clinical
CommissioningGroups (CCGshave beeniasked with reducingeathsin hospitals
(National Quality Board, 201 4nd anecdotallgpome CCGgsincluding local Cheshire
ones, have i de&,t i f basesthomésiih ghe highésty mspisal
admission and death in hospitedtes. Hwever, given theincreasingageing
population,increasinghumber of deathand the wish trevent hospital admissions

thedemand for end of life cagrovisionwithin care homes only likely to increase

1.6 Reflection on he background for thisresearch study

The motivationfor this researclprobablystarted many years agbwas an Alevel
student planning to studyome economics when my Mother who was a nasked if

| would help out in theare of the elderly hospitéhs they were known at that tijne
duringmy school holidaysl loved it from the first day, so much that | decidedpply

for my nurse training. My Mothewas na particularly happy at what shiead
inadvertently set off, and proceeded to include me in all manner of nursing tasks
(including mynemesis, cleaning false teeth) but | knew it was what | wanted to do.
Thisfoundationgave many interest inworking witholder peoplesomethinghathas

remairedthroughout mynursing career.
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After qualifying, Iworked in general medal wards and then a hospice, antkit a

very naturalprogressiorto work with people, especially older peoph, the end of

life. After several yearaorking at thehogice, | was given an opportunity toove

into an educational post palliative careWithin my role as an educator/facilitataor,
wasresponsible for a numbef initiatives to support nursingomesn delivering end

of life care Many of these allowed e be able to work directlywith nursinghome

staff, enabling me to start to understand the work that takes place and appreciate both
the highlights and the challenges. | was able to use the knowledge that | had built up
working within specialistend of Ife care to support my nursing horoelleagues to
enhance theiown end of life carepractices| could see their frustrations about not
always being able to support residents to die in the nursing home and could see the
impact that this had upon resideatsd familiesOne particular aspect that had started

to bother me was in relation to the use of timr(obsoletg Liverpool Care Pathwdy

The tickbox approachhat the LCP was advocating did retem to fit in with the

needs of the nursing home resitdedtaff often spent a lot of time requestidgugsto
beprescribed for core symptorasd then having to obtain thegetdid notuse them.

| spent many hours teaching staff how to set up a syringe pump, only for staff to not
use one for severahonths. Ifelt passionately enough about this to write an article
about the use of the Liverpool Care Pathway in nursing h{laeigton, 2006) This

was thestartahy j ourney and | was able to secur e
understand this better. | wanted to know more about the end of life symptoms that

occur in nursing home residents in order to gain more knowledgglect upon and

4The LCP was aintegrated Care Pathway intended to provide a method of recording and measuring
outcomes of end of life caf&llershaw et al, 2001)
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influence practice, as | felt that this was an unaddressed issue within the literature that

| had read.

| did notstart outaimingt o be a o6éresearcher 6, but |
something that woultiave a positivémpactuponthe care of residents at the end of
life. I also did noset out intending to conduct a positivist research study, laumsiwer

the questions that | was askimg| appreciated thahis was the onlyiableapproach.

It is from this backgroundnd from my desire to make a difference that | present this
researchl will conduct and present the research within a positivist paradigm, along
with the rigour and reliability that provides. While | cand dgaccept that knowledge
i's O6out Uddhatsa liketp exploreviie possibility efewing the research
throughanother lens: that ad conceptuamodelto help to frame theesearchand
make sense of the findings aaldo help locate it for any potential future researchers

to use if they so vgh.

The purpose of this research isdeterminethe presence anidtensity of physical
symptoms of residents in the dying phase in care homes and explore \iihethare
changes in symptoms over time and how they rédegpecific demographi@nd otler
characteristicslt is presented in sevecthapters The aims and objectives of the

researclanda synopsis of eachhepter are presented below
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1.7 A synopsis ofChapters 21 6
1.7.1 Chapter 21 Background and context

This chaptebuilds on the intvduction chapter and continues to set the scene about an
ageing population, both internationally and in the UK. Long Term Care/Care home
care is introduced within an international perspective and then within the UK. This
leads to considering dying in Lofigerm Care/Care homes and identifies many of the
challenges that are currently being faced in this sector. From the care homes, the
components of good end of life care are considered and the relationship between
symptoms and end of life caie reviewed This leads into a discussion around
symptoms at the end of life for residents in care homes and the role of symptom

research from a practical application and a conceptual model.

1.7.2 Chapter 31 Literature review

By usingthe PICOframeworR, theliterature reviewseeks to questiaie prevalence

of physical symptoms in residents living in care homes at the end of life. The search
strategy is described and the results of the review are presented, followed by a
discussion of the literature that was includethe review. The chapter concludes by

presenting five gaps in the reseaasha result of the literature review

5The PICO framework is a mnemic usedo frame and answer a clinical or health care related question
and is described in chapter 3.
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1.7.3 Chapter 41 Methodology and methods

This chapter begins by setting out the aim and objectives of this study and addresses
t he s undallyng epistemology and ontology. The research study design is
presented which leads into detail about the processes that were followed. Data
collection is discussed followed by the data analpés andthe selection ofan
appropriateinstrument. e to the nature ofhe study being conducted with
participants at the end of lif¢here is a detailed ethical issues section and concludes

with discussions about reliability and validity.

1.7.4 Chapter 51 Results

This chapter presents the results frthra analysis of the datdhe objectives of the
research are present&dich link into a set of hypotheses to test the objectiéthin

the results, an overview of the data sets the scene and proetdé®n the complexity

of the dataThis is followed by a descriptivanalysis which describes the presence
and intensity of both total symptom load and individual symptom presence and
intensity. Testing for significance is followed by pairwise comparisons across three
different time points. The next semt focusses on an inferential analysis and the
associations between presence and intensity of both total load and individual
symptoms and a number of demographic and clinical characterisficglly, an

overview of the results are provided in the cosidn.

1.7.5 Chapter 61 Discussion

This chapter begins with presenting the characteristics of the symptoms and leads into

a discussion of a typology of symptoms associated with the dying phase. The
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discussion broadens and takes into account the changgsptoms over time and
recognition of the dying phase. The strengths and limitations of the study are addressed

and conclude with the implications for practice, policy and research.

1.7.6 Chapter 71 Conclusion

This final chapter summarises the findinigsm the research by considering the
importance of the research. It considers what it has contributed by presenting five key
findings. The chapter concludes by providing recommendations for future practice,

policy and research.
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ChaptiBrackgdoand Context

2.1Introduction

An ageing population iaffectingwhen andvhere older people live and die a global

level, leading to challenges for the future provision of health and socia(Bane et

al., 2018) Over the next 15 yeardi@ numbers of deaths worldwide are set to rise from
57 million in 2015 to 70 milliofWorld Health Organization, 2014)n the UK, (Bone

et al., 2018)t has been projected th&turrent trends continue, the next 25 years will
see an increase for the need for end@tare particularly at home and in care homes
Asthedemographics changamily structures altegnd people are living longer, thi

a reduced workforce to care for them, there is a risk in not understanding the needs of
the population, which in turn will add more pressure onto already overstretched
servicesA group of particular interest, due to an increase in prevalenceeafk

with dementiaWorldwide, the number of peopkeestimatedo double to 65.7 million

by 2030 and triple to 115.4 millidoy 2050(Wortmann, 2012)while in the UKthere

are currently around 835,000 people living with dementia whids estimated to
increase tmver two million by 205FAlzheimers Association, 2012 his is because

the greategtisk factor for developing demenisincreasing agéPrince et al., 2014)

In addition, anincreasing number of older adults are living with multiple chronic
health conditionsHung, Ross, Boockvar, and Siu (20téported that between 1998
and 2008, the pragtion of adults with one or more chronic diseaseseased from

86.9% to 92.2% revealing a connection between increasing age-amakioilities.

Given the increase in oldémil people and people with dementia, care hohwege

increasinglybecomea place where people are living artying, meaningthat an
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understanding of cardeomesand the care home populati@essential to meet both
current and future health needs and to support the services providing thiShisire
chapter will begin with the conpgofLong Term Carkare homes/nursing homes and
defining the terminologyand by building upon the owaew provided in chapter one
will considerthe development and role of end of life canéhim care homes. Good
endof life careis synonymous witlgudity of life and this is closely linked with the
qguality ofa p e rdgng,rsdtise relationship tbese concepisill be explored One
key attributeis that of aggood deat§ and thathas been related to beirigge of
burdensomesymptoms. Howeverto manage symptoms, they firstly need to be
identified and quantified so this aspect will be discussethis will lead to an
examination othe concept of symptoms, what they are, and how dhesneasured.
Finally, the symptoms experienced blger people iring in acare homet the end of

life will be considered

2.2Long Term Care i The international perspective

Long Term Gre covers a very broad rangfesettings and not just cah®emes;ithese
included facilitybased longerm care,continuing care retament communities,
assisted living, adult day service programsalhp@gogrammessenior centreshome
healthcare aide and transportation servic€sechnavio, 2017)During a World
Health Assembly in 23, 194 countries agreed thet countriesshould lave asystem
(World Health Organization, 2018ajlowever,it was identified thafew countries
have systems that caffectively meet the cargeeds of their populationBespite this
Technavio (2017predict aglobal growth of 6.5%for the need foLong Term Care
during the period of 2022023highlighting ahigh level ofinequity in the provision

of Long Term Carénternationally Institutional care for older people is more common
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in developed countridsavingprimarily evolved due to a lacsf informal care within
families (Seale, 200). In western ountries, the trend in sace development is that
only older peoplevith significant needs receive institutionalised cd@eazil, Brink,
Kaasalainen, Kelly, & McAiney, 2012; Etvioung, Cho, & June2006; Hasson &
Arnetz, 2009; McCann, O'Reilly, & Cardwell, 2009; Raikkonen, Perala, & Kahanpaa,

2007)

Increasing numbers of older people are living and dying in care homes and other long

term care setting@-roggatt & Reitinger, 2013yet the organisation andrsgtture of

Long Term Carevary greatly both within Europe and worldwid€o address thjsa

European Association of Palliative Care (EAPC) taskforce was established in 2010 to
review the ways in which palliative care is develgpimLong Term Caraettings and

adopted the following definitionof Long Term Caresettings fé .collective

institutional settingwherecare is provided foolder peoplevholive thereand care is
providedfor 24 hours a day, 7 days a wdekan undefind p er i o @Frogghtt t i me 0O

& Reitinger, 2013p.6).

To provide further clarity fte International Association of Getotogy and Geriatrics

and The Bundationfor PostAcute and Long Term Care Medicirt€anford et al.,
2015)developed a survey to assist with an international consensus on the definition of
a nursing homend provideda similar definition to that of the EAPC taskforéeA
nursing home is a facilitwith a domestiestyled environment that provides-Béur
functional support and care for persons who require assistance with ADLwland

often have complex health needs aimdreased vulnerability (Sanford et al.,
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2015:p183).The main difference is the referencectonplex health needbhowever,
this couldbe explained by the difference between the broadeg Term Carsetting

definition and that of a nursing home.

On a wider mternational basis theystems of longerm care are very diverse across
different coutries and these are likely to strongly influence the care proy/ledrs

et al., 2012) In the Netherlands and Norwaypng Term Caras well established,
while in South Europe, care is developing with family cagertg much of the care
Further afield, Australia, the USA and Canada have well established systems, but with
very different funding arrangements. In an attempt to understand international
differenes around the approaches to theng Term Careof older people,
McCormack, Roberts, Meyer, Morgan, and Boscart (26&R2put to explore differs
models of careThe authors found a wide variation of approactiem an institutional

mod el of ~car e, to one that recognises ant
individual), and although they conclude that recognising the concept of perddahoo
crucial to continuing to improving and developibgng Term Cargthere is a wide

difference of approaches around the worl

Internationally there are many examples of initiativesriorease knowledge around
the needs of older people in care homieghe US, the National Care Home Study is
a continuing series of nationally representative sample surveys of US care homes,
including their servicesstaff, and residents.hE last full study was undertaken in
2004, but aspectsof care have beereviewal and updated with the most recent

occurring in 2011 (CDC, 2013). Other European countries have also identified issues.
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In Norway, Selbaek et al. (2007) questioned the increasing practice of prescribing of
psychotropic drugs with residertisit concluded tht it reflected the needs of people
with dementia in nursing homesdn the Netherlands, Zuidema et al. (2007) examined
symptom clusters of nursing home residents with dementia reporting a prevalence of
at least one symptom in 85% of residents. This cawith the findings from Shah et

al. (2010) UK study that residents are likely to have high clinical needs across

international settingso he focus will now move to consider the situation in the UK.

2.3 Long Term Care - Care homes in the UK

Within theUK, themajority of care homes provide services for older people, but a few
offer services to children and to people with mental or sensory impairmentstudys
will be consideringare homes for older people only. Using the definition from the
EAPC takforce, above, care homex lder peoplen the UK aredivided between

two categories:

1. The first offers personal care only and is calledcare home (although
formerly would have been referred to as a residential hohiés typeof care
homeis runby staff who are trained to support residents, but are usudlly no

Registered Nrses.

2. The second type of care home was traditionally called a nursing home, but are
now referredtoagaé ¢ ar e wh b me n.ur'heseihaveg Registeredifdes

on duty 24 hows per dayand theyare supported by Health Care Workers

Within the UK, care homes are run by voluntary organisations, local councils, health

authorities and private agenciesll care homes must bandividually registered,
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inspected and listed by a reéat authority, which in England and Wales is the Care

Quality Commission (CQC). There are currently 11,300 care homes in the UK
providing care for around 410,000 residentth 95% of beds being provided by the
independent sectqCompetition and Markets Authority, 2017)his study uses the
generic term of 6care homedé throughout un

terms 6nursing homedé athised 6resi denti al hom

While care homewould havealwayscared for older fraipeople, there is a change in
dependency of residents. On average older towards the end of lifaow have2.4
yearswith substantial care needscawomen 3 yearsandalthoughmost will live in

the communityit is anticipated that if dependency and care home proportions remain
static in the future, a further 71,215 places will be needed by @d@§ston et al.,
2017) There is another group of people that are also requiring additional tcare: i
edimated that 70% of people in care homes have dementia or severe mesbtamp
(www.alzheimers.org.uk2017),the number of which is increasimgdwill have an
effect on the number of care home places that are reqisea result, projections of
future demand in relation to providing care for those with dementia indicate that the
current number of care home places will need to increase by 82% between 2010 and

2030 to cope with the extra demand (Jagger et al., 2011).

2.4 The importance of understandingcare homes and residents

There is a lack of robust information on residents in care homes in terms of their
diseases and progression of illne$se last major studyat wascarried out regarding

individual residents across a broad number of care hasmg 2000, when the focus

21



of the survey was on the health of ol der
the characteristics of care homes in England and of the-demiographic and health

profiles and social participation of care home residenésschg 6 5 a (Helaltho v e r 0
Survey for England, 2000p.8). This survey involved 544 care homes and interviews

with 2,493 residentsalthough 51% were interviewed in proxgvolving either

families or care home staffhrough the knowledge of the demographic status of those
living in care homes, it hasasidentified that oldepeople living in the care homes

had high levels ofphysical dependencand health care ug@ajekal, 2002) Yet,
according taShah et al. (2010}here wadimited information regarding the clinical
characteristics of this populatiomeaning that despite growing numbers, there are not

any consistent sources of data to support future planning or organisation of care needs

In an attempt to resolveithlack of information aboutaze home residents, Shah et al
(2010)identified older care home residents through a national cross sectional analysis

of a primary care database. They found high clinical need, especially with dementia
and stroke prevalenceut incomplete recording of othexpected diseases suggesting
inequity of care for care home residents compared to their counterparts living in their
own homeswith the latter groupmore likely to be on GP frailty or vulnerability
registes. Shah et al(2010)also reportedittle difference betweethe clinical needs

of residents living ircarehomescompared to those living in their own homeéhich
indicatedthat high levels of disease and frailty is no longer limited to nursing care

home residents.
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2.5 Death and dying in care homes
2.5.1Dying in care homes The international perspective

The role of palliative care withibong Term Caravas specifically identified as being

a requirement to meet the needs of older people during the \B@ikl Health
Assembly(World Health Organization, 2018t as described,ong Term Caren
many countries is minimalVithin other countries, howevdrong Term Caréas been

a constantvith palliative care being a stable featuresignificant proportion of people
die inLong Term Careettings: ranging from 13% in Austria, 20% in England to 39%

in Canada (Hall, Kolliakou, Petkova, Froggatt, & Higginson, 2011)

New Zealandhas advocated a palliative care approach for a number of years and
Nolan, Featherston, and Nolan (2008inforcedthe benefits of applyingalliative
careprinciples todevelopend of lifecarein care homes. Within Sweden, there were
reservations indicating that more research is required to adapt this care foeoler p
(Hallberg, 2006a)The domainof specialist palliative care had taken the initiative to
try and improve end of life care within care homes. At this time, extensive work was
also being carried out in Australi@Parker, Grbich, et al., 2009nd Canada
(Goodridge, Bond, Cameron, & McKean, 20@b)d the USAReynolds, Henderson,

Schulman, & Hanson, 2002)

A number of developments the provision of end dife care took place ihong Term
Caresettings at international\tel, so to describe the level and type of interventions
occurringFroggatt et al. (2006)ndertook a literaire review between 2000 and 2004.

The review found that the development of end of life care was clearly being addressed
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in published literature with its strength lying in the extent to which researchers and
practitioners were attempting to engage withdbmplexity that surrounds this are

of care However, it was found that the nature and form of developments tended to be
descriptive, small scale and limited. It was recommended that there was a need to
engage in further developments, particularly aroumerventions that attempt to
address the complexity of care bong Term Caresettings. This review shared
comparable conclusions to a similar review carried o dngwright (2002between

1990 and 2000, whalso found that interventions were mainly descriptive in nature
and that there was a ldc of evidencebased strategies for recognising common
symptoms at end of life with staff often lacking knowledge about how to assess and

manage symptoms.

2.52 Dying in care homes The UK perspective

Care homes, bothace and care with nursing, playcucial and growing role in the
delivery of care towards the end of life for older people.tHa UK in 1990,
approximately 13% of people died in nursing or residential hdiffietd & Cassel,
1997) By 2005, this was 16% (76,97 @aple) increasingp 22% (101,203) in 2014
(Centre, 2017)An even higher proportion will receive part of their care in a care home
before their death as apprioxately onethird of people (28,892) living in care homes

die elsewhere, predominantly in hospital. There is significant variation by Clinical
Commissioning Group (CCG) in the proportion of people aged 75 years and older who
die in care homem England varying from 10% to 43%Centre, 2017)If the recent

decline that has been experienceth@spital deaths is sustained, the annual numbers
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of people dying at home and in care horisesstimated t@almost doubldy 2040and

care homswill become the mst common place afeath(Bone et al., 2018)

Prior to 1995, palliativecare was noseen as aequirementwithin the cage home
setting, as it was frequentiggarded aa type ofcarethat was given tpeopledying

with cancer It was also viewed as care that needed to be given in hoshicakeady

noted, people spent longer living in care homes, there were fewer deaths and when
death occurred it wasften viewedas something that just happerad there was an
acceptance that déh was a natural eventhis view of death being incidental is
supported by the observation that there were no research studies carried out in care
homes around death and dyiogtil after the midl990s The CalmarHine Report

(1995) promoted the provigimf a palliative care approach that could be offered in al
care settingand this appeared to coincide with the acknowledgement of palliative care
in care homes. Howevenitially the notionthat end of life care could kaferedin

care homes was slote establish and this is reflected in the increasing number of
deaths thahowoccur within care homeand a more widely accepting attitudevards

them

The first large UK study of dying in care homes was undertaken in 1997 Sidelh
Katz, and Komaromy (1993fudied the way that death and dying were dealt with in
different types of care homes in Englaitiar research indicated that the palliative
care oncept was not very widelynderstood in carbomes andthey often failed to
recognise the need for end of lifereat the end of life. list homes reported feeling

isolatedand unsupportewhen caring for dying residents. Furthermarate home
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managersoften identified pain as a major cause of suffering, Wwithout any
appreciatiorof other symptomsThis may be linked to palliative care having strong
associations with cancer care and the emphasis on pain manageofiemting the
publication ofthe Sicll et al.(1997)study, other UK studies subsequently emerged
which studied the definition and practice of end of life care in care homes. The findings
from these studies continued to reveal that end of life care was often not seen a priority
in care homs. These early studies also started to recognise that those who support the
development of end of life care in care homes ademlunderstand the nature of care

in care homes and the different ways in which older peopl@-diggatt, 2000; Katz,

Komaromy, & Sidell, 1999b)

The profile of end of life care in care homes incrdas®l although there were pockets

of recognising the need to develop end td tare,many were initiated bgxternal

sectors particubdy specialist palliative careThis was confirmed by an European
Association for Palliative Cartaskforcereport(Froggatt & Reitinger, 2013)hen

theymapped exemplars of good end of life care initeg across different countries,

including the UK, buhoted that the drivers came externally rather than from the care

homes themselvespfr ex ampl e, Froggattds study | ook
in care homefound that education was provided for the care homes rather than by the

care homegFroggatt, 2000)SubsequentlyFroggatt puforward the explanation that

palliative care may operate from a different paradigm from care home philosophy and
thatthecae homes may have their own Odsuccess|
resi de n {Feo@gattn20@Ldtanay have also been due to residents having

different needs when dying which were not visible, especially to specialist palliative

care with their cancer focu$Vhile outside bodiesuch as the hospice movement
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recognised the growth of palliative care, tae home sector itself and regulatory

body, The Commission for Social Care Inspecti@sCF), appeared to be progressing

the development of end of life care much more slowlys possible that a more
enquiring approach as to why care homes did not feel the need to adopt this practice

would have achieved a better understanding.

In 2005, a Social Care Institute for Excellence (SCIE) briefing paper iderdifeck

of detailed standards governing the provision of terminal care to older people in care
homes, especially for conditions other nhaancer(SCIE, 2005) Despite the
acknowledged need to improve end of life care within care homes, there was little
support for homes to do this and SCIE reportedttieprincipal source of documents
containing practice recommendatgocame from The National Council for Hospice

and Specialist Palliative Care Services (NCHSP&®E)SCIE, 2005) a body set up

to provide support and advice to hospices and other specialist palliative care services

andbutnotto care homes.

More recetly, there ha been agreaterinvestment to enable care home residents to

stay in the car home up to the point of death, particularly in relation to the support of

staff and the provision of additional education and training. énNbrth West of
Englandthe6 Si x St epsé6 end of | ife care program

and demonstrated improved quality of end of life care outcdBwsn et al., 2014;

6 Commission for Social Care Inspection (CSCI) began operating on 1 April 2001, to be replaced by the
Care Quality Commission (CQC) in October 2009.
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Martin & Martin, 2018) A further programme reviewsicurrently underway to

continue to support care home staff to care for residents (www.sixsteps.net)

Increased nvestmenthas taken placéor a number of reasonsnancrease in the

autonomy and choice of individuals and the right to make decisionadtbeir own

care which recognises that most peopl e wi
i.e., the care homét has also been found that residents do not fare well in acute care
facilities (Wowchuk, McClement, & Bond Jr, 200#)creasing the neetb prevent
hosptalisation.Given the financial climate in health care, it could also be considered

a cost effective investmeithin the UK, there has been a drive to reduce the number

of hospital deathgenerally and specifically, in the case of care home residents,

inappropriate hospital deatfidational Quality Board, 2017)

Thisimpetus to facilitate more riekents to die in the care homeears that evidence

based end of life care, which hasen slow to be established, must advance to ensure
that the resident has the best possithbath, but also prevents lasinute hospital
admissions due to ineffective care or care failure. There may be a number of potential
barriers or aspects of careathmpede the delivery of good end of life care and these
must be addressed to prevent poor experiences around death and dying for residents
and their families. However, external support provided to care homes may be at odds
with the support they actualhgquire asmuch of the suppois based on a model of

care required f or(Seymow, Kdnam & Ereggatt, 201@hee ct or y ¢

" The Six Steps programme is a North West initiative based oNHkt® Improving QualityRoute to
Success and aims to enhance end of life care through facilitating organisational change and supporting
staff to develop their roles around end of life care.
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cancer trajectory, originally defined hynn and Adamson (2008)volves a deep and

rapid decline towards deathn alternaive trajectoryidentifiedby Lynn andAdamson
whichwoul d be more appropriate for this gro
low level decline leading to death. The cancer trajectory is oftae familiar to those

who providesupportto care hom& such as Macmillan Teansecause it is one they

associate with thgype of deathlihey ae more familiamwith.

The End of Life Care Strategypepartment of Health, 2008yas a keydriver in
changing the focus of end of life care delivery and research in thendKas been
descri bed as whidheignfigantybchangedthe focas of EoL care
delivery and research in the GKSpacey, Scammell, Board, & Porter, 2038.82).
While this is accurate imanyways, reviewing the literature shows that things did
start to changprior tothat Although the Calmaiiline Repor{NHS Executive, 1995)
had a focus on cancer services, it brought palliative care to the foestabtished the
groundfor muchof the work thatvasdone with care homeafter that However, by
reviewing thanost currenliterature, it can also been seen thatre is still much room
for improvemen{(Forbat, Chapman, Lovell, Liu, & Johnston, 2017; Martin & Matrtin,
2018; Spacey et al., 2018&p the next section will consider what makes good end of

life care ingeneral ad then within care homes

2.6 The components of goo@nd of life care

The End of Life Care Strategf{Department of Health, 2008)as a change agent in
many ways as it opened up discussions around end of life care, many of these with the

general publicas well ashealth and social care professionals. Despite titategy
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promoting good quality end of life care, it also underlined that this was not happening
for everyone. As a result, there was an intense engagemoaassvith the general
public anddVh a t 6 s ant tonmpedArReview of Choice in End of Life Cale wa s
published(The Choice in End of Life Care Programme Board, 20Th)s review
brought public views together amqtesentedseven key themes about what people

want:

fiMany people told us that they wanted choice over their place of care and
death; others told us that they wanted choices over other aspects of their care,
such as pain control and involvement of family and those close t@{fTdra

Choice in End of Life Care Programme Board, 201.3)

End of life care haseen attributed with ensurirtgat death is not just teded as a
medicalised event, bubnsiders a broad range of aspects in addition to the physical
ones (Lloyd, White, & Sutton, 2011) yet while te authors highliged six
characteristics of a good deatthe second most imp@ant onevasdhe control of pain
and ot her whglysuggesteditaispite not wanting a medicalised death,
physical comfort is digh priority for many people The End of Life Care Strategy
(Department of Health, 200§)ut forward a comparable version «isting offive
domains that are particularly pertinent to the last phaseepiviith the first reported

element being meferences for care and treatn@ent ( p . 5)

Whenconsidering the characteristicsaflerp e o pl eés choi ces, around
they wishto have asimilar experience and do heequestt@d gi ve up6é or r ec

care than their yowger counterparts. Althoughpaolonged dying trajectory can make
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it difficult to determine whether they are living with or dying from a disd&xst,

Small, Barnes, Payne, & Seamark, 2008pyd-Williams and Payne (2002nd
Mathieetal. (2012) ound t hat ol der peopleds views o
of the wider populationwith concerns regarding drof life issues such as how they

would die Meier et al. (2016)eported similar findings when they compapatient

perspective articlewhich included an equal representation frmaiividuals overthe

ageof 60 yearswvith those under 60

There is a rationship between what people want at the end of life in relatioretio th
quality of dying and what has been termech@sg o o d6 dam@ad ad dheat ho .

OVhat 6s | mpborrteapnotr tt ovemmey cl early stated th

APatients are dG&Ghade d it faid, naadea, tear dnd otlier a
symptoms- they need reassurance and promises they will receive help with

t h e éTke.Choice in End of Life Care Programme Board, 2(133)

Much has beenwritten about thenot i on o fdeatdh (GlagdaGarderon &

Houldin, 2012; Kelly, 2014; Lloyd et al., 2011; Meier et al., 2016; Sherwen, 2014;
Steinberg, 2012)and it has been identified as the ultimate goal of palliative care

altho u g h g i v dack opdesiretiatk dbsut death andying, it may be that a

6good deat hterthas aniexpligil statende®garae(2012)arguedthat a

6good deathd is an oxymoron and since a d
claim can only be a phil osaphiwedll @mrse ,p oasrE
(p.1084).Sincedying cannot be avoide8carre suggestdda a person would be best

to assure themsel Gteishauser ed q.g20Q0pafy bel fored e at h .
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insightful when they obserdethat there is nasingle definition of a good death
commentingthat quality end ofife care is a dynamic proce#isat is collaborated
between patients, families, and health care professioAalsan exampleof this,
Saunders, Ross, and Riley (20@fscribé a young man whalied following an
accident andvas perceived to have died an awful death by healthcare professionals,
but contended that hkeimself may have considered it to have been goodhesied
fighting for his life. This emphasises the individuality of the interpretation of what a

good or bad death entails.

Steinhauser et al. (2000arried out sstudy with patients, families, and health care
practitioners andoundthat the key isue was freedom from pain and good symptom
managemenis with the example given above, 6 g o o dan loesseen tashdiferent
things by different people making it crucial to understiaficbm the point of view of

the person who is dyingalthough this ray not always be possible if someone is unable

to communicate through poor condition or lack of capacity due to dem@fittan

the provision of end of life care, this can impact upon the measurement of symptoms,
especially when others need to report by @x vy . |t can also inf
experiences, which can affect the way that they may report symptoms post death,
during an interview, for examplé\ literature review byeier @ al. (2016)setout to

define a good deatfihey worked withthree stakeholdegroups (patients, families

and health carerpfessionals) anddentified 11 core themes oihat agood death
looked like The most commorthree themedrom across allof the groups were
preferences foa specificdying processi.e. choice of place of deatB4%), painfree

status (81%)and emotional welbeing (64%), highlighting again the importance of

symptommeasurement leading to symptaontrolfor people at the end afé.
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There are challenges supporting a person to hagegood death but care homes need
to ensure they are equippéd do sq as do the external organisations that are
championing themCurrent evidence suggedtsat practice in care homes can be
unsystenatic (SGE, 2005), which results in disorganised carbe quality of death
cannot be separated from care practices given within end of lifqBeazl et al.,
2004; Chapman & Ellershaw, 201Bp these must bettended toStaff working in
care homesvould have @etterunderstanthg of patiensd physicalneedsat the end

of life to be able tooptimise qualitycare if symptoms weremore effectively
characterise@Hui, Santos, Chisholm, & Bruera, 201%) a study with patients in the
terminal phase of dementia, it wakentified that quality of life and comfort were
enhanced by good symptom assessmadtmanagemeiiLloyd-Williams & Payne,
2002) This was further supported by findings bynn et al. (2008who identified
physicaland psychologicadymptom management as one of the components of a good
death. The importance and value afymptom assessment and managemeént
promoting a good death has bexearly indicated ands role within end of life care

will be expanded upon in the next section.

2.7 The meaning of symptomsin end of life care

As identifiedin the introduction chapter and tharevious section,he relationship
between god end of life care antthe management sfymptomshas been identified
To manage a symptom firstly requires
symptom assessmenand this will be considered in more detail in section 2.13.
Howevera further dichotomywill be consideredwhich is the meaning and use of

signs and symptom3hisneeds to beiscused as current clinical practice favours an
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interchangeable use of the t/am 60 sy mpt o mo and 0signbo re
understanding held by practitioners and researchers. The clarity of this definition is
central to the positioning of the research question within a positivist epistemology. The
evidence regarding symptoms is stantly being revised, with new knowledge being
built upon In the following section the role aigns andsymptoms in a goodeath

will be explored.

Derived from the Greek word, sumptOma, symptoms are defined astaubfezalth
related experienc€€ook, Sousa, Matthews, Meek, & Kwong, 20t0)he subjective
evidence of disease or physical disturbaf®eeppard et al., 201.3pymptoms were
initially distinguished fromsigns in the 1800s, wheeesymptomwas identified as an
alteration determined by the sense of the pemtia signis a change in the function

of the affected part@rmstrong, 2003)

A symptom is the fAsubjective evidence of

t he p a(Marriem tWebster, 201&ww.merriamwebster.com/ dictionary/

sympton). However, if thisdefinition of symptom is applied, it is a subjective
experence which in turn is a construtttat requires methodsf appraisal(Fayers,

Hand, Bjordal, & Groenvold, 1997; Wilkie & Ezenwa, 201@Jithin this definition,

there 1 s a firm emph awhickcoudbe d@guedlbojsienmotei ve e
resolutelywithin an interpretivist paradigrfi rochim, 2008) A subjective experience

would require the person who has the symptom to be able to report on theereoger

yet this will present challenges in end of life care research patticipants who are

unable to selfeportdue to the nature of dyinés such, according to definitions, what
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are being measured within thigsearch studgre notsymptons, butsigrs. A sign
comes from a differenaetiological perspective andefined as an indication of a
conditionwhich is directly observable and measured objectilgrriam Webster,

2015www.merriamwebster.com/dictionary/sign This definition aligns more

closely with a positivist paradigm and will lead onto a discussion aboubjbetive
measurement of a sigDespite these conceptual differenaaanystudies have been

carried out retrospectively and thiedy on a researcher who translategdh i r d par t y ¢
notes antbr recordgForbes etla 2011; Hendriks, Snmalbrugge, Hertogh, & van der

steen, 2014; Steindal, Ranhoff, Bredal, Sorbye, & Lerdal, 20h2se studies are not

gaining a subjective experience (nor do they purport to) yet they use the term symptom
and it is thisterm that is mst commonly utiked throughout studies and rgesned

common accepnce in the sense of languagarticularly for health care professionals

It is notcommon for gerson who is in the dying phase todtde to selreport,sothe

observer is relied upoto measureth@c cur rence, i ncidence and
rat her t ha nwhieh bac@amesmn bhpentide, reality alignimpre closely

with a positivist approactdowever, his studyhas elected to adotite term symptom

as it reflectdts universal acceptance and its common use in practice, even though it
would have beetechnicallymore preciseto have used the term sign. The linguist
Ferdinandde Saussurarguedthatlanguageandlabellingis not neutralandidentified

thatthe namesof things andthe labelsthatareused to form knowledgearea product

of culture (Joseph,2012) This philosophyhas a parallel to the use of the term
symptom,which hasdevelopedo encompass rangeof meaningsfor the medical

professionglespitea clear dictionarydefinition.
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At the endof life whena personis no longerableto communicateit doesnot mean
thatsymptomsareno longerpresentsoto ensuregoodquality care,therebecomesa
needto rely ontheobservatiorof possiblesigns.Signswould be observedrersionsof
symptomsyet there are some symptomsthat are strongly classified as subjective
experences suchaspain or fatigue. Anotherboundarybetweensymptomsandsigns
maybethed vuaethiatis placedon asign.If asignis the exigenceof anundesirable
situation, a sign that would reasonablybe expectedat the end of life, such as

drowsinesshe consideredoo unpleasansoit is notobservedor or measured

If good pain and symptomanagementan be so closely identified withe concept

of promoting a good death, more clarity of what a symptom is within the literature
would be expectedue to the level of importance placed on thgetthis remains a
relatively understated area. A better understanding of what symptoms eds tebe
explored, prior to the consideration mcognitionand measurement which impacts

upon the subsequent ability to provide symptom management.

2.8 Multiple symptoms

The assessment and interpretation of symptom clusters has become more widespread
over the recent years with increasing literature featuring multiple symptoms or
symptom clustergKim, McDermott, & Barsevick, 2014; Linder et al., 2015; Moens,
Siegert, Taylor, Namisango, & Harding, 201B6yrthernore, itwas contended that
symptom clustereseach should be theoretically I€tlaird et al., 2011; Molassiotis,
Farrell, Bourne, Brearley, & Pilling, 20128p in other words, having a structure or a

framework hgbs to make sense of what is happening for both multiple and cluster
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symptom research but also for single symptom research, an issue that will be

considered later in thishapter

Although notclearlydefined systematically, a symptanuster relates to amggregate

of symptoms that are related to each other in a predictable manner, although Dodd et
al. (2000) argue whetherthey share a comon aetiology. Understanding how
symptomspresent in relatioto each other will help increase awareness of the impact
upon the person, particularly théder person with conorbidities.However, before
moving to a conceptual view, symptoms at end of life in care home residents will be
consideredSingle symptoms$ave been a subject of some research stadigsany

of thesewithin a single disease group, such as car@ermonic Obstructive Pulmonary
Disease (COPDYr heart failure. Viewing symptoms as a singuatity imposes a
reductionist line, which supposes that the relationships between symptoms can be
understood byooking at each one individually and restricts understanding and limits

the development of practi¢@ktas & Walsh, 2010)

People with multiple conditions often experience a complex range of symptoms
(National Institute for Health and Care Excellence, 200\8#en patientconditions
become complicated due to multiple diseases, thegfter excluded from research
due tocomplexitiesof measuring angbortrayingsymptoms(Mercer, Smith, Wyke,
Dowd, & Watt, 2009) yet these are likely to be the patients that have the greatest
symptom burden and would benefit the most from inputrthermore, research that

focussedon older persons is scarce, with older people often excludeddtaaies
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becauset has not always been amea of interest an@ven now, remaingelatively

under reearchedVan Lancker et al., 20123)

2.9 Symptoms at the very end blife for residents in care homes

As discussed,are homes have not alwalgsenseen as a place for dgrand it was

not until the mid199Gs that literature about end of life caemd particularly related
symptoms pecamemore widespreadn the USA,a dudy byFerrell (1995)on pain
evaluation and managemant care homes in the US@Anly briefly mentionedthe
applicability to those near the end of litend of life care in care homes in the UK
achievedmore prominencevhen Avis, Greening Jacson, Cox, and Miskella (1999)
piloted a project to improve dnof life care in nursing homewith the goal of
Aext endicmeg shtoasmpdards of end of | ife careé
(p.33), emphasising the application of general end of life care approAciest al.
discussed end of life symptom management, butertiee assumption that knowledge
gained from otheend of life specialties, such as cancer care, was applicable to
residents in the care homets®l. The focus of other studies conducted around the
same time took a strong focus pain management, with less attentgwento other
symptomgKatz, Komaromy, & Sidell, 1999a; Parker & De Bellis, 1998tz et al
(1999a)made abroad reference to the use of syringe drivers being a necessary part of
symptom management in care homes, which has been more recently challenged by
Kinley and Hockley (2010)hen they argued that symptofresquentlydid not require

the use of a syringe pufhpue to the latg@resentatiorand transient nature dhe

presence of symptoms

8 Syringe drivers ar@mow calledsyringe pumps i nce the old type 6édrivero w
device for safety reasons in 2007

38



By the mid2000sseveral articles had bepablished considering symptom prevalence
and management in care homehis literature had started to focus on a wider range
of symptoms, although there was a great diversity across the litefBtarelt et al.,

2005; Brandt, Ooms, Deliens, van der Wal, & Ribbe, 2006; Brechtl, Murshed, Homel,
& Bookbinder, 2006; Brookfield, 2002; Caprio et al., 2008; Cartwright, Hickman,
Perrin, & Tilden, 2005; Goodridge et al., 2005; Hanson et al., 2008; Koopmans, van
der Sterren& van der Steen, 2007; Reynolds et al., 2002; Solloway, LaFrance,
Bakitas, & Gerken, 2005 Care homes have now become more widely recognised as
the final place of life for the people who live there, and coupled with government
directives impelling that gople are able to die in their usual place of residence,
(Department of Health, 2008he significance of understanding what experiences take
place have been seen as importemngeneralresearch hagstlyincreased knowledge

of symptoms and their impact, esfaly ones associated with canckelowever, these
aremore typicallyinvolving younger peoplewhich hasnot been helpful to develop
clinical practiceand an evidence basespecially for older people. The manifestation

of symptoms usually distinguish aifshin health statugHenly, Kallas, Klatt, &
Swenson, 2003)nd in the instance of end of life care, this camcidewith the onset

of the dying phasé\s symptoms are unpleasant sensations which have a severe impact
upon a personbés quality of | i(Kaesabuwunkici, pl aces
Ozer, & Ozdemir, 2010; Pautex, Berger, Chatelain, Herrmann, li&@rZ2003) it is

crucial for professionals to understand both singular and multiple symptom presence

andintensityto enhance symptom management.
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2.10ldentifying symptoms

The recognition and identification of symptoms can be further complicetede

home residets have a number ofreasonsthat make it challenging for care
professionals to ensure that death and dying is well planneahtbto ensure that the
resident is able to die in the care home. Most residents now living in care homes are in
their 80s and 90sand will havemultiple co-morbidities. There isaround a 7%
possibilityof residentsaving dementiayith those with dementia having the shortest

life expectancyAguercTorres, Fratiglioni, Guo, Viitanen, & Winblad, 1999)eath

i's not easily omdeckndmaskingtbelresidemisproaching death s | o
(Froggatt, 200l)me ani ng st af f have to wlewsti with
providing care (Goodman, Froggatt, Amador, Mathie, & Mayrhofer, 2015)
Prognostication is a chalhge for care professionatiespite most residents estimated

to have a life expectancy db monthsfollowing admission (Forder & Fernandez,

2011) theyare often noidentified as being at the end of their livelav, Hedelin, and

Athlin (2013)recognise thatentification of approaching deaitha complex proess

due to the vague prognostic signs that could signal either recovery or death. As a result,
there is a lack ofmeaningplaced on end of life symptoms, partly because of the lack

of recognition of the resident being in the terminal stages, and partlydeethe most
commonly observed symptopmich as pain, nausea, agitation, and shortness of breath
(from an end of life cancer focussed evidence base) may not actually present in
residents dying in care homdsis also important t@onsiderthat althoughmany end

of life symptoms are termed physical symptoms, they rathiyde to broader

psychological symptoms such as depression or anxiety.
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2.11Symptom presence in care home residents

The symptoms thatre most commonly looked far care homebavebeenidentified

in studiesthat havebeen carried out in more disparate care settings sulcbsgsces

or hospitalgBrandt et al., 2006)althoughHui, Dev, and Bruera (201%ontest that

there have been insufficient studies carried out on symptom prevalence during the last
few days of life in the general populatieither. Estabrooks et al. (201Subsequently

state that there are few published studies that describe end of life symptom burden in
older adults in nursing homeEkhis has led to much of the knowledge absymptons

being basedpon previousresearcHrom other settingsdespite the lack of applicable
evidenceto the care home setting-or examplesyringe pump training isormally

seen as a core part of education for Registered Nurses working within care homes
(Mukoreka & Sisay, 2015yetKinley and Hockley (2010found thatsyringe pumps

were rarely used in care homes and when used, only required for less than 1.5 days
prior to death This suggestswo things:there are fewer symptoms present than in
other populations and importantly, that when symptoms do occuratbgyesent for

a restricted amount of timk also suggests th#tis education may not be appropriate
given the limited time that staff have for training, atitht there could be more
appropriate education provided which is more appropriate to resident care and making
better use of staff timdn a study by Gorlen, Gorlen, and Nggaard (2013staff
participants repoed problems with adminisieg medications, yehis studyused the
guidance from the LiverpodCare Pathway, which identifiegh expectation that a
syringe driver will be required rather than testing out whetheretivas a need. As

well as medication issues, there ha@so been reported lack of evidencéased
strategies for recognising common symptoms at end of life in care l{Qawearight,

2002; Eicher et al., 2016; Hiérg, 2006a; Parkedliver, Porock, Zweig, Rantz, &
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Petroski, 2003; Van Lancker et al., 2013; Wowchuk, McClement, & Bond Jr,,2006)
with care staff lacking knowledge on the assessment and management of symptoms

(Katz, 2003) resulting in poor symptom contr@@eymour et al., 2010)

2.12 Symptom researchin end of life care

End of life care researchas been described slow, expensive andften failing to
produce usefutesults(Department of Idalth, 2008)with Higginson et al. (2013)

observing thatreatments in end of life care are hampdrggboor research.

Symptom research will require guantificationof the symptoms, however symptom
researcthas been described as being, in the majority, €sesg8onal and descriptive
(Brant, Beck, & Miaskowski, 2010)As already noted, el of life care research
requiresfuture developmenand to do this, two areas will be considered: 1) the
measurement of symptoms and 2) the location of the research within a conceptual

framework.

2.13Measuring or assessingymptoms

Measurement andsaessmenare different constructs, although they aften used
interchangeably. Surprisingly, there is littkehealth related literature to differentiate

between the two with some literature using assessment measu@sample of this

can be observed in a paperMgColl (2004) the title of the paper isest practie in

symptom@ s s e s buntbisqtidkly progresses 0 0 meda ssuyrmpntgo ms  wi t h

intervening discussiondowever there does appear to bdiatinctioneven if it isnot
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made explicit To explore this further, adoptingrminology that is defined irmée

educational fieldcan add some clarity)Assessmentis the process of gathering

information to observe progress and madkeisions if e q u whilesdMeéasurement
relates to the process to which the attri

(ZemlyOnskaya, 2016)

Despite their differences, there are aksssociationsbetween the two with an
assessment beingecessary to produce rmeasurementor as identified byAjayi
(2018) again from sciencedecation, measurement provides a technique to capture
changesthroughthe assessment procassa twostep procesBy taking this a step
further, it maybe applied to het scienceassomething thatranslates the phenomena,
from the gathering of information (assessmentp a representative set mfimerical
variables(measurement)/Vithin healthscience, tools are used to assess and measure
using the twestep processut with the ultimate goal of produciregrepresentative set

of information This process is not mutually exclusive to either using the information
for clinical means€.g.,as part of a needs assessmentor research purposes, but for

both, it has thered goal of presenting reliable and valid results.

't i s the intemetaisaumr etne nu He wiheritnertrmidg st
research questioto reflect the positivist paradigm in which it s#ad to reflect the

way in which the assessntémanslates into mearement
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2.13.1The measurement of symptoms

The MORECare statemefiidigginson et al., 2013%tated that outcome measures
require similar properties for both clinical practice and research, in that they should be
short, responsive to change and used in both afeasucial part of measuring
symptoms, for eitheresearch or clinical practice aarrying out symptom research is
themeasurement of a symptoifhisis important because symptomufisectly affecta

per sono6s qlalitgdf lifeeMeasuranrers a prelude teuccessfusymptom
treatment, however its complex becauseof the evolving nature of disease and

interrelationshipbetweert he per s on Gedsymptans.e of | i f e

Depending upon the researguestion symptom researcltan be conducted with
guantitative or qualitativanethods,and sometimes a combination of boffhe

MORECae statement identified fver eas of contention to con
was one of these areas which was subsequently reportedabyg et al. (2013ho

identified the importance df) robust measure®) data collection time points arg)

proxy reportingguidelines. These finding®ncurredvith work by Armstrong (2014b)

who recommendedhat factors such ahe severity, distress and rate of change of
symptoms ovetime neecakdto be taken into consideration when conductipigptom

research.

Symptom measuremehas becomenore complex, oit could be thathere has been
anewrecognition that symptoms are not single entities that occur at a single point of
time. For the measurement of symptoms to be meaningful given tbhassarenow

including multiple concurrent symptoms and temporal aspémtating symptoms
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within a conceptual modelr frameworkwill not only strengthen the research process

by offering more clarity, but help to make the reseaaol its processesore
transparent for other researchefrbie terms model and framework are often used
synonymously in general literatyreut this cros®ver in definition and purpose also
demonstrates why they are used interchangeably as elements of both can be required
in anyresearch study. Thean both used to descripeocessedowevera framework
provides a big picture overview of various descriptive categories and how they may
relate to one another, whike model is commonly used to describe the process of
translating esearch into practigq€rockett, 2017)making it more appropriate for the
purpose of this study further advantage of the use of a model is that it can help to
inform choices binstruments that align with this clearer and more transparent vision.
As discussed in the introduction, it was not the intention to use a model or framework
for the research study, but to apply it retrospectively to help to frame the research and

make sase of the findings.

2.14The use of aconceptualmodel

It is often difficult to tell if a particularpiece ofsymptomresearchhas utilised a
conceptuamodelas it is often not reported explicitly within the literatuBecause a
model provides a wayof thinking and organising a subject or an aretack of a
defined modekan result in a lack of structyrand reduceconsistency within the
bigger picture of symptom research thvistudies becoming unconnectetthus
potentially reducingopportunities fortransferability and fometaanalysis studies.
Furthermorethe location oBymptom research within a positivist paradigray allow

thelack of aconceptuamodelto go unchallenged due to a universal (but unspoken)
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acceptance of thigositivistworldview. While thismay beawell-founded decisioyit
raisesthe possibilitythatsymptomresearch could be eahced by the use ofraode|
or a frameworkto make sense of the findings atidht allows itself to beefined for

use in future symptom research.

Toinvestigate the use ofcmnceptuaimodel it was noted thawithin positivist studies
there werea lack ofeither symptom researchodelsor frameworks As this study
intended to take a positivisipproach, a conceptualodelthat could be applied to
review the study anthe findings, but in a balanced wayas required. Given a lack

of appropriatanodelsfor positivist symptom researchpth modelsand frameworks
that were allied to symptom research were revieviiaeting the review of these
publications i became apparent that many of theich not presengither amodelor a
framework but rather comprised ofa set of recommendations for symptom
management researckollowing the reviewsix symptom management models and
frameworkswere located(Brant et al., 2010; Brant, Dudley, Beck, & Miaskowski,
2016; Cashion & Grady, 2015; Corwin, Meek, Cook, Lowe, & Sousa, 2012; Finnegan,
Shaver, Zenk, Wilkie, & Ferrans, 2010; Parker, Kimble, Dunbar, & Clark, 2005; Teel,
Meek, McNamara, & Watson, 1997Table 2.1summarisegach of theublications

and their proposed model or framework
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Table 2.1A summary of research management modeksnd frameworks
Author(s) and date Summary

Brant et al, 2010 A model that aims tancorporate symptom clusters ai
symptom interactions to allow researchers to have
expansive view of the multitude of symptom rela
variables.

Cashion et al, 2015 The model is an investigative sequence involv
description of complex symptoms, phenaty,
characterisation, biomarker discovery and clini
application.

Corwin et al, 2014 The model embraces the use of common meas
symptom trajectories. Advocates a registry of CL
(common data elements) and sophisticated ana

techniques.
Finnegan et al, A framework for guiding symptom research arot
2010 symptom cluster experience and are based on five car
symptoms

Parker et al, 2005 A framework to provide a conceptual perspective
understand the underlying mechanisms of symptom |
ard clusters. Plans to help to translate research findings
practice rather than inform symptom research.

Teel et al, 1997 Introduces the symptom interpretation model, whicl
based on an illness representation model. Aims
understand the individuahature of symptoms in
behavioural context.

The focus ofall of the models andrameworkswere initially intended for use with
symptom management resegrisbwever, this may not be appropriate for all types of
symptom researclsofurtherdeliberatiortook placeBrant et al. (2010dentified that

new developments need new models. While this {aegely in reference to a
paradigmatic shift withirotherstudies such as workmergingon symptom clusters,
temporalstudies and patient outcome measyreported or proxy)many of these
involved using the findings for symptom management. Howevere ther other
changes in practicithat mayrequiredifferent approaches to gain new understanding
and knowledge. Rather than always extending knowledge within new practices, it is
also recognising thahanges taking place can leadjgpsthatare appearing iourrent

knowledge One suclkthangeis in place of death. As a shift is occurringsiapport
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people to die in their usual place of residence, it means that populations are dying in
different places than previously and new knowlealgeut symptom experienaethis
population and settinig required. While the scope of symptom research management
models needs further development, knowledge around symptom presence also needs
to be kept up to date and this will require differertdelsand frameworks to capter

it.

Ulti mately, Br ant onodelnooaddress the aeqquirdmbngs foo n | y
symptom —research. h€ haenpanentso and crienasaof ehm, ot
characteristics of an d e a | model or theory fo(eesympto

Appendix i) proved a useful tool to reviewhe contentof all of the modelsand
frameworks but it did show that othersere limitedin relation to their focus (i.e.
symptom clusters), their representation (behavioural aspects), or their application
(chemical changes in syptoms) so using theeview criteriaby Brant et al. did not

give them an unfair advantage but merely emphasised the inappropriateness of other

models.

Brant et al. (2010dleveloped their NeBymptom Management Modas$ the result of

a comparison and contrastimxercise of fourexisting models or theories which
ultimately led to proposingheir ownmodel.In 2016, it was renamed the Dynamic
Symptoms Model as it had been used beyond the sphere of symptom management
(Brant et al., 2016)Since 2010, the model has been used in a number of ways such as
addressing the complex nature of symptomsy@murring symptoms and longitudinal
changes of symptoms over tinBrant et al., 2016)It was broad enough to meet a

number of different uses, but also it has been used with different disease groups which
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have included cancer but other chronic diseases ashiglice 2.1shows theNew

Symptom Management Model.

Symptom

Experience -
Timing, Symptom Trajectory
Distress,
Intensit - ‘
Qua“tyy Time 1 Time 2 Time 3 Time x

Antecedents 7 v
D hi Symptom Interventions
emographics intercept

- - Symptom Symptom
Physiological intercept intercept
Factors

Symptom management
strategies: What?
When? Where? Why?

Psychological
Factors

Interaction

P!

Patient Nurse
family o, provider

Symptom

Situational slope
—|
Factors

Symptom| Symptom
slope slope

Consequences

QoL Survival Function Adjustment

t 1

Figure 2.1 The New Symptom Managerant Model (Brant et al., 2010)
(Reproduced withkind permission by Jeannine Bran}

The model by Brant et §Brant et al., 201Gas a focus on symptom management but
has utility to be applied to other aspects because of its comprehenerview. It

shows the potential chain reaction of symptom events, starting on the left hand side of
the diagram, moving towards the rigbin the left hand side, are the antecedents; these
are factors that influencgymptoms, both in the way that thpsesent, i.e., through
different characteristics and demographics, or the way in which the individual
experience may influence them. These can affect the symptom intercept (when
symptoms may occur together) or the symptom slope (the level or intengfig of
symptom). These are influenced by temporal factors (the symptom trajectory over

time). Interventions are carried out (at the right hand side of the digdemding to
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consequences in terms of quality of life, survival, function and adjustwigoh g

full circle and lead back to the symptom being managed ofl hetapplication of the
model will be further discussed in relation to this study and its findintsn the
discussion chapterThe New Symptom Management Modelso highlights the
challengs of differentiating betweenmodelanda frameworkas discussed in section
2.13.1 As amodelit doesfacilitate the description of @rocess (of symptoms) to help
translate research into practice (through the breakdown and explanation of teadiffe
elements), however it alst parts meets the requirements for a framewirkhatit

describes categories and their relation to one another

2.15Conclusion

Care homes are increasingly caring for a populatiorighegtcoming older and frailer,

with multiple comorbidities and who are living for shorter periods of time in the care
home before they die. As the length of stay shortens and place of death shifts from
hospital to care homes, they are delivering end of life care much more frequently.
Quality of life is strongly linked to knowing that a good death will happen and one
core element of a good dedttat is important to peopis the control of symptoms
However, to be able to provide symptom control, there sigelde an understanding

of the type ad nature okymptomsghatthis population willbe affected by.

As identified by thentroductionin chapteroneand reinforced by thishapter thereis
a need for research in this area, not daliynprove the dying experience for residents
in care homesbut to providean evidencebaseto supportstaff to be able to deliver

goodend of life careand to add new knowledge to influence practice and pdiiogre

50



has beerwork done in this area, but in order to look fgaps in knowledge and
methods, aystenatic literature reviewvas carried outo understand theature and

types ofsymptoms observed in residentsiursing care homeagear the end of life.
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Chaptidrn t®&rature Revi

3.1Introduction

Providing relief from symptoms hasdrelong identified as an essential component
for end of life care(Wilkie & Ezenwa, 2012)End of life carepractice and research

in residents in care homéss identified an interest in symptoms framasurement

to managementind knowledge of the prevalence of symptoms is necessary for the
care of all patients(Potter et al., 2003) As discussed in theprevious
background/antext chapter there is an increasing @gg population with chronic
diseases, with associated symptoms requiring appropna@surementand
managementChang, Hwang, Thaler, Kasimis, & Portenoy, 200@yod symptom
control has been identified by people at ¢émel of life with the wish that they do not
want to die in pain or distress, rating it higher than being at home or being with loved
ones.(Demos, 2013)Little is known abousymptons at the end of life in the care
home populationin terms ofwhich symptoms occur arttle presence and frequency

of those symptomsThisreview seeks to survey current and previous literature and to
identify areas for future development in relation to current knowledgend end of

life symptomsfor residents in té final days of life in the care home setting\
narrative or traditional literature review is a comprehensive, critical and objective
analysis of theontemporary knowledge on a topic dredpsto establish a theoretical
context of the research(Onwuegbuzie, 2016)Onwuegbuzie (2016)define four
common types of narrative reviews and this review talle the form of a general

literature review, which is further defined as:

AA review of the most i mportant and

of the topic. This geeral literature review forms the introduction to a thesis or
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dissertation and must be defined by the research objective, underlying
hypothesis or problem or threviewer's argumentative thesis (Onwuegbuzie

2016,p.24-25).

This type ofsystematic apprah to reviewinghas beerwidely discussedn other
literature (Booth, Papaioannou, & Sutton, 2012; Hawker, Payne, Kerr, Hardey, &
Powell, 2002; Khan, Kunz, Kleijnen, & Antes, 200Bhe specific data extraction and
evaluation methods presented by Hawker et al (2002) that are intended to aid
researchers who are planning to undertake a systematic review of disparate material
was adopted. This method was selected because, although the traditional method of
systematic eview is well accepted in healtblated research, this method has the
capacity to reduce large quantities of data into palatable pieces for digestion,
particularly if there is qualitative research incorporated in the review (Bi¥oods

& Fitzpatrick, 20@). While the general approach to a systematic review identified by
Booth et al (2012) was utilised support the overall processstep wise approach,

using five steps identified bighan et al. (2003)vas ircorporatedhs this provided an

explicit andcomprehensive framework.

Step 1- Framing questions for a review
Step 2- Identifying relevant work

Step 3- Assessing the quality of studies
Step 4:Synthesigg the evidence

Step 5: Interpreting thiindings (Discussion)
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3.2Framing the research question

To construct the search stratedlye PICO FrameworKHuang, Lin, & Demner
Fushman, 2006)as usedo articulate the research questiéh (patient, problem or
population; I- intervention; C- comparison, control or comparator;iCoutcome,

which supportanimproved queryormulation and bieer searchAlthough there can

bea risk of losing the subtle relationships between concepts with this métleadse

of PICO may be given a broader application by combining the most relevant items.

Table 3.1highlights the use of PICO torfmulate the research cgim@n.

Table 3.1Construction of the research question using PICO
PICO Related area

P - patient, problem or population  End of life care for lwer residentsn care
homes in the final days of life

| 7 intervention Observation

C - comparison, control or None

comparator

O outcome Knowledge of gmptom prevalencein

terms of presencand intensity

As aresult, the research question degelopei dNhatis the presence and frequency

of symptomsn residentslying in care homes durirtge final days blife? 6

3.3 The gach and searchstrategy
3.3 1 Search nethods

The electronic databases searched from January 1990 to April 2014 were PubMed,
CINAHL (Cumulative Index to Nursing and Allied Health), BNI (British Nursing

Index), AMED (The Allied and Comementary Medicine Database), EMBASE, Web
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of Science and the NHS Evidence database. An updated search was conducted in
January 2018A threepart search strategy was established based on headings from the
Medical SubjecHeadings (MeSH) of the National ltdry of Medicine and identified

key words(Table 3.2.

Table 32 - Search strategy keywords

Searchtermpartl ( (AAssi sted Living Facil
Ho mes o [ MeSH ter m] OR
[ MeSH term] OR A Ho meem])fOR
ALong Term Careo [ MeSH
[ Key word] OR fANursing H
Term Care*0o [Key word] C
[Key word]))
AND

Searchtermpart2 ( (APalliative Careo [ Me:¢
[MeSH t r m] OR MnAHospice Ca
(AAdvancedo [ Keywor d] OR
OR AHospiceo [Key word]

ASupportiveo [ Key wor d]

ASevereodo |[Key wor d] OR

AfDeat howpKd] OR ADyingo

Searchterm part 3 ((AOut come Assessment o
AMeasur emé@mtsd e ORment o [ 1
fi

Symptomo [ Key word] OR

The search was supplemented by reviewing the reference listidktitified studies

for any further relevant citations not obtained from the electronic databases. A cited
literature search was completed usivgb of Sciencen the final articles that were
included in the review. Finally, a grey literature search wea®pmed through a search

of conference abstracts, dissertations and theses and appropriate websites. All
references were saved to EndNote®. The titles and abstracts of the studies were
reviewed against inclusiand exclusion criterial@able 3.3 and stuées excluded that

were not relevant. If there was doubt about the contenttatlg due to an incomplete

or unclear abstract, the full study was obtained and reviewed. Finally, the full text of
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studies were obtained and reviewed on the basis of theuarsle to the inclusion
criteria. The reasons for excluding any studies were recorded for the sake of
transparency and subsequent reporfifige review was carried out by the researcher

(LP).

3.3.2Inclusion and exclusion criteria

The inclusion and exclusn criteria were established to identify studies involving the
reporting/observation of symptoms in residents in the final days of life in nursing/care
homes(Table 3.3). The nature of the study around end of life presented a particular
challenge and thenclusion/exclusion criteria needed to be sensitive enough to
represent this. A difficulty when studying end of life is that end of life can only be
identified after it has occurred, so has to also identify aspects that could lead to end of
life. This is asimilar issue when trying to identify end of life symptoms, however, it

is possible to include symptoms tlthtl notresult in deathi.e., preventable events

thatdid notlead to the person dying.

Table 3.31 Inclusion and exclusion criteria

Inclusion Exclusion

Language English Language Non-English

Care/Nursing Homes Acute/Hospital, Primary Care, Hospice

Age 065 Age <65

Symptom$ during events in final day Symptom$during events naesultingin

of life death such as urinary tract infectisnor
falls

Empirical studies Review articles

January 1990 to date

% A symptom was not prdefined for the literature review in order to capture the potential breadth and
range of different syntpms. Had certain symptoms been named and searched for specifically, there
was a risk that some symptoms may have not been captured. Any paper which included symptoms (as
defined by the paper) and met other criteria was included.
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3.3.3Study characteristics

The database searches, along with hand searching and grey literature J&88ed
potentially relevant articles afteuglicates were removedhis resultedn 25 articles
beingincludedin the review See PRISMA flow diagrar(Figure 3.} and Table 3.4

for the list of articles.
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Articlesidentified in databases (n= 1937
- Medline (n = 863
5 - Cinahl (n = 298)
= - EMBASE (n = 170)
) - Web of Science (h = 553)
= - British Nursing Index (n = 21)
0 - Citation searching (n = 17)
= - Additional artides identified through other
sources (n =1p
—
> Duplicates removed (n = 247)
Articles afer duplicates removed
(n=1690
(@)]
g Articles excluded not relevant
. based on title (n = 1594)
o
(p] A
Articles assessk(titles and abstracts)
(n=99
Articles excluded not relew
> based on abstract (n = 51)
—
A 4
. Full-text articles asessed for eligibility
= (n=49
Q
2
w .
.| Atrticles excluded not relevant
(n=20)
© v
[}
S Articles included in literature review
S (n=25)

Figure 3.17 PRISMA flow diagram (Moher, Liberati, Tetzlaff, & Altman, 200 9)
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3.4 Assessing the quality of the studies

The 25 final selected studies were reviewed to ensure that they met the research
guestion and the selection criteria. The selection criteichuded the minimum
acceptable level of desigiempirical studies The studies were then subjected to a
guality assessmenisingthe Hawker et al (2002) review frameworkhis framework
permits the appraisal dadither qualitative or quantitative studies, or specifically, a
combination of bothas it was anticipated & dual type articles were likely to be
found Additionally the quality appraisal enabled consideratidmetérogeneity across

the studies and whether a meataalysis would be possible. It also helped to identify

the strength of the studies to understéralr value when making recommendations

for future research.

During data extractiorach study was revieweding theappraisal tool byHawker et

al. (2002)(seeAppendix ii). This was utilised to support a consistent approach to the
review of the evidence. This alsmluded a scoring protocgseeAppendix iii). The

latter was applietb calculate a total score for each articldere were a total of nine
guestions with marks to be allocated as 10 (very poor), 20 (poor), 30 (fair) to 40 (good),
which would result in eachrticle being allocated a total out of 360 mailse scores

for the studies within this literature review ranged from-380 the scores can be

found in Table 3.4.

3.5Synthessing the evidence

Narrative reviews have a wide scope and-stamdardised ntieodology, therefore

their breadth, depth and time range will vary and do not follow an established
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procedureTo enabldransparencythe process undertaken to synthesise the evidence
will be described here before moving orpt@senian overview othe findingsprior

to the discussian

The final selected studies were read in full several times for familiarisatiore tBis

had been completed, each articles s@sitinised further, and notes were made about
each study within an Excel spreadsheet. Tineseswere also able to incorporate the
notes that had been made during the quality review. This enabled common themes to
be observedrecorded and compared across the different articles/studies. The themes
had to be revised several times and articlestbdz revisitecand revisedo assess

how they fit in with any new emerging theméd early observation of the evidence
showed dack of homogeneity within the literatyreshich consisted of both clinical

and methodological diversity leading to statidtlveterogeneityneaning that a meta
analysis could not be carriaalit (Eysenck, 1995; Russo, 200A metasynthesis
approach was also considered as Wusild enable qualitative methods to synthesise
existing qualitative studies to create meaning through an interpretatoasg(ierwin,
Brotherson, & Summers, 201However, the lack of consistency between qualitative
and quantitative methods within the literature also preventedAkia. resultyather

than presenting a metmalysisor a metasynthesis each studywas analysed and
presentedndividually to investigate how the clinical and methodological aspects of
studies relate to the research questiqhliggins et al., 2019)Thus the common
elements of the studies were presentethamesand are listed below and will be

presented in the following section:

1 Geography and demographics
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1 Care contexts

1 Nature and typef studies

1 Data collecton time period and time points
1 Data collection instruments/methods

1 Data source

1 Type and prevalence of symptoms

1 Influence ofassociatediagnoses

The 25 articles resulting from the literature review can be fautidn a summary
table(Table 3.4. This tdble provides an overview of the literature including author,
year, country of origin, setting, study size, type of respondent, overview, aim of study,
study design, the number of symptoms reported on, aravérallscorederivedfrom

Hawker et al. (2002)ritical appraisal dol.
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Table 3.47 The studies included in the literature review and an overview of the articke

Author, year, Setting Study Respondens Overview/aim of study Study design Time points of data No of Score
country size collection symptoms  (out of
(N) reported 360
Brandt et al Nursing Homes 516 Nursing Home  To identifyresident Prospective 1 time point within 6 26 (plus one 310
(2005 Physicians characteristics, symptoms,  observational cohort weeks of death open)
The Netherlands direct causes and incidence ¢ study
terminally ill NH residens
Brandt et al Nursing Homes 463 Nursing Home  To identify the direct causes Prospective 2 time points within 2 15 330
(2006) Physicians of death and to evaluate the observationastudy days of death (024hrs
The Netherlands presence of burdensome and 24- 48hrs)
symptoms in last 2 days of lift
Caprio et al Nurdng Homes 325 Family and staff To evaluate the relationship  Retrospective 1 time point within 1 2 300
(2008) and Residential care givers between pain, dyspnoea (sic) interviews month of death
United States Care and family percefions
Cartwright et al Private Home, 25 Family To identify EoLsymptom After death in person 1 timepoint within 1 11 260
(2005) Nursing Home, members experience of residents interviews week of death
United States Hospital
De Roo (2014) Long-term Care 233 Families and To describe if people with Prospectiveand 1 time point. Unspecified 9 330
The Netherlands Facilities physicians dementia die peacefully and retrospective data period of time
(Physicians only which characteristics are analysis
for symptoms) associated
Di Giulio et al Long-term Care 141 Clinical and To describehe last month of Retrospective 1 time point within 1 12 320
(2008) Institutions nursing records life andclinical decisionsin  exploratory study month of death
Italy themanagement of EoL
events
Estabrooks etal Nursing Homes 3647 Minimum Data Compare symptoms at Eo Retrospective Up to 4 time points 6 310
(2015) Set information for those with and without analysis of within 12 months oflife.
Canada dementia and look at care longitudinal data The final time point was
home contextual within 3 months of death
Goodridge etal  Nursing Home 15 Registered To examine perspectives of  Exploratory 1 time point within 3 3 250
(2005) Nurses and last 72 hours of life descriptive daysof death
Canada Healthcare aides retrospective
and family interviews
members
Hall et al (2002) Long-term Care 185 Nursing records To focus on the last 48 hours A retrospective chart 1 time point within 2 9 270

Canada

Facilities

of life of residems

audit

daysof death

62



Hanson et al Nursing Home, 674 Staff and family To describe Eolsymptoms of After death 1 time point within 1 4 300
(2008) Residential Care nursing home and residential interviews month of death
United States care
Hendriks et al Nursing Home 330 Physicians To look at prevalence and Retrospective after 1 time pointwithin 1 3 330
(2019 course of pain, agitation and death reports week of death
The Netherlands SOB in residents with
dementia
Hermans et al Nursing Home 109 Nurses and To describe palliative care Prospective cross 1 time point with 12 1 (plus 300
(2017) nursing needs and symptoms and sectional study months of death 6ot her
Belgium assistants compare for those with and
without dementia
Jordhoy et al Hospital, Home 55 Physicians To explore characteristics Analysis of Up to 6 time points 9 290
(2003) & Nursing associated with death prospective data within 6 months of death
Norway Homes collection (1 time point within 1
month of akath)
KayserJones Nursing Homes 117 Residents, staff Investigate process of Participant Unknown 1 250
(2002) and family providing EoLC to residents observation
United States dying in NH ethnographic study
Klapwijk et al Long Term Care 24 Elderly Care Describe symptoms and Prospective Up to 4.3 time points 23 300
(2014) Facilities Physicians treatments when death is longitudinal within 5 days of death
The Netherlands expected in LTC facilities observational study
Knight (2007) Nursng Homes 263 Nursing staff Audited theuse of an EoL Retrospectivere- 1 time poi 4 160
United Kingdom Integrated Care Pathway audit and posaudit hourso to
death

Mitchell (2004) Nursing Homes 2492 Minimum Data Describe and Compare EoL  Retrospective data 1 time point within 120 12 340
United States Set records experience of groups analysis days of death

conpleted by with/without dementia

Registered

Nurses
Parker & De Nursing Homes 45 Registered To descibe profile of dying Retrospective case 2 time points (avaried 5 240
Bellis (1999) Nurses resident note reviewwith staff 6i ni t i al 6
South Australia who had completed 6f i nal 6 ass

them specific times given)

Pinzon (2012) Home, Hospital, 125 Families To assess symptom prevalen Retrospective randon 1 time point within 2 16 330

Germany

Palliative Care
Units, Nursing
Homes

of chronically ill

cross sectional surve days of death

63



Reynolds et al Nursing Homes 80 Nurses and To describe the pall care nee Retrospective 1 time point within 3 9 300
(2002) Certified of dying NH residents structured interviews months of death
United States Nursing
Assigants
Rodiguez et al Nursing home 303 National To evaluate prevalencé o Retrospective cross 1 time pointwithin day 5 330
(2010) Nursing Home  undertreatment of nofpain sectional data of death
United States Survey (NNHS) symptoms and factors analysis
Sandvik et al Nursing Home 134 Registered To determine signs of Prospective 2timepoints (last year 14 330
(2016) Nurses and imminent dying and change ir Trajectory Study before death and day of
Norway Licenced symptom intensity during death)
Practical Nurses pharmacological treatment
Sloane (2008) Nursing Homes 581 Nursing staff To understand the experience After death 1 time pointwithin 1 5 300
United States and Residential and fanilies and potential unmet need interviews month of death
Care
Van der Steen et Nursing Homes 48 Dyads of nurses To compare ratings of Retrospetive 1 time point within 3 14 330
al (2009) and staff symptoms guestionnaires months of death
The Netherlands (families) and
interviews (nurses)
Veerbeek (2007) Hospital, 102 Medical and To measure the burden of Retrospective note 1 time point within 3 11 320
The Netherlands Nursing Home, nursing records symptoms, medical @h review and days of death
Home Care and nurses nursing interventions questionnaire (for
symptoms)
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3.5.1 The geography and demographiasf the different studies

There were 2%rticles included in the revievandthe majorityof thesewere carried
out inthe United Statesn(= 8) and the Netherlands € 7). Apart from Canadan(=

3), and Norway 1§ = 2), all other countriesRelgium, ltaly, Germany and South
Australig only had ongoublished study eachThe only study publisheoh the UK
was carried out in South Walékhe studies werpublished between 1999 and 2017:
there were no studies published between 2017 and January 2018, when the search was
updated. There wae cluster of studies published between 2002 201D q = 18)
equating to 70% of the totdhowever, from 2010 tthe updated review in January
2018 there have only been a further seyeiblished studiedespite the comparable
time periods In relation to the locationf@ublication, 11studies were published in
journals wih a gerontological focus, nineere published in thoseith apalliativecare
focus, and the remaining five general publications (for example, general meeici
and cancer care). Although b8 the publicationswerein internationally orientated
journals, half of thosen(= 9) werein Americanpublications possiblyreflecting the

higher proportion of American studies included in the literature review.

Therange of ages within the study populations were 788 years withthe mean
across allmdies was883.5 years. Thproportionof females outweighed males in every
study except on@/eerbeek, van Zuylen, Swart, van der Maas, & van der Heide, 2007)

with a mediarpercentage of 66.5% (range 481%).

The length of timespent in thecare homewas only reported explicitly in eiglstudies

and rangedrbm 1.2 years to 4 years (mea9 years).
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3.5.2Mixed care contexs

Three studiefCartwright et al., 2005; Pinzon, Claus, Zepf, Fischbeck, & Weidr2;
Veerbeek et al., 200Present comparison studiasd identified a mixed population
from a number oflifferent settings. Theseere included as thmarehome results were
reported on separately from the other settings, enabling the care home tata t

extrapolated from the wider results.

3.5.3Nature and type of the studies

All studiesfocussed oithe observationf symptomsalthough this wagsot always the
primary purpose that the stuigdset out to achievd-or example, one study was an
ethnogaphyto observeend of life care in nursing homé@sayserJones, 2002)hile
another was investigating the possibility of being able to determine imminent dying
(Sandvik, Selbaek, Bergh, Aarsland, & Husebo, 20P8) a result, ey can be

classifiedbroadly into three typesf approaches:

1. Primary measurementiservation of symptoms for the purpose of the study

2. Where themeasurementbsevation took place within a broader context, s
thatthe purpose of the study wast poimarily concerningsymptoms, but still
included a direct observation

3. Indirectly collected data that usddta to preide information about symptoms

This links closely @ whether lhe data in the studies were collected prospectively (at
the same timas the resident was dying)=£ 7) or retrospectively (following the ddgt

(n=17). One studyDe Roo et al., 2014ihcludedbothretrospective and prospective
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data collectionwith physicians collecting informatiohoth before and aftedeath,

althoughfamilies were sent questionnaires to comptetly after the death occurred.

In the eightstudiesthat collected data prospectivelalthough one of these studies
collected both retrospectively and prospectivetifere were processesset upto
systematically cllect data aboutesidents in the final period of lifand track them
until death. Sixstudies utilised a direct reportingssgm(Brandt et al., 2005; Brandt
et al., 2006; De Roo et al., 2014; Klapwijk, Caljouw, van Seestrtvliet, van Der
Steen, & Achterberg, 2014; Sandvik et al., 20d8h physicians completing agreed
protocols fordata collectionKayserJones (2002)sed an ethnographic approach, and
reported oroneobsened symptonfrom thefieldwork (pain). Jordhoy et al. (2003)
extrapolated data from a study that prospectively recosyedptomsusing the
EORTC QLQC30 questionnaireandEstabrooks et al. (2015sed a Minimum Data
Set with prospectively recordedtdaThere appears to be a trendhe mode of data
collectionas five of the most recent sstudies have used prospective data while the

older studies mainly use retrospective data.

Eighteenstudiespresentddaa that hadeen collected retrospectivelgss mentioned,
one includedetrospective and prospectidatg. Eightof theseused interviews with
staff or family members as a thed of data collectiorfive used cas notes or medical
recordsreviews and fiveinterrogated existing data sets for thieiformation. Two
mixed-methodsstudies were conductedith van der Steen, Gijsberts, Knol, Deliens,

and Muller (2009utilising questionnaires for fafres and interviews for nurses and
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Veerbeek et al. (2007presenting a case note review which incorporated a

guestionnairdor nursedo ask for their recalbn the symptoms.

3.5.4Proxy data collection

All studies were infamed by data collected from proxies who were either
professionals or familie®r through established data sets, such agrivim Data Sets
or case notes\No study was devised specifically to collect symptoms on residents at

the end of life.

3.5.5Data collectioninstruments/methods

Across the 25tudies elevenstudiesreported thathey had usedxistinginstruments

to collect data and 14had developed alternative approach€bese alternative
approaches included prodng a list of symptoms, adapting an existingtrumentoy
adding questions or undertalgi interviews(Table 3.9. Of those who had used
existing instruments (Table 3,@heir psychometric properties were mentioned in nine
of the ten studies; however, thiasvery brief and usually limited to one or two lines.
The focus of the instrumentsiied: some were concerned with measuring symptom
experience tlough symptom assessment (ESABandt et al(2006)) whilst others
(QOD-LTC: De Rwm et al. (2014), EORTC QL30: Veerbeek et al(2007)),
collected symptoms as a method of measuring qudlltfeoThis may contribute to a
variation within the results from the studi&me studies overstate the properties of
the instrument, such ag erldpmdrltes amfd tvhad iidrt
instrumentnot having been validated in carerhe settinggBrandt et al., 2006;

Cartwright et al., 2005; Jordhoy et al., 2003; Sandvik et al., 26l&yever it should
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be acknowledged that word limitations in a journal may have prevented any detailed

discusson.

Table 3.5- Studies that did not use existing instruments for data collection

Study

Measure used

Brandt et al (2006

List of 25 symptoms developed for study plus Gmger® s y mg

Di Giulio et al (2008)

Collected from records when recorded

Estébrooks et al (2015)

Collected from records when recorded

Goodridge et al (2005)

Semistructured interviews thematic analysis

Hall et al (2002)

Audit tool developed for study

Hanson et al (2008)

Interview that included a question about four identiigthptoms

Hendriks et al (2015)

Physician assessments

KayserJones (2002)

Observation, followed up with interviews

Knight (2007)

Items from the Integrated Care Pathway (ICP)

Mitchell (2004)

Various instruments specific
the MDS)

Parker & De Bellis
(1999)

An assessment instrument was developed by the research tear
study

Reynolds et al (2002)

Interview questions developed for study following arktture
review which generated closed ended questions

Rodiguez et al4010)

Reviewed symptoms and medications from existing data set of
(National Nursing Home Survey)

Sloane (2008)

Interview questions developed for study

69



Table 3.6- Studiesthat used existing instruments for data collection

Study

Instrument used

Discussion of psychometrics

Brandt et al (2006)

Edmonton Symptom Assessment Scale (ESAS) & Resident

Assessment Instrument MDOSPalliative Care (RAMDS-PC)

Not discussed
referenced to NH setting

al t houghinotef

Caprio et a[2008)  Quality of Dying in LongTerm Care (QOELTC)- a uni Describes QOELTC as a psychometrically sound for
dimensional measure for psychosocial aspects of the quality o psychosocial aspects
dying plus 2 identified symptoms (pain and dyspnoea)
Cartwright et al 28 - item guide, Family Memorial Assessment Sealebal Describes FMSASsDI as reliable and validatédnot
(2005) Distress Index (FMSA%DI) referenced to AL setting

De Roo (2014)

Quality of Dying in LongTerm Care (QOELTC) i a uni

dimensiondmeasure for psychosocial aspects of the quality of

dying plus Symptom ManageméniEnd of life Dementia (SM
EOLD)

Not discussed not referenceéto LTC

Hermans (2017)

Palliative Outcome Scale

Refers to validation studies in specialist palliative carié
UK

Jordhoy et al (2003)

European Organization for Research and Treatment of Cance

Quality of Life Core Questionnaire (EORTC QKCBO0)

AiPractical and valid in
with advanced di seasebo

me

Klapwijk et al
(2014)

Mini-Sufering State Examination (MSSE), E@f-Life in

DementiaComfort Assessment in Dying (EOLOAD), DS-DAT,

PAINAD

Some discussion

Pinzon (2012)

Adapted the Hospice and Palliative care Evaluation (HOPE) b

adding symptoms

Original instrumentvalidated foruse in evaluation of
symptom intensity in pall care setting, however, no testing
been done since adaptation

Sandvik et al (2016)

Edmonton Symptom Assessment Scale (ESAS), Cognitive Ste Each item briefly discussed

Tool (CDR), Karnofsky Performance Scale (KPS), Miuiffering

State Examination (MSSE), Mobilizatiavbservatiorbehavior
intensitydementia2 Pain Scale (MOBIER), Physical Self

Maintenance Scale (PSMS), Residents Assessment Instrumet

Palliative Care (RAPC)
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Van der Steen et al End of Life in Dementia (EOLD) Scale which includes: Discusses good psychometric properties when completed
(2009) Satisfaction with Care (SWC) Symptom Management (SM) an nurses using interviews
Comfort Assessment in Dying (CAD)
Veerbeek (2007) Adaptedfrom European Organization for Research and Treatr Validity of adapted questionnaire was evaluated in face to
of Cancer Quality of Life Core Questionnaire (EORTC QCQ0) interviews with 4 nurses
i6 symptoms, then added addi
are commono
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5.5.6Time periods and time pointsof data collection within the studies

The timeliness of the data collection within the studies were seen in two different
aspects: the time period over which the data were collected and whetlstudies

collected single or multiple episodes of symptom prevalence.

All studiesset out toconsider symptoms towardshe end of the resid
discussed in the background chapter, and as expected, the terminology was different
acrossthestti es and included Aterminally 1110,
|l ife careo and i wowevertemdotohtime that veax qamucet e d O .
also varied from study to study with nooncurrence as to what period of time
constitutes theral of life. These time spansnged from a few hours (Knight and

Jordan, 200)7up to the last year of lifEEstabrooks et al., 2015; Sandvik et al., 2016)

Within four studies,tlie period of assessment time wagnown orunclearasthe time

frame was not specifie(KayserJones, 2002; Rodriguez, Hanlon, Perera, Jaffe, &
Sevick,2010pr t he st udy r eCaewrightelf, 2005)ofr f ifineanld doafy
| i {De Roo et al., 20140nly four studiegBrandt et al., 2006; Estabrooks et al.,

2015; Jordhoy et al., 2003; Klapwijk et al., 2014; Parker &8e#is, 1999; Sandvik

et al., 2016)arried out longitudinal studies, to capture data at different points of the
residentds dying trajectory to compare ch
data collection pointgere varied and few captured datmsistently either over the

final few days of life, or within the final hours of lif&lapwijk et al. (2014)was the

only study to have collected data at multiple time points over the finabd#feswith

a mean number of observations of 4.3 (SD 233ndvik et al. (201G&pok a broader

approach and followed residerduring thdirst year after admission arid their last
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days of life (day perceiveds dying and day of death). To emphasise this variation,

Table 3.7uses a timeline tehow the timespan where data collection occurred within

the studies. Not all studies provided this information and within some studies, generic

termi nol og yh osuurcsho aosr ffifeerd of | i feo were

the end of the table.

Table 3.71 Time periods and time points ofdata collection across the studies

Study Studieswith asingle time point
1 2 3 5 1 4 6 3 6 12
day days days days week weeks weeks month month month
Brandt et al (2006 X
Caprio et al (2008) X
Cartwright et al (2005) X
Di Giulio et al (2008) X
Goodridge et al (2005) X
Hall et al (2002) X
Hanson et al (2008) X
Hendriks et al (2014) X
Hermans et al (2017) X
Mitchell (2004) X
Pinzon (2012) X
Reynolds et al (2002) X
Rodiguez et al (2010) X
Sloane (2008) X
Van der Steen et §009) X
Veerbeek (2007) X
Studies with multiple time points
1 2 3 5 1 4 6 3 6 12
day days days days week weeks weeks month month month
Brandt et al (2006) X X
Estabrooks et al (2015) X X X X
Jordhoy et al (2003) X X X X
Klapwijk et al (2014) X X X X
Sandvik et al (2016) X X
Not specified

De Roo (2014) Not specified (Onetimepoiri End of Li f e0)
KayserJones (2002) N/A (Ethnographic study)
Knight (2007) Not specified (Onetime poiri Fehwur s t o 14 dayso)
Parker & De Bellig1999) Not specified Two time pointsA | ni t i al aBkiesalmeas s
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3.5.7The range of different ymptoms reported within the studies

Across the 25tudies,a total of 90different symptoms werédentified andreported
upon.Table 38 presents the range of most frequently reported sympacnossall of
the 25studies.Whena symptom waseported upon irthree or more studies, it is
included in the listn the table below. Each symptom has the rgmbpresencéom
the studyin column three and this presented as a summarisadge, ie., the highest
and lowestreported presendeom a studyto demonstrate the wide variation within
studiesWhena symptom is called bydifferent namebut are clarly referring to the

same symptontheyhavebeen groupetbgether butonly where there israundoubted

defined relationshigusing NHS symptom definitions) e . g . , odi fficult)
and 6dysphagi ad. | f t he reporrteeg, sympt
6nauseal/ feeling sickd and Oo6énauseal/ vomit.i

Symptoms that are reported on in one or two studies have been listed in the lower

section of the table.

Table 3.81 The mostfrequently reported symptomsfrom all studies

Symptom Reported in Reported
no of studies prevalence of
(out of 25) symptoms (%)
across studies

(lowest/highest)
Pain 23 9-80
Dyspnoea/shortness of breath/difficulty 19 8.2-93.3
breathing
Anorexialoss of appete/lack of appetite 10 104-94.8
Anxiety 9 2.8-54
Constipation 9 8.1-60
Fatiguelack of enegy/tiredness 9 52-99
Agitation/restlessness 8 3.2-71
Depression 7 9.1-48.6
Difficulty swallowing/dysphagia 6 5-73
Fever 6 3.1-64
Nausea 6 0.9-30
Pressure ulcer/dabitus ulcer 6 3.8-47
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Nausea/vomiting 5 0.9- 38
Drowsiness 4 19-97.5
Lung aspirationgfoublesome mugs production/ 4 1.8-39
noisy breathingéspiratory tract secretions

Vomiting/emesis 4 0.9-18.8
Choking 3 0.7- 16
Diarrhoea 3 1.9- 30

Symptomsonly reported in two studies:Calm, Crying, Dry mouth, Fear, Gurgling, Little/r
nutrition intake, Moaning, Need for help with ADLs, Peace, Problems with cleanliness, S
Symptomsonly reported in one study:Bed sores, Behavioural symptorBéeeding, Cachexia
Coma, Cough, Discomfort, Decreased activity, Dehydration, Difficulty coughing, Discor
Financial impact, General weakness, Hallucinations, Incontinence, Infections, Ins
Invasive action, Irritability, Malnutrition, Medicatioroh successful, Myoclonus, Nervousne
Oedema, Overburden of family, Patient gives up, Pneumonia, Problems with organize
care, Refusal of food, Refusal of liquid, Refusal of medicatRestivenesso care, Sadnes:
Screams, Seizures, Severe sommade Skin breakdown, Somnolence, Sleep disturbance,
coma, Suffering, Tension, Unstable medical condition, Weight loss, Weaknesshaivigll
Worry

Five studiespresentedan undefinedcategory where the symptom wast mamed- fi o t
symptomsa&ayomptdmanone

Table 38 has presentetthiewide range ofymptomgeported acroshe 25studies and

this highights the dferenceswithin the studies. ie number of symptoms within a
single studyranged from 1- 27, with a mean of 9.1 symptonasross allstudies
however the mode figure was one (with 37 symptoms only being reported upon once
and 12 symptoms reported upon twice) resulting in a mean of 2.1 syngtovss all
studes Furthermore, four studies remparted
name the symptom, although this may have been an unknown category taken from the
original data source. Consequently, a wide spread of symptoms were presented, yet
with little consistency between the studies. For example, pain was represented in 23
outof 25 studies. Despite it being considered an important symptom to include in the
overarching majority of studies, there was no explanation as to why it was omitted in
other two. Equally, there was little discussion in most studies as to why any of the

symptoms were included or excluded.
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Pain was reported as the most prevalent symyiotine studiesr(= 23), and inthe
study byKayserJones (2002and Hermans, Cohen, Spruytte, Van Audenhove, and
Declercq (2017)it was the only repted symptom althoughHermans et aldid
include an 0 Dyspgneea @vas cepdrted guodery threffedent, but
consistentlydefined termsdyspnoeashortness of begh, difficulty breathing) rf =

19) and presented with a wide range of reported prevalé&meety wasincludedin
ninestudies and had the lowest variation in range of prevalence $2%). Anorexia
(loss of appetite/lack of appetite)as presentedn 10 studies and had the narrowest
gaps when it wameasuredvithin the same studyratigue (lack of energy/tiredness)
occurred in ninestudies and was found to have the widest variationeponted
prevalence of between 3:292%. Within the symptoms that were less frequently
reported upon the variations in the ranges get smallgittils is most likelydue to
there being fewer studies to report dmwever, drowsiess, which was only found

four studies had a wide variation of prevalence of betweerf¥%%.

When reviewing the literature, a picture of great disparities started to become apparent.
There was awide variation of reporting within the studies, not only within the reported
prevalence rate but also the range of symptoms included. In addition, some studies had
included symptoms but had not documented the rates of occurrence (De Roo et al.,
2014, Estabrooks et al., 2015; Kaydenes, 2002; Reynolds et al., 2002; van der Steen

et al., 2009) To demonstrate thiseterogeneity furtheipain as the modtequently
reported symptom across the studegonsidered and this permitted some of the

noteworthy differences across the studies to be identified.
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Pain had a reportadriationin prevalencef between 11.586% within the 23 studies

that included pain as a symptoBome studies measured at more than one time point
leading to a count of 27 different measurements/reports of pain. In addition, to the
range of 11.5 86%, the meamwas 43.72, the median was 44 and the mode 58. A

standard deviationf 19.06 shows a wide spread of prevalence.

At the upper end of the rangRgynolds et al. (200Zpund that 86% of residents
experienced pain, and although they report that this is undertreated in dying residents,
their study used retrospective datanfrinterviews regarding residents in the last three
months of life, meaning that pain may have been present, but does not indicate for how
long, how frequent or how near the very end of life it occuPedker and De Bellis
(1999)measured two different time points prior to death, but there was no consistency
between residegtmaking a comparison even betwdieaindividuals in the study not
possible. Theyreported the presea of pain in 80% of residents kihiey wenton to
state that the nurses reported it as Ousu.
whether he nurses @re potentially oveassessinghertreating residents as teaudy

also identifiedthat pain was a great source of conflict between nurses and GPs.
Towardsthe lower end of theeportedprevalencef pain Mitchell, Kiely, and Hamel

(2004) found that 11.5% of residents with dementia experienced pain during the
60 dy i n g,@&gaip, thare was no specific tirpeint of measuremenkKnight and
Jordan (2007f¢onducted an audit examining the use of an Integr@are Pathway
(ICP). Their preaudit prior to use of the ICP reged 17% of residents had pain;
however in their post implementation audit, this dropped to 9%. As their project to

implement the ICP also involved an educational element within care homes, this
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finding mayreflectby an improved awareness and assessment of residerjgsar a n

moreregular recording o§ymptoms.

3.5.8The influence of diagnosis

The main diagnosis gbarticularinterest acrosshe studies is dementia with eight
studies(De Roo et al., 2014; Di Giulio et al., 2008; Hendriks et al., 2014; Hermans et
al., 2017; Klapwijk et al., 2014; Mitchell et al., 2004; Sloane, Zimmerman, Williams,
& Hanson, 2008; van der Steen et al., 20@8)ing a specific foaon it.Hermans et

al. (2017)and Sloane et la (2008) compared residents with a dementiagnosis
against those without armbthfound no differences betwed#mose who diedh terms

of pain;Sloane et al. (2008¢poted less shortness of breath hntincreased need for
sedative usewhile Hermans et al. (2017)eported fewer physical (unsgified)
symptoms Diagnosis alone does not impagton the diversity of findings as both
Sloane et al. (2008nd Mitchell et al. (2004Yyeviewed residents with dementiagt

presentedlifferent findingsfor shortness of breath/dyspnd&8.2 v. 82%).

The diagnosis ofanceris incorporatednto several studiesalthough only one study
(Jordhoy et al., 2003)pecifically focuses on iThisstudy compared those with cancer
in a nursing home with other care settings, but fagymiptom prevalence similar to
other end of life care home stad, including those that did nspecifically identify
cancer. This is supported Meerbeek et al. (200/ywho showedittle differencein

symptom prevalendeetween thoswith cancer and those without.
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3.6 Discusson - Interpreting the findings

This literature review identified 25 studiesand despite being very specific with
inclusion and exclusion criteria, located a vdryersegroup of studies There are a
number of reasons that di&ble for this finding.These are variations in the definition

of symptoms; different time periods and time points of data collection; different data
sources; different instruments used for data collectianations in the nature and type

of symptoms included in the studiemd dfferent countries of origin of the research.
The following section will explore these reasons while discussing the articles that have

been reviewed.

3.6.1 Data points within the data collection period

Symptom prevalence over a time period needs tcbasiderationn addition to one

off incidents to help understand the process of dying in the older person rather than
viewing it as a one poimheasurementny changes or fluctuations in symptoms are

as important as the incidence and the patterns elpnelstablish trends tassist with

symptom managemef@ome wi || be recorded from notes
have only considered if a symptom was present at the time of completing a quarterly

report for example, when usiniglinimum Data Sets)This could result in a resident
experiencing a symptom constantly fomanth, but if they were symptofreeat the

time of reporting, it wouldhave been missedConversely, a resident may have
experienced a symptom on a single occasion, but has beeneadsuna s O pr esent

that person for the whole period.
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Knowing when to commence data collection requires the interpretation of when end
of life care commence#gain, this review highlighted a wide range of data collection
points. This varied from a sing®int in 19 studies to six studies that had between two
and six data points. Even when reviewing the studies with multiple data points there
was a wide variatioin relation to the time befordeath that these were collected,
ranging from within the finaR4 hours to within the last 12 months of lifdotably,

there appears to be a changing trend to conduct studies with time point data with three
out of the four most recent studi@sstabrooks et al., 2015; Klapwigt al., 2014;
Sandvik et al., 2016pking this approach. Time point data collection, especially when
aiming to collectdata within thevery final few days of life addsan additional
difficulty around recogising the point at which to start data colleat This is more
evidentin frail older residents whos#ying trajectory may be a slowdecline ovema

period of weeks and months sometimes longer in residents with dementia. The
difficulty in prognostication may be one reason why it is difficult edlect regular

data on symptomslhe review included studies focussing on the last period of life
which has o6cut offdé residents at wearlier
have been foundt is also likely to be a reason why prospective daligction is more

difficult and why fewestudies employed this approach.

Retrospective data collection methadsre used in 18 studies (one study used both).
This can reflectthe challenges of collecting informatigorospectively, but the
challenge thebecome$iow the symptoms are identified after the evRetrospective
data collectiorrelies onimpeccablemeasuremenat the time, and welllocumented
notes from which to be able to extrapolate the informaditerwards. In the case of

interviews,a rdiable memoryof eventss neededvhen interviewsarecarried out up
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to several weeks or months after a death. This results in secondary data, with a further
level of interpretation by the researchers. Fewer prospective studies are carried out, yet

thesecan avoid certain potential bias.

3.6.2 Dfferent types of data sources

Across the studies, there was a variety of different data sources which utilised either
data collected directly from respondents or derived from records, with one study
(Veerbeek et al., 200Tising both. Six studies usddta fromrecords, these included
Minimum Data Set¢Estabrooks et al., 2015; Mitchell et al., 2004ational Nursing
Home SurveyRodriguez et al., 201@nd the others accessing nursing and/or medical
records for information. The majority of studies used healthcare professionals within
either prospective or retrospective data collection. The most common way of gaining
this informaton was from interviews for retrospective data and direct observation for
prospective data. The studies that involfediliesall used retrospective data, which
apart from one studyPinzon et al., 2012)nvolved interviews with invited
participants. When family members are asked terfr research purposebereis
potentially an element of selfecruitment of peoplevho have expgenced more
emotive situationdpr examplethosewho perceivedhattheir famly member died in

distress or in paimay be more likely to participate aadd bias to the overall results

All studies used proxy reportingvith no study using selfeporting methods. This is
less surprising given the timiraf the research at end lifie even thoughsymptom
experience has a high level of subjectividpwever it is unclear nether some of the

data from data sets may have been-isgibrted, especially in the studies that were
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collecting data several months prior to deRttoxy repoters were eéher professionals
or families. Although families can contribute as a reliable prdgy the resident
professionals can provide consistent assessments especially foedlsaremenof

physical symptoms

Another difference across the studiesvas the method of measurement of the
symptoms Eleven studies used validated instruments (although not validated with a
care home population) and 14 used other measures. Of the 11 studies using
instruments, four used between two and seven diffémstrunents (with seven using

just ong. Furthermore many of the instruments had been modiiethe purpose of

the study: as an exampl@aprio et al. (2008andDe Roo et al. (2014)oth used the
QOD-LTC (Quality of Dying in LongTerm Carg instrument, but while Caprio et al.
(2008) added two symptoms, De Roo et al. (2014) added six symptoms. This has an
impact upon any validation of instruments; however, a®niified earlier, the
psychometric properties of instruments were not discussed in detail within the
literature. It can be notedhough, thatcare homeresearch hasew high quality
instrumentsto improve comprehensive assessment of symptdEibs-Smith,
Higginson, Daveson, Henson, & Evans, 2018; Etkind et al., 2@khijiting in the
reliance on instruments validated with other populatidrend when these are used

The most recent study of the revieMermans et al. (2017used the Palliative care
Outcome Scale (POSicely Saunders Institute, 2018)he POS was originally
validated in 1999Hearn & Higginson, 1999and has been used extensively and
validated in many settings, disease groups and languages. Althisugtans et al.
(2017)identified that itis suitable for evaluating palliative care needs and symptoms

of people with and without dementia, it was not validated in a care home population
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even though up to 75% of residents are likely to have dementia in care (Rurhks
Health England, 2017aJhe POS is also available in a version to be completed by
staff, although this was not used Hgrmans et al. (201/jvhich may have been an
appropriate approach given the population and lack of alofitsesidentsto self
report. Sandvik et al. (2016in the second most recent study, used the Edmonton
Symptom Assessment Scale &) (Bruera, Kuehn, Miller, Selmser, & Macmillan,
1991)which was also used Wgrandt et al. (2006)The ESAS had been used and
validated for proxyrating but had not been used with dying patients with dementia

(Murray, Sachs, Stocking, &hega, 2012)espite its use in their study.

3.6.3 Variationsin the definition of a symptom

Within the literature review90 different symptomsvere identifiedacross the 25
studies although with many of them occurring only once or twideereappeaedto

bea lack of consensus to what constitutes a symptdnch in turnleadsto a wide
number of potential symptoms includedstudies resulting in lack of harmonyin
measuringand reporting methodg-urthermore, it means that a metaalysis of
studies becomes unfeasibiie to these variationall studies included symptoms
individually but did not look at overall symptom load. If this approach had been
utilised in studies, it may have facilitated a type of ratalysis or an assimilation of

findings to have been carried out.

Symptomswvhen considered individually amal ther broadest sense, may be physical,
psyctological, spiritual and social and many studies addressed a core set of physical

symptoms, but a range of other symptoms were incltitiften did not seem to fit
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the usual expectations. Reviewing the listTiable 34, some examples of these
symptoms include overburden of family, problems with organisation of care, patient
gives up need help with ADLs (Activities of Daily Living). Awell as this broad
interpretation of a symptom, sontems that appeared to be mamnceptlike were
included, such as peace and seren@grtain symptomsdo have a universal
application, such as pain, alt hoomgfth &6di s
pain. Others such as shortness of breath, may have obviously allied medical
terminology i.e., dyspnoea. Some symptoms are much less apparent in their meaning,
such aswvellbeing, tension and serenityhere are particular challenges in assessing
some of these concepts and even more so in reaching a consé&ars.when
symptoms were consistent in their presence across studies, ttereowansensus

over thefrequency and intensityzor example, paiwas includedn moststudies, yet
hadone of the widst reported rangeAs a result, defining the symptoms alone is not

enough and requires agreement about the application of the definitions as well.

The range of symptoms reported did not appear to be related to the studyndesign
the size of the studgopulation Potentially, a largr number of symptoms may have
had to becollected when reviewing notes retrospectively duthéoneed tdroadly
interpret otes or records, but this has eosued as prospective studies presemnttd

a range of symptomBom 1 - 26, while retrospective studiesfefed a range of
symptoms from 30 16. Prospective studies faced with real life decisions may have
found it harder to categorise the symptohence the increased range of symptoms
There is a link between themmptoms and the instrument used for the study and this

will be addressed lateRespite thevide range of symptonthatwereaddressed, the

84



majority of symptoms reportedpon did have a physical focus and these will be

discussed in the next section.

3.6.4 Variation sin the type and nature of symptoms

The most commonly reported upon symptoms were predominantly phgaies. Pain
was included in 23tudies and dyspnoea was reported in 19 studies. Thereli@s a
gap betweenthe next group of sympims with aorexiaincluded in terstudies and
anxiety, constipation and fatigue found in nideother influence on the type of
symptoms mayhave been due to the mpfession of the persooonducting the data
collection.Mostmeasurementsere conducted asupported  medical personnel and
physical symptoms malyavebeenviewedas a priority,but may also beonsidered
easier to measurgiven that residentsereat the end of lifeand usuallyunable to
selfrepot. Physical symptoms may also have beesasuredmore frequently as
management pathways ariewed aslearer andheresponse to the management can

be monitored more readily.

The types of symptoms that are assessed are often based on those that may be
commonly expected to be seen in acutelyaflidens. This could be because cancer

care hashad a high profilewithin recent yearsand as a result, many symptom
assessmenhstrumens have their origins in cancer care. These symptoms, such as
pain, have a very high profile and a high emotional value, whieim @iaces it in the
forefront of the mind of the professional (and the publib)s is supported biirkova,

Rybicki, Walsh, and Aktas (2012yvho report that painis well studied ad

characteried, andhata better understanding of other symptonregiired This can
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be further highlighted by considering the four symptoms that were identified in the
Liverpool Care Pathway (LCP) specifically for end of life care. Although the ISCP i
no longer in use, three of theur symptoms that were included other than pain, i.e.,
nausea, agitation and seooes have not had a high presence reported within the
studies in this literature reviewhe symptoms within the LCP, although there is no
literature to discuss why these symptoms were included, were likely to have been
influenced by its introduction into palliative care through hospice care, so had a strong

cancer diagnosis emphasis.

3.6.5 Effect of country of origin of the study

The systenof Long Term Caren different countriecaninfluence the provision of
care within care homdssng Term Cardacilities andhave a potentialmpactupon

the studies that emergehelargest numbeof studies were carried out in the USA

= 8), followed by the Netherlandsn(= 7) andthe demographic profiles of residents
reported across the studies bav great deal of similaritiesuggesting that there is
parity between residents from different countries despite the studies having a fairly
broad internaonal spreadOne explanation for the greater numbers of studies coming
from the USA and the Netherlands could be a higher presence of medical
staff/physiciansas many of the articles that originate from there are authored by
physicians The Netherlandss the only country to have nursing home medicine as a
specialtyandthe USA has a level of care that is closer to hospital prowsitimin-

house medical support for residergsulting in a higher level of medicalised care.

86



As with several other counét$ there was noted to be aupity of literature that
emerged from the UK with only one studythored by nursé&night & Jordan, 2007)
being included in the revieware homes in the UKave a less well integrated service
andaresupported bysPs with considerable input fromursingprofessionalsThis is
reflected by findings fron&oodman et al. (2018)hose literature review from the UK

showed less published research about medical management than most other topics.

3.7 Limitations

This review was carried out insgstematic wayo ersure that no studs were missed.

Only studies published in the English language wiemuded, which potentially
excludedother relevant studies. There was a specific focus on care homes, so other
studies that involved older people at the end of life were exclutiealliterature
review was conducted laysingle researcher (LRhd although an additional reviewer

is not mandated, working with a second eswér mayhave added additional rigoto

the process.

3.8Conclusion

Due to the lack of homogeneity in inclusion aige study design, use of instrument,
sample size and characteristics of the participantsss the studies, the studies
included within the literature review did not meet the criteria for a faesdysis
(Eysenck, 1995; Russo, 200However, it was possible to examine teationships
between some of the key characteristics of the studies and be able to address the

research question.
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This literaturereview hasidentified five gapsin the research in symptoprevalence

in care home residents at the end of life

1)

2)

3)

Many studie have adopted a retrospective apprpdtiough prospectively
collected cta are seen as the gold standanere are challenges in recognising
the start of the dying process for prospective studies, which makes
retrospective data collection easier tonage. However,his relies on data
collectionafterthe occurrence of symptorrsometimesy many months, and

routinelyuses notes recorded by a third party.

The data ar¢ypically collected without using any form of instrument or data
collection tool,or if instruments are used, they are frequeggyeric and
unvalidatedand are not specific to the purpose of assessing end of life

symptoms in this population.

There is avidevariation inwhichend of life symptomare included across the
different studies, resulting in inconsistent knowledgabout the symptoms
Studies needo be able tocapture the end of life symptoms that are most
relevant forthe care home populatippet there is little agreement asvihat
those are The main two symptoms thate reported upoim the majority of
studies are pain and shortees breatfdyspnoeaWhile these are important
symptoms, thee are a number of otrsthat are commonly associated wahd

of life, such as consciousness, delirium, anorexia, fatiguaraddésshat are

frequently unaddressedIn addition to the variation of symptoms that are
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addressed within the literature, symptoms are only measured singularly and no

studiesattempedto consider overall symptom load or burden.

4) Thetemporal aspects aglymptomprevalencenave eceived little attention in
all but sixstudies andeventhose do not have a wide span of time poihtis
important to understand what happens witmptoms over timéeading up to
the time of deathincluding how often the syiptoms occurthe leves of

symptoms, and any changes in the levels over.time

5) Finally, only one study was carried out in the YKnight & Jordan, 2007)
which highlights a gap in Ubased research arousgimptoms inthe care

home population at the end of life

Symptoms are subjective experiences and there are many challenges to be faced in
measuringsymptom prevalence. However, the number of older people dying in care
homes is increasing antthere is a needo be able to understand the symptom
experience to support the care a #nd of life for resident$o offer evidencéased
practice deelopment for the staftaring for them and to considethe broader
implications for practice and policyhere is aneed to understand more about the care
home population at the end of life in relation to the prevalghegis the presence and
intensityof physical symptoms, not only at the very end of life but at the time leading
up to deathThe followingchapterwill lead with the aim and objectives for this study

and discuss the methodology and methods that will be utilised in order to address these
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Chapd4aieMet hodol ogy and Met

4.1 Introduction

4.1.1 Aims and Objectives

Aim

The aim of thisresearch studis to describe the preseneed intensity of physical

symptoms of residents in the dying phase in care homes, and explore whethamethere

common characteristics that present over time.

Objectives

1. To measure the presencmtensity and associations between physical

symptoms during the dying phase of peopl®ware resident in a care home.

2. To identify the longitudinal changes imdintensity of, the most commonly

presenting physicalymptoms during the dying phase.

3. To propose a typology of symptoms associated with the dying phase derived

from the population characteristics and the longitudinal changes over time.

The purpose athis studyis todescribe the presence and intensitgymptomsn the

final days of life in residents dying in care homes. By increasing knowledge of what
the symptoms are and how and when they occur through time will lead to a greater
understandindpr professiomls who are caring for thesesidentsThis ultimately will

aim to increase the quality of life and hence the quality of dying for residents

(Miyashita et al., 2010)Chapter threedentifiedfive gapsas a result othe literature
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reviewregarding research on symptqnevalencen care home residents at the end of
life. Firstly, there was a lack of consensger the types of symptom being measured,
concluding in aconsistentack of knowedge about symptomrevalenceAll studies
looked at symptoms singularly, and did not consider overall symptom Sswhndy,
temporal aspestof symptoms received little attention, both in terms of frequency of
prevalencend in changes in intensity over timidnirdly, most of the studies collected
data retrospectively, increasing the risk of kim®ugh either recall bias or second
hand dataeporting. Fourthlymany studies collected data without using purposeful
instrumentsso were unable to measurend of life symptoms in this specific
population.Findly, there has only been one Wkased study that has researched

sympoms at the end offé in the care homgopulation.

Epistemologicaly, this research studydopts a positivisapproachwhich will be
introduced andationalisedn the fird section of thishapter Nextwill follow a critical
examination of the benefits and limitationsaafopting a positivist stance in relation

to the study of end of life symptoms. This section will lead into a discussion of the
measurement process and thecess ofchoosing a standardised measurement
instrument The final part of thehapterfocuses onhe research methods including

population, recruitment, data collection, data analysis and ethical issues.

4.2 Underlying epistemology

The study aims to describepresencejntensity and associations between physical

symptoms during the dying phase of pleopho are resident in a care haniéhis
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presents number of aspects to be considered when seleébgegistemolgical focus

of the research.

Positivism is referred to as a scientific method and is viewed as a rationalist, empiricist
philosophy whichindicates that causes determine effects or outc¢buehins, 2012;
Mackenzie & Knipe, 2006)This signifies that there is firstly an objective truth/reality

and this reality can be identified, observed and medgBrece, Pope, & Stanistreet,
2008)and t hat secondl vy, t he researcher 6s
(Rosenthal & Rubin, 2013The positivist philosophy encompasses a set of prirziple

that will identify prediction and contrgLeary, 2009jo discover the patterns of cause

and effect. If the caesand effect can be ascertairteely can be predictednd if they

can be predicted, they can be controlled, leading to a greater understanding of the
reality or truth. Another conceptgards observations and/or measurements as reliable

to provide accurate information to understand the t(Hdammond, 2013)Finally,

there is the belief that an objective understanding is achieved providedripatous
protocol is adhered t(Cohen, Leviton, Isaacson, Tallia, & Crabtree, 2008)ch of

health and social science research hasbefluenced by positivism and the most
important characteristic of positivism is empiriciéfarahoo, 2006yhere enpiricism

is deemed to consist of that which can only be observed by human senses. To be able
to link these key characteristics of positivist research to practice, observation and
measuing data needs to be conducted resulting in the support or adjustment of theory

(Coolican, 2004)
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There are critics of positivism who have challenged theaflaa objective reality and
reasonthat knowledje is built by accumulatively piecing together differentetyf
theories and observatiortspwever this can be argued as lacking structure and being
too flexible (Silverman, 2013) While phenomena such as personal meaning and
experiences are considdras being outside of the scope of positividbenzin &
Lincoln, 2011) being able to investigate natural order is necessary to make sense of

certain features of natural law

The debate between philosophers will contiflieochim, 2008) but primarilythe
choice of the most appropriagpistemologyshould depend upomowhat is being
examined which in turn will lead to the most appropriate approach to @imgrman,

2013; Trochim, 2008)

4.2.1 Using a positivist paradigm in relation to end of life symptoms

When attempting research in a field with a dominant paradigm, ihansg/been easier

for the researcher tanquestioninglyadoptthe sameapproacheven though those

within positivist research may not always egpgawith the ontological and
epistemdogical underpinningsin addition, where a dominant discourse is regularly
employed, the reception and acceptance of the research may ultimately depend on the
use of similar approachés be acknowledged within the fiel®espite this, a clear
rationale is required as to why a positivist philosophy is judged the most appropriate
for this research and this is closely linked with the measurement of symptoms, but

specifically those at end of life.
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Thestudysets out to report theresencand intensityof symptoms in residents at the
end of life. Positivism requires approaches thaiploy empirical methods to use
guantitative analysis(Al-Habil, 2011) and during theneasuremendf a symptom,
including those at the end of life, the methods utilised are mainly positivist in nature,
i.e. they use instrumentsistruments are frequently employed within health and social
care as an attempt to standardise measuremenhisirstudy, this is particularly
important because the participants will be at the end of lifdigidy likely to be

unable to seHreport which willnecessitatanassessment by proxy.

The first ontological assumption of positivism is that there iskgactive reality and

that it can be measuredruce et al., 2008)The reality in the practice dhe
measurement of end of life symptoms is that they are viewed as absolute i.e., a person
has @in or he/she does not have pain. If the person has pain, they may have varying
levels of pain; however, this still sits with the belief of an absolute truth, because they
are measured as pain beimgsentor absent.If pain is present, however, it can be
present in varying degrees, but a person camaybehave pain. The presence of this
symptom, pain, will become a variable and orders the dynamics into p&8ehmag,

1992) This enables the &hentsof the research questidnpresencend intensityto

be captured in a uniform manner. Equally the coodgiin which it can occur (e.g.
prevalencewith a particular diagnosis) can also be specified and through testing,

correlations and causal explanasaran be established or rejected.

One of the key characteristics of positivism is that the researcher positions themselves

objectively so the findings are unaffected by emotion or personafbéagy, 2001)
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This necessitates the need to minimise the risk of biased reporting of the researcher (or
the observer) demonstrating the relationship between a positivist plinjosomw
methodology. Portrayinghese entities can pose problerBaiudreau, Gefen, and
Straub (2001arguethat the concept is straightforward when the appropriate choice of
a valid meaure is madeHowever, the use of valid measures within end of life
symptom reseah, as seen ichapterthree, argarticularly challengingvith manyof

the studieseithernot wsing a validated instrument or ngino instrument at all. This

was particularly evident as mawy the studiesconsideredused retrospective data,
which had not been collected in a uniform format. The most appropriate instrument
would facilitate an impaidl and objective measurement that allows for repeatability
over time toreliably capture the dynamic nature of symptoms, something that has

lacked in previous studig¢Brant et al., 2010)

The second ontol ogical assumption of posi
be absolute and verifiable. This means that not only do the phenomena have an
objective refty, but thatthis reality can be captured in an accurate and representative
way. To be absolute and verifiable brings into consideration the position of detachment

that is required between the resdéarcand that which is being measured. One way in

which this is achieved is by the use of a vati@tl measure teupport this approach

which in turn prevents the researcherds r
to keep a distance from theubjects under inquirgr at least neutral observations
(Al-Habil, 2011) Although critques of positivism assert that a @alist approach,

using mixed methodsare more able to ascertain an objective redldgnzin &

Lincoln, 2011) it can be countearguedthat merging different paradigms, such as

within postpositivism makes neither functional and weakgioth (Phoenix et al.,
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2012) If what is to be measured is determined by qualitative methods, it will conflict

with the very strength of ugininstruments to measure objective realities.

4.3 Methods

This section aims to provide a documented process of the research design, population,

recruitment, data collection, data analysis and ethical issues sifithe

4.3.1 Theresearch studydesign

Thestudydesign is a strategy to control and influence variables to provide an answer
to the research questitimat is underpinned by a set of hypothe3éss research seeks

to report thepresencand intensityover time (point and period prevalence) yind)
residents in nursing care homes. Bhedydesign selected was a prospective cohort
study.A prospective cohort study is appropriate because it enables a more complete
set of data to be collected even though it is considered a less easy option than a
retrospective data collection obtained from notes or req@tei, 1995) It is less

prone to differential measurement er(@intal, Grasela, & Smith, 1989; Sedgwick,
2013)and reduces measurement bias due to poor (&¢hite, Hurt, & Casso, 1998)

A challenge for prospective data collection is that it may suffer from seasonal
variations if a study period is a relatively short d@hei, 1995) The study was
designed to collect data measureméimtsughtime as a sequence of data points. This
enables variables from the data to be compared at different points in time conveying
the dynamic nature of symptomEhe data collection took placwera stagered 12

month periodo avoid seasonal variatians
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Given the nature of the data, an outcome measure was requirda aliical setting

for data collectionby the care stafmeant that the measure had to be relatively
undemanding and straightforwam dadminister. To ensure all factors ammsidered,

t he o6f i vree Whp/@hanavehat/bow/whewas considere@®ngelo, 2011)
(Figure 41). Once the factors had been prioritised, a review of the available
instruments was caad out and the factors mapped into the instruments to come up

with the best counterpameasure

WHO

Qualified Nursing Staff
(multiple); Reliable

WHEN
HOW
Prospectively; Frequently (4-6

Ease of use; Portable; Scale hourly)

WHAT

WHERE

Common end of life symptoms; . o

e Nursing Care Home; Valid

Measurable data (min: ordinal) At the bedside

Figure 4.1- The requirements of an instrument

4.4 Period of data collection

Thestudytook place in the care homes over a twelve month period ipthases. This
enabled data to be collected over a 12 month calendar period which avoided any
seasonal dips or peaks. Phaseiowelved the recruitment of five care homes and ran
from February 2009 October 2009 (inclusive). Phase twacruited six caredmes

and ran from May 2000 January 2010 (inclusive).
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45 Samplesize for a noninterventional study

For interventionaland nennt er vent i onal studies (NI S),

required. However, for nemterventional studies, it is not feakko apply a power
calculation, due to the lack of pdefined clinical relevancé€schremmer, 2017As a
result, a justification of the sangpsize will be discussed heflehe average number of
deaths in care homes in the geographical recruitment area was approximate/ 16
per care home per year (Bagton, 2008). It was therefore anticipated thed&re home
would have pproximately 13- 17 deaths over the-@onth period that the research
would occur.Having completed the literature review, and comparing with other
prospective studies, it can be sabat other studies have a range ofttital number

of participants between 24516:howe\er, no other studies had a tireequenced data
collection along the lines of th&gudywhich increased the number of data points and
size of the datan order toachieve aepresentati® proportion of resident deaths, a
sampleof eleven homes was selectedield data on approximately 1317153 resident
deaths in total.As an observational study, the goal is to collect data on the
characteristics of the participis (Lee-Johnson, 2012)ut ezen allowing for a small
proportionof hospitl deaths (on which dataasnot collected), it was with assurance
that data on a minimum of 120 resident deaths would be achiBvedength ofso
called confidence interval which weaslculated from the dataeasured precision. The
higher samplenumbes led to smaller confidence intervals which correspetdo

more reliability and accuraof the estimation.
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4.5.1 Sampling

The population consisted of a purposive snandom sample in which participants are
specifically saight out;that is, the totahumber of residents who were dying within

the care homes during the period of stedy,

4.6 Participants

The participants for theesearch studyere residents dying in care homes. To be able
to involve the participants, care homes had to be recrtotéte studyand then the
residents from the recruited care homes were considered for participatiostindye

The recruitment of the care homes is described and then the participants (residents).

4.6.1 Recruitment of care homes

Eleven care homes weapproached to participate in thesearch studyThe homes

were purposively selected as a representative range of different types and sizes of care
homes from within a geographical ar@de areaencompassed two Primary Care
Trusts (which now form three i@ical Commissioning Groups or CCts A meeting

was held with each care home manager which provided details and requirements of
thestudy Eachmanagexvas provided with an information leaflet prior to the meeting
(Appendix V). Following the meeting a csent form was provided with the request

for it to be completed and returned to the researcAppdndix v). Consenting
manaers were required to gain permission from head office (if part of a large chain)

or the carehome owner depending on the statughefhome.

10 CCGs were formed afteéhe passing of the Health and Social Care Act 2012, which transferred a
range of commissioning responsibilities to CCGs from primary care trusts (PCTSs).
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4.6.2 Purposive selection of care homes with inclusion/exclusion criteria

The following inclusion/exclusion criteria were used to recruie d@omes into the
study(Table 41). Each care home was required to have achieved a rating of two stars
or more during their most rece@QC (Care Quality Commissioimr)spection as care
homes with fewer stars were usually experiencing adverse issues and involving them
in a research project was not considered to be in their best irdemgstld provide

the best research sitdo meet the inclusion/exclusion criteria, it was necessary for
care homes to have a formal system in place to identify residents who were at the end
of life. All the care homes taking part in theidywere either using an Integratedr€a
Pathway/Liverpool Care Pathway (ICP/LCP) for care in the final days of life or were
able to identify dying residents through their organisational care pannin
documentation. The ICP/LCGPwas an integrated care pathway that was used to
improve the qualy of the dying within the last hours and days of life. It was developed

to transfer best quality for care of the dying from the hospice movement into other
clinical areas, to provide an equitable model of care (LCP, 2010). The ICP/LCP
incorporated a flovehart to identify if a resident is in the final days of life. Finally, at
least one member of staff needed to have undergone addipafigtive care
educationwithin the last 12 monthsBy providing education for staffielped to

demonstatea level ofcommitment from the home support good end of life care.

1 1n July 2013, an independent review into the Liverpool Care Pathway (LCP) highlighted several
failings and recommended that the Government replace it with individual care plans by 14 July 2014.
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Table 4.1- Inclusion and exclusion criteria for selection of care homes

Inclusion criteria  Commission fa Social Care Inspection (CSCIj? star rating
of 2 stars or abové?
There is managed support and/or organisational supp
(depending on care homes?o
There is current use of an Integrated Care Pathway/Livel
Care Pathway or equivalent and/or means of identifying d
residents
At least one member of $tahas undergoneadditional
palliative care educatiowithin the last 12 months

Exclusion CSCI star rating of less than 2 stars

criteria

No managerial/organisation support

No use of Integrated Care Pathway/Liverpool Care Patfr
and/or ways of iderfiying dying residents

If there are no staff who hawsdergoneadditional palliative
care educatiowithin the last 12 months

4.6.3 Inclusion/exclusion criteria for participants

A clear inclusion/exclusion criteridor recruitment of participants wasdeveloped

(Table 4.3. A resident needed to lre the final days of liféo be eligible to be part of
theresearch studyThe trigger would be when the resident commenced an ICP/LCP
or was identified as dying by the care home care planning documentéttoe.
resident improved in condition, they were withdrawn fromrésearchalthough they

could be reentered if they further deterioratedathin the time period of thetudy The

death must have taken place in the care home, so the symptoms couldshesthea
until the point of death. The presence of selection bias has been noted to be a potential
problem in prospective cohort studi@ookwala, Hussain, & Bhandari, 201 ut

thisresearclaimed to includall residents who were dyinghich involved no specific

12 CSCI were an independent organisation (who were set up by the Government) to inspect and report

on care services and councils including care homes. They deamddt on the 31st March 2009 to be

replaced by the Care Quality Commission (CQC).

BThis indicates that at the most recent inspecti ol
(2 stars) or Oexcellentd (3 stars).

101



selection of the participa, other than the recognition of impending death, eliminating

the risk of selection bias.

Table 4.2- Inclusion and exclusion criteria for selection of residents

Inclusion Commenced on a Care Pathway (an expected death withit
few days)
AND Deah took place in care home

Exclusion Care Pathway discontinued as condition had improved

OR Death took place in hospital

4.7 Recruitment, consent, opting out and withdrawing from thestudy

The following section will consider the methods used for igoent. In thisstudy,
consent is closely linked with recruitment and the choiceptooat or withdraw, so
these will beaddressed in the same section. The ethical issuesahiat potentially
arise as a result of some of the decisions made withsiutgwill be later addressed

in section 4.14

4.7.1 Recruitment

Once a care home had been recruited tatingdy(sectiond.6.1), and an initial period

of induction had taken place, a start and completion date which spanned a nine month
period of particigtion within thestudy was agreed. Once th&udy period was
commenced, all residents, as identified in the inclusion and exclusion criteria for
participants, who wereonsideredo bein the final days of lifewould form part of

thestudy,
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4.7.2Providing information to participants

To do this required full and open information giving, the opportunity to opt out of the
studybefore the participant became involved and a method to withdraw once a resident

was involved.

It wasveryimportant tofor all residents and families to understahdt the care home

was taking part in a research stuahd it was therefore essentialpimvideclear and
preciseinformation for potential participants and théamilies As residents and

families hae individual waysf engaging witithe care home, different miganisms

needed to be employeA.laminated A4 poster was displayed on all notice boards or
common space in every care home as advocated as good pfisiciMdardo et al.,

2011) (Appendix vi) Theposter was phrasezrefullyto avoid upset tanypotential

readers, but it was also necessary to ensuré¢hthapproach and purpose of stedy

remained transparent. Tstudyc hose t o use the words Oenc
ambiguity that other more pal atedming phr as
more wunwel | (Gibbmsaet al.j 2002)The poster assured anonymity to

residents and rierated that information would be treated with the greatest of respect.

It provided information about the researcher and included a photograph. Families and

residents were also informed of how to opt out efrésearch studgn the poster.

Dissemination of thestudy information also occurred through resident/family
meetings. Seven care homes held these regularly and the researcher attended meetings
in three care homes, with the managers discussirgjutgin the other four care home
meetings. The remaining four care homes had regular newsletters and the poster

information was paraphrased (for consisteacsoss care hompeas an article within
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the newsletters. In addition, an information leaflets made opdy available in a
display stand within the care homes to residents and family members who wanted

additional information about tretudy (Appendix viii)

During the research study period, the researcher and/or research administration
assistant visited/edacted each care home at least once per week to support the data

collection and increase compliance with the measures.

4.7.30pting out of the research study

There needed tobe anoppoituny f or an i rddtanotitodbaiacluded e si d e
in theresearch studyif a resident or family required more information, the researcher

would meet with any resident or relative who wished to discusseearch study

further. (This would be offered either jointly with a staff member owiddally). As

the researcher wasa qualified nurse with a wide experience of dealing with
residents/patients and their families concernargotive and difficult topics, the

meeting dealt witlthesein an appropriate and sensitive manner. If a resident or their

family opted oty care notes were marked with an identifying label.

4.7.4Withdrawing from the research study

If a resident or familywhose information was in thprocess of being collected,
requested to withdraw, the nursing staff destroyedfah@s being completednd
reported the code number to the researoheax specific formAppendix iX), so it did

not appeardadsa 66 mits stidgQneerdata had been bokected and
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the forms collected by the research team, families had to be informed tlaattihen

not possible to whdraw as the collected data weogally anonymous and therefore

anonymous status in thesudy.

4.8 Data collection

The next part of thishapter will describe the variables that were measured and how
the measurement was achieved. There were two types of data collected by care home
staff. The first was demographic and the second was the measurement of symptoms
through observation. Figure 4ilustrates the process in a visual flow chart. A copy

of the chart was also provided to every member of care staff working in the care home

for their own information.
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RESEARCH PROJECT ON SYMPTOMS EXPERIENCED BY RESIDENTS AT THE END OF LIFE

Resident identified as being at end of life and/or care
pathway commenced

Sl &

If resident passes

If resident’s \

away, place the form condition improves,
in a sealed envelope discontinue data
in the collection box collection (please

make a note on the

bottom of the form)
and place forms in

sealed envelope in

K ) \ the collection box /
J L

Place all completed forms in box for collection

Lynne or Nichola will collect forms once a week

Figure 4.2 - Flow chart showing data collectionprocess
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To interpret and understand relationships and correlations between the demographics

and the symptoms and the changes over time required the variables to be classified as
independent or dependentWithin this study, the independent variables wetee
demographic elements suas age, gender, diagnosis aodnorbidities as well aa

0t hrough t i thegeriop & timedetweénithe eecognition of death and

deat h) . A prospective appreaactedowasepadbdp
facilitating a consistent collection of maximum data and reducing recall error and bias.

The next section explains the methods of data collection and analysis.

4.8.1Independent variables

Data were collected on the followingnables: ge, gender, diagnosis,-oaorbidities

and the length spent livirin the care home. The data wadgled to the data collection

form on the day the resident enteredshaly, i.e.at the point of recognition of death.

Information regarding age and gender were taken from the gunsites and the

diagnosis and corbidities were takefrom the medical assessmentrfowithin the

notesby the nurse commencing the farithe date that the resident entered the home

was added to the data collection form which enabled the length ofhenegident

had lived in the care home to be calculated. No information was collected that would
personally identify the resident, to enc:

anonymous.

Symptoms were measured each day at 4 hourly intervals fronmta@ft recognition
that the resident was dyinthg point of recognition] until the time of death. Due to

the challenge of forecasting an actual time of death, the last measurement that was
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taken before death occurred becarhe tast one in the series [poiof death].
Measurements took place at 6am, 10am, 2pm, 6pm and 10pm. A 2am measurement

was not carried out to avoid anynetessargisturbance of the resident.

4.9 The measuranent of symptoms

The model identified in dapte two was utilised to form atructure in which to
conceptually frame the symptomBhe measuremendf symptoms is a challenging
area, as symptoms are difficult to define and consistent parameters for symptom
measurement is hard to achig@hang et al., 2004)n addition, the end stage of an
illness is highly dynamic(Nauck, 2001)and people may experience different

symptoms than previously presented.

In order to measure concepts, social scientists have created scales to increase the
validity and reliability of measurement proces@aschins, 2012)although the use of

these risk losing sight of the importance of thégioal concept of individual
symptoms. A number of instments have been developed for symptom measurement
within the end of life care setting. Some instruments have been designed to measure
specific symptoms, while others focus on a wider range of symptoms or different
patientgroups. In addition, there areu@lity of Life (QOL) instruments that are
multidimensional constructs. QOL instruments may (and often do) include symptom
measurement, but symptom instruments are primarily designed for the single purpose
of measuring symptomgs discussed int@apter four assessment and measurement
are closely |linked, with the iIinstrument

symptom They enableéhe gathering of information (assessment), into a representative

108



set of numerical variables (measurement) to either dldwe assess ment

needs or the use of the data for research purposes.

To devgolded @ na afi d 0 mehsursnyenignova (B006)dentifiedthree
principles, comprising ofsix elementsthat are required to formulate an effective
instrument(Table 4.3. Firstly, patient (self) rating is an principgdature(although

this maynot alwaysbe feasible, especially around end of life ibra person lacks
capacity(Nekolaichuk et al., 199%) The second requiremeistthat it is simp and

brief, however, thismay be too optimistic given the often dynamic nature of
symptoms, particularly if there israquiremento measure symptoms over a period of
time. Thirdly,the instrument should esychoméically validated. This is thaleal,

and there are instruments that are validated in specific populatiohgjiven the
potential multiple variations between disease groups, demographic groups, and
different culturesmeanghat adit for purpos@instrument does not exi&ir many of
thesegroups The psychometric properties of instruments are a fundamental aspect,
but their selection also needs to meet specific clinical and research Zieetierman
et al., 2015)

Table4.3-The figol d symptondneasdrémertd flonova, 2006)

Simple

Brief

Easy for interpretation

Multiple items but not necessarily multiple scales

Psychometrically validated (published info about reliability and validity)
Appropriate for clinical trials and clinical prac#

Using an appropriatestrument provides the opportunity to follow guidance to make

the measurment. Although it relies on a measuwrigjudgement, thgudgement is of
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the parameters of the instrument, not of the assessor. By ensuring that an aepropri
instrument is in place and used correatlyemoves the onus of interpretation of the

symptom and standardises the response.

During a systematiaeview of symptom measuremeiuols, Kirkova et al. (2006)

concluded that there is no ideal instrument availabies tothe wide range of

instruments that reflect different needs of symptom measurement and they
recommended that additional research isiiregl. Kirkova et al. (2006also devised a

list of considerations when looking for a suitable instrument to wisieh has

similarities to the one delaped bylonova (2006)I onovads st almshar ds w
checkilist tosupport theselectionof instrument for this studgnd toensure that it met

the required outcomes of teaudyin a thorough and comprehensive manner

4.9.1 Measurement by proxy

For this study, it was necessary to consider the figgaxy data collection. The
participaits in the study, due to their proximity death, were unlikely to b@ a
position to selreport.In situations where the patient is unable to respsuach as in
dementia cardhe role of healthcare professionatsl families as proxies is an area of
considerable intere¢Chang et al., 2009)n other disciplines, such as paediatrics, it
has also been identified that objective measurement is rarely possithl a reliance

on parent®r familiesto provide informatior{Bisgaard, Pipper, & Bgnnelykke, 2011)

It was not a feasible option tglafamilies to provideegular and frequemformation

regarding the symptomso in this studydata were collected through the use of
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gualified nurses as proxy ratefde frequency of monitoring needed to be approached
with caution ag-orbes et al(2011) in their study, suggested that 12 hourly recording
was onerous for staff working in an acute afleaovercome this issue, the rationale
of four-hourly recording was explained to staff so they understood the puFmse.
hourly recording was deged apprpriate by staff because thited in with ther usual
pattern of observation, which meant that no addition tasks were reduir@domote
consistent recording,uglified nurses were selected as piexy raters becaudbey

had the relevant chical knowledge to carry out the assessment as wdleaw)
familiar with the residentas they oversetheir care on a daily basigSnow, Cook,
Lin, Morgan, & Magaziner, 2005Average nurse ratings are more likely to closely
agee with patient ratings than medical colleag(idskolaichuk et al., 1999kven
though they may still be lower than patient ratings for some symptSomse
symptoms,for example,psychologicalsymptomssuch asdepressionmay be even
more difficult to measure accurateby a proxy(Kutner, Kassner, & Nowels, 2001)
anda more sensitive tool may be requirehwever the moremeasuremennethods
used, the wider the discrepan@now et al., 2005)reinforcingthe use of a single
instrument rather than multiple metteo To be suitable to assess the multiple
symptoms experienced at the end of life, the instrument needs to include multiple items
but not necessarily involve multiple scal@isnova, 2006) The use of a single
instruments also supported bBruera and Portenoy (200&ho identify the use of a

single tool adeing less demandyrfor those involved with measument
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4.10Selecting an appropriateinstrument

The International Association for Hospice and Palliative Care produced a
comprehensive list of pain and palliative care assessment and research instruments
(IAHPC, 2008Wwhich listedinstrumentdroady used for symptom measuremerthis

list was cross referenced with three other systematic reyignes/n University, 2008;
Kirkova et al., 2006; Medicine, 20019 ensure that no other relat instruments had

been overlookedrhis resulted in 2hstruments being reviewed for consideration of

use.

A two stage review process was devised to identify the most suitable instrione
this study First, allinstruments were scrutiniséa confirm their general suitability in
line with the identified requirements of thssudybased on theesearctoutcomesand

the criteria identified byonova (2006)n Table 43. This process enabled unsuitable
instruments tobe appropriately filtered out, e.g., if they were aimed at different
populationssuchascaregivers or paediatrics df they were intended to benrgjle
symptom only instruments. For the purposes of transpard@iatye 44 provides an
overview of the first stage of this process with a brief rationadtate why a particular

instrument vas included or excluded.

Table 4.4- Stage ond a review of instruments for measurement (IAHPC, 2008)

Instrument l nclu Rationale
or
Exclude

X
Brief Fatigue InventoryCleeland & X N/A* i Measures fatigue only
Ryan, 1994)
Edmonton Functional Assessment X N/A 1 Assesses functional
Tool (EFAT) (Kaasa, Loomis, Gillis, performance in patients with advanc:
Bruera & Hanson, 1997) cancer
ECOG Performance Stat(Sken et X N/A- Assesses functional performant
al., 1982) in patients with cancer
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Edmonton Symptom Assessment a Assesses a range of symptoms in

System (ESAS]Bruera et al., 1991) patients

Edmonton Staging SystefBruera, X N/A i A clinical staging system for

MacMillan, Hanson, & MacDonald, cancer pain

1989)

FAMCARE ScalgKristjanson, 1993) X N/A 1 Scale to assess family
satisfation of care

Geriatric Depression Scal¥esavage, X N/A i Measures depression only

1988)

Grief Resolution IndexRemondet & X N/A i Measures grief only

Hansson, 1987)

Hamilton Depression Rating X N/A 1 Rating scale for depression

Scale(Hamilton, 1960)

Herth Hope IndeXHerth, 1992) X N/A i Hope assessment scale

Karnofsky Performance X N/A i Classifies patients as to their

Scale(Karnofsky, Abelmann, Craver, functional impairment

& Burchenal, 1948)

MD Anderson Symptom Assessment a 13 symptom selassessment scale

System(Cleeland et al., 2000) measures severity and interference

McGill Quality of Life Questionnaire X N/A 1 Scale to measure quality of life

(Cohen, Mount, Strobel, & Bui, 1995) at end of life

McGill Pain QuestionnairéMelzack, X N/A i Assesses pain only

1975)

Memorial Sympton Assessment a 24 symptom selhssessment scale

Scale(Portenoy et al., 1994)

Mini Mental State Questionnaire X N/A 1 Screeningnstrumentor

(Vertesi et al., 2001) cognitive impairment

Palliative Outcome Scalg¢learn & a An outcome measuiiastrumento

Higginson, 1999) assess physical, psychological,
practical and existential aspects of
guality of life

Palliative Pefiormance Scale X N/A i Modified Karnofsky Scale

(Anderson, Downing, Hill, Casorso, & assessing functional impairment

Lerch, 1996)

Pediatric Pain Profil€Hunt etal., X N/A - Measures paediatric pain only

2004)

RotterdanmSymptom Checklist X N/A i Developed for cancer patients

(Hardy, Edmonds, Turner, Rees, &

A'Hern, 1999)

Support Team Assessment Schedule X N/A T Includes factors such as family

(Higginson & McCarthy, 1993) anxiety and service needs

WongBaker FACES Pain Rating X N/A 1 Assesses pain only

Scale(Wong & Baker, 1988)

* N/A'T Not Applicable

From stage onefour instruments were selected:

- EdmontonSymptom Assessment ScdlESAS)(Bruera et al., 1991)

- MD Anderson Symptom Assessment [8¢€leeland et al., 2000)
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- Memorial Symptom Assessment Scale (MSAS)rtenoy et al., 1994)

- Palliative Outcome Scale (PO&)earn & Higginson, 1999)

The second stage evaluated the four selected instrubmenssngthe specific criteria
identified bylonova (2006)Table 4.3. All instruments except the MD Anderson were
relatively easy to usdue to the length and number of questioNisinstruments had
been validated for general use and were deentaeldocurate and reliablBausewein

et al., 2005; Chang et al., 2004; Okuyama et al., 2088) instrument had been
previously validated in the care home population, suggesting that additional studies in
other popilations are needefiVatanabe, Nekotdnuk, Beaumont, & Mawani, 2008)

All instruments except the POS included a variation in the number of symptoms
included, from 11 to 32. The P@&m&nl vy
Higginson, 1999)Finally, the ESASnd the POS were the orilyo instruments that

had been validated for use by proxy assessr{iéekolaichuk et al., 1999)This
decisionis supported bya review of instrumestto measure symptoms in elderly
cancer patients receiving palliative cafgrowner and Smith (2013)Of the 21
instruments reviewed, arttie fourfinally selected three mirrored the instruments
reviewed by this studyESAS, MD Anderson and MSAS) and one was a cancer
specific outcome measur&yropean Organization for Research and Treatment of
Cancer's Quality of Life Core QuestionnalE©ORTC QLQC30.). Aswith this study,

they alsonotednone of the instruments had beealidated foruse with geriatrics

(elderly population)although they had been usedthin these populations
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A final decision was made to use the Edmonton Symptomsassent Scale (ESAS)
(Bruera et al., 1991as it was the only instrument tHatfilled all of the six required
criteria based on the gold standards for symptom measurélmeava, 2006)able

45 provides a summary of the criteria of the four instruments

Table 4.51 A summary of the rationale for the use of the Edmonton Symptorr
Assessment &le

Criteria ESAS MD Memorial POS
Anderson

Simple a a a

Brief a a a

Easy for interpretation a a a a

Multiple items but not necessaril a a a a

multiple scales

Psychometrically validated a a a

Appropriate for clinical trials and a a

clinical practice including proxy
rater use

4.11 The Edmoron Symptom Assessment Scale

The Edmonton Symptom Assessm8gsten(ESAS), although now usually referred

to as the Edmonton Symptom Assessn&ndle was designed for the monitoring of
patientsd symptom experi en@Brmeraenal.d99pal | i at
The orginal version of the ESAS used a visual analogue scale frod00mm to

measure the intensity of each of eight symptoms (pain, activity, nhausea, depression,
anxiety, drowsiness, appetite and wading) with 100mm being &hmost severe

symptom distress.ifce then, herehave beem number ofevisedversionsdifferent

symptoms have beesddedor removed visual analogue scales have beeplaced

with numerical rating scaleand the frequency of assessment has varied from four

hourly to dailyin in-caresettingsor weeklyto monthlyif being used in clinics or out

patient settingslt has also been translated into over 20 langu@yeera et al., 1991;
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Hui & Bruera, 2017)Yet despitdts widespread uset has leen recognised that the
diversity of ESAS modifications has made creisdy comparisons difficult and
reinforces the need for a standardisedtrumentand administration processes.
NeverthelessWatanabe, Nekolaicl Beaumont, and Mawani (2008)fend its

continued useas no faultless instrument exisasidthe ESAS has had its use justified

in systematic identification and monitoring of symptoms.

The ESAS has been validated wibveral different populationgrimarily within
cancerin-patients(Nekolaichuk, Watanabe, & Beaumont, 2008; Nelson et al., 2001,
Stromgren, Groenvold, Pedersen, Olsen, & Sjogren, 2002; Yesilbalkan, Ozkutuk,
Karadakovan, Turgut, & Kazgan, 2008ndhas had significant use within nephrology
(Davison, Jhangri, & Johnson, 2006; Flythe et al., 2@16) cardiologyShah et al.,
2013; Udeoji, Shah, Bharadwaj, Katsiyianr§s Schwarz, 2012) It has alsabeen
found to be useful as an audit instrument for palliative symptom cdBmolgeon &
Harlos, 1999; Rees, Hardy, Ling, Broadley, & A'Hern, 198R)i and Bruera (2017)
attribute the widespread use of tBEAS dueo it beinga pragmatic patiencented
symptom assessment tool that is easy to administer, interpret, and lepast the
ability to assess 10 symptoms making it mdithensional and able to identify
symptom clusters and concurrent symptonespnce. Although it has been
psychometrically validated by multiple groups (Hui & Bruera, 2017), it has had few
validation studies in nenancer populations and it has not been validated ihdhg
Term Caresetting population such as nursing care hofemndt et al. (2006)tilised

the ESAS as identified in the literature revieand found it to be an effective tool for
this population in relation to proxy data collection and for patients withcaaoer

diagnosesMore recentlyit has been usedithin a study into end of life symptoms in

116



Norwegian nursing hom&Sandvik et al., 2016), althouglost data collection of this
study, it was reported to be the only end of life care instrument with a relevant

symptom list to assess change in symptom intensity by a continuous scale.

Due to the aticipated nature of the population in this study, a prime factor for selection

of the ESASIs that itcan be comglted by the patient or by proyself-repating is

not possibldBruera et al. (1991sowhilet he ESAS is intended t o
perspectie on symptoms, in cases where the patient is unable 4@peltt,the source

of information may come from a proxy (such as a caréhere has to be a degree of
caution with this asaryali et al. (2006)eported errors isome types ofymptom
intensity (for sleep and appetite) when used for-asfssmentagainst proxy
assessmenAnother challenge that arises, particularly when using proxy assessment
rather than selassessmenis the measurement of psychological symptoms such as
anxiety and depressiorthis is considered to be methodologicallyaliénging
particularly at the very end of lifgkozlov et al., 2019andthey are considered to be
burdensome to both the patient and the care gn@vever attempts taneasureand
manage these throughout thiaelss trajectory are still nessaryA benefit of using

regular staff to assess patients is that they have prior knowledge of the patients and are

able to use that tammform their clinical assessment

Thescdes were presented horizontally which madeBEBASsimpe to useHowever,
the direction of the visual scaléhorizontal or vertical) may have rainfluence on
measuremeniOther scales such as the WeBaker scale have reported that vertical
scale increases validify’wWong & Baker, 1988)Other studies have reported largely

positively when the ESAS was used by patief@aba, Fransson, & Lindh, 2007;
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Watanabe, Nekotaichuk, et al., 2008though thestudyby Watanabe, Nekotaichuk,
et al. (2008)ound that patients fond some of the medical terminology difficult to

understand.

Some of theeaported imitations of the use of the ESABave included ifficulty in
completion and itsompletion being time consumiiigees et al., 1998Although the
ESAS has been found to be a feasible and useful instrument for paltate nurses,
less well qualified nurses found it more difficult to use indicating that the level of
training of staff may influence its perceived ease of (Watanabe, McKinnon,
Macmillan, & Hanson, 2006)so this study pposely selectedjualified nurses to

overcome thapotential issue

Taking the above into consideration, a modified version of the ESAS was selected for

this study, and this was csidered for a number of reasons:

The modified versiogontains 12 items;ompared tahe usual 10. Thigave a greater

breadth of symptom measurement. It also omitted a symptom that had been previously
included- 6 webleli ng o . This symptom hwadonyacei ved
surrogate marker for an overall score of sympttistress due to a lack of consensus

of what it really meant. To balance this in a more useful way, the modified ESAS
contains an equally weighted summation of scores that may estimate a construct of

total symptom distress, which in turn is related tdigiale goals and quality of life
(Richardson & Jones, 2009).has a fowhourly numerical rating scale (the previous

version had a skhourly scale) which was found to be simple and valid within a

longitudinal assessment (Davison et al., 2006). Unlitkeeroversions, there was a
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stratification for symptom severity. This avoided staff having to assign a numeric value
to rate the symptoms, amlous reducinghe number of options available and adopted

a rating of mild, moderate, or severe. There was an alyam that eight symptoms
were assessed on an obsemated score between-03 (0 = None, 1 = Mild, 2 =

Moderate, 3 = Severe), but four were required to be rated as present or absent.

4.12Dependent variables

Data were collected regardiri symptomsThe symptoms were: pairtiredness
(fatigue), drowsiness (sleepiness), depression, anxiety, hausea, anorexia, shortness of

breath, secretions, constipation, unable to respond and areliriu

4.13Completion of theresearch study

At the end of the ninmonth data collection, either the researcher or research assistant
visited the care home and collected any completed forms amdsbarch studigox.

At the same time, information posters wezmoved and new postgilppendixxiii )

were provided to each carerhe to let all staff know that the data collection was over
and to thank them. A letter of thanl@&ppendixxiv) wassent to each manager with a
short descriptive summary of the data from the flesiths from their care hopence

100 deaths in total hadebn achievedpncethe information was collated. A more
detailed summary of findings (from the first 100 deaths) from all care homes
(anonymised) was completed and sent to all care homes within 12 weeks of the end of

data colletion.
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4 .14 Ethical issues

Ethical norms in research have an important role. They not only promote the practice
of effective and respectable research, but act to consider and protect those involved in
the process. When conducting research with human beings, research ethicssonsider
the minimisation of harm and the maximisation of benefits a key requirement
(Shamoo, 2009)Two points of reference are used to guide and discuss the ethical
decision making within thistudy These are the four principles of ethiBeauchamp,

2013) and the Economic and Social Reskart€ouncil (ESRC) Framework for
Research Ethic§ESRC, 2015) By applying the principles addressed in the two

frameworks, all aspects in relation to thisdywill be addressed.

4.141 Ethical approval

Thestudywent through a full process to gagthics approval. Applications were made

to the local Primary Care Trust REC and the regiditd6 National Research Ethics
Service NHS NRES committee with botliespondinghat an ethical review was not
required for thisstudy. An application wamade tathe Division of Health Research
Ethics Committee at Lancaster University, which received full approval in February
2009.Table 46 lists the process and decisions and provides links to the documents

located within the appendices.

Table 4.6- Ethics approval processes
Description/Appendix no Notes

Letter of ethics approval from Lancaste Full ethics approval was granted following
University. Issued 28 January 2009 IHR Ethics Committee meeting on 11
(Appendix xv) December 2008.

Letter of ethics approVvdrom Lancaster A request was made to the IHR Eihi
University. Issued 20 February 2009 Committee on 20 February 20@9increase
(Appendix xvi) the number of participating care homes frorn
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10 to 11. This letter confirmed that it was a
minor amendment arttie research still met
the requirements for ethical approval.
Letter of ethics approval exemption fro The project outline (similar to the outline
NHS RES. Issued9 September 2009 provided to the IHR Ethics Committee) was
(Appendix xvii) submitted The Chairadvised that it was
considered to be an audit so did not require
ethical review by the NHS REC.
Letter of ethics approval exemption fro The project outline (similar to the outline
local PCT Issued 27 August 2008 provided to theHR Ethics Committee) was
(Appendix xviii) submitted. The study did not require PCT
Research and Audit approval because the
study did not involve PCT staff or patients.

Collecting data on people at the end of life requires additional consideration,
particularly aroundhe nature and type of the information. Theses were reporting

on information that was usually collected as part of normal care and was thus classified
as Oexisting datad by the National Res ea
proposal was consided (NHS, NRES 2008). It must also be noted that when the
research proposal was approved in 2009, much of the current ethical guidance and
requirements for research was predominantly for clinical trials anehsvapeutic
medical researcfSmith, 2008)and ethics approval for studies such as dhiswere

less fregent and therefore this did not always readily align with guidance. However,
reviewing the study by current guidance, it would still not be considered research by
the NHS because: the participants in the study are not randomised to different groups,
the stuly protocol does not change treatment or care from the accepted standards and
the findings are not generalizable beyond the specific popul@fledical Research

Council, 2015)

¥ PCTs (Primary Care Trustsjere part of the NHS and responsible for commissiopiitgary;
community and secondahgalthservices from providefsom 2001 to 2013. They were superseded
by Clinical Commissioning Groups.
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4.142 Ethical issues arising in thestudy

When considering the frameworks of Beauchamp and the ESRC Wwoaknéor

Research Ethics, the following aspects are relevant tostady; and will be now

discussed in more detail: autonomy, beneficence, avoiding harm{al@ficence),
confidentiality, independence and justiGée approach to consent will be disass

further inthe next sectionbut t hi s study wutilises O0exi s
required to adopt the usual O¢Boddy,20l0)t 6 pos
However, to maintain the integrity of teudy, participants were fully informed of the

studywith the option to either opdut or withdraw at any timduring data collection

and this will be discussed in relation to ethical principles. The section will conclude

with a consideration of the principles specifically in relation to closed institutions.

4.14.3 Autonomy

Respect foautonomy is the first of the four principles of bioethHiBsauchamp, 2013)

and calls for a respectful conduct when disclosing information. To make an
autonomous decision, requires information giving afieéely given decision (without
coercion) to take part in researd¢hformation was provided in all of the care home
sites and was openly displayed in public areas as well as featuring in resident and
family meetings and newsletters. The researcher vaitahle to meet with residents

and families who required further information or clarification.

Consent is a foundation principle of research and is linked closely to the concept of
autonomy. It refers to the participation of an individual within a researoject

(Miller & Wertheimer, 2010) As consent is a procedure, rather than a simple yes or
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no, the whole process of teidyneeds to be cortéred and the ratiorefor the way

in which consent is obtained needs to be carefully weighethgissue of consent
within this study needed to kmensitively tailored to the practical, emotional and
psychological needs of those involvd@@radburn & Maher, 2005Due to the nature

of the study it was exempt from full informed consent procedures and individual
informed consent was not required. This approach toetdrzas been utilised in
several other studies involving similar populations in care home sefireysdt et al.,
2005; Brandt et al., 2006; Brechtl et al., 2006; Solloway et al., 2@ABgr studies in
similar sttings(Lichter & Hunt, 1990; Morita, Ichiki, Tsunoda, Inoue, & Chihara,
1998; Nauck, 2001have not indicated if or how consent was gained which may
indicate some of the challenges involved. A wider examplesah#dar approach can

be seen in a study conductedMsicleod et al. (2000)This required identification of
cases through the cancer registry, and then death register and NHS record review. It
was done without seeking individual infoeshconsent for data collectiomjthough
patients had to be made aware, through leaflets and explanation, that data collection
for this purpose was taking place and were invited to comment upon it. Thef@tudy
this thesiswas considered minimal risk (as dissed insection 4.14.2)which
supported the decision to not require full informed consent. Firstly, the demographic
information collected was neidentifiable, and neither care homes nor participants
would be identified within any external reports or lwdtions. Secondly, the
observations were neanvasive and formed part of the usual care routine carried out

by staff.

Despite the above instruction that fully informed consent was not necessary, the

researcher believethat it was important to adher® tthe principleghat informed
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consent obliges i.e@espect for the person, not deceiving or exploiting nor shaming or

harming in any wayBoddy, 2010)

4.144 Beneficence and avoiding harm (nommaleficencg

Leading on from the discussion of consent above, this was guided by a balance
between benefence and nomaleficence. As thistudywas prospective in nature, it

was not known wo would be participating (i.elying during thestudy) until the
resident started on their dying trajectory. It would have created a greater risk to consent
every persoin the care home, as there was a high chance that they would not become
a participant but would have had a potentially upsetting discussion if they were to have
been individually consented into teudy Given that the situation around imminent
death prowkes a very personal reaction, it was more appropriate that the information
was provided generally and each person had the opportunity (either through the care
home staff or the researcher) to gain more knowledge abasttitiyeThis was carried

out witha degree of caution as some studies have reported findings that professionals
believe that research in dying patients is never approgdatRaeve, 1994; Hughes,
Preston, & Payne, 2013; Preston, Payne, & Todd9R®fwever, also reported is

that involvementin researchcan provide a sense of empowerment, of value and

contribution(Bradburn & Maher, 2005)

Within thisstudy it was agreed that participants woulaok face any harm that it was
considered Omini mal risk researcho- for
invasive. The 2am observation was not carried to avoid unnecessary disturbance to

residents. The onlyqtential impact was that an increased and more thorough symptom
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measurementould improve care. While no research that is harmful should be
undertakerfCowan, 2009)being prohibited by gatekeepers may be unethical in itself,

in that it denies the residents the best possible(Parahoo, 2006 his study did not

face thesehallenges (it has already been discussed how the care homes were engaged
with which supported this) and as a resulom@ chose not to take part in the study or

opted out during the data collection.

4.145 Confidentiality

Confidentiality was maintaineith a number of ways. Study codes were used for both

care homes and participants on all completed data forms. The staff completing forms
used a unique code for each resident/form completed. The staff kept a separate master
document that links thetudycodke t o subjectsdé identifying
office. Identifying information of the participants was not shared with the researcher.

The care homes in tletudywere dispersed across a wide geographical area meaning

it was not possible to identifyé individual homes.

All research study data wekeptsecure at all times. All paper records were ket
locked cupboard andll computerised recordsad ®curity codes assigned them

Data will be destroyedin line with the Lancaster University'|Research Data
Management Policyhich currently states "that all research data will be stored in
either electronic or paper form for a minimum of 10 years after the end of a project,
unless ethical considerations, participant confidentiality, FOI requirvenoe external

agencies @.,NHS, specift al | y r e q u @antaster Urliversityy 2088¢ 0
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4.146 Independence

There were no conflicts of interest identified prior to this research. The researcher was
known professionally tdie care homesho took partn thestudy, but was notlirectly
associated with any care honddis raises questions about researgiuesitionality in

a positivist studyhowever(Jafar, 2018pargues thapositionality des not undermine

the truth of thaesearchput ratherit marksthe boundaries of the researthis the
intention of the researcher to be open and transparent about their involvement and how

this may have added to the value of the research.

4.147 Justice

Justice is being fair to research participants and although a potentially subjective
principle (Pieper & Thomson, 2013bhe researcher recognised that a greater evidence
base in end of life is needed. Research could only take place in this population as the
distinctiveness around end of life care is normally not generalisable to research with
people who have curable conditions, therefore if people at the end of life are to be
offered the best levels of care, research needs to be conducted within this group
(Perkins, Barclay, & Booth, 2007; Seymour & Skilbeck, 200Rgspite some
concernsGysels, Evans, and Higginson (&) found, througha systematic review,

that the majority of patients would be willing to take part in end of life research.

4.148 The principles of ethics in closed institutions

Gatekeeping is when health professionals or families prevent partiifpamt being
asked to become involved in research studies in the belief that they are protecting them.

(Preston et al., 2009)>atekeepers are usually health professiqAdéxander, 2010)
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and can be potentially paternalistic and tokenistic preventing potential participants
from speaking for themselv€g/alker & Read, 2011)In thisstudy, there was a risk

that care home staff would block the rasder from having access, bjther not
involving them or failing to comply with data collection. The emphasis dnoétife

care makes this a greater risk. Knowing the care homes in a professional context is
more likely to create a supportive approditalker & Read, 2011)however the
researcher needs to be aware of the potential influence leading to bias. There needs to
be a balance of remaining independent while being able to use the professional

relationship to ensure good research outcomes

Gatekeepers can both facilitate access to participants and bar tl{fEmeel, Hughes,

Greenhalgh, & Sales, 2007heresearchvas conducted with care, respect and regard

which helped to support a high level of participation with minimal missing data

(Gysels et al., 2012)ndividual support and supervisiaptimisedtle par t i ci pan!

contributions (Beaver, Bogg, & Luker1999)

4.15Reliability and validity

Due to the nature of thretudy, one feature requiring particular deliberat@mmncerned
rigour. Rigour in research normally refers to the way in which integrity and
competence are confirmed to enhance the qudlilysoesearci{Coryn, 2007; Heale

& Twycross, 2015)In quantitative research, this is attained through measurement of
reliability and validity. Although these are often treated separately, they are inter

related and form a continuu¢firochim, 2008)
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Reliability refers to the consistency and dependability of a measurement, @& to th
degree to which an instrument measures when repeated in a population of groups or
individuals (Bruce et al., 2008)Although reliability cannot be calculated exactly,
reliability estimation ca be exercised. The main categories of reliability to be
discussed are equivalence, stability and internal consis{@utyen, 2011; Trochim,

2008; Twycross & Shields, 20Q4)

Firstly, to demonstrate reliabilityeween the préest and postest data, a-test can
applied to demonstrate if the equivalent forms of a test yields consistent results if
applied to matched samplé¢€ohen, 2011)In this study matched samples using
demographic data were shown through a high correlation coefficient and through the

means and standard datrons between the two groups.

Secondly, to achieve a lelof agreement between the care home staff, who were the
observers, a process was identifigdeale & Twycross, 2015)These involved
ensuring consistency of interpretation through training and support; and minimising
external sources of variation by having agreersgmptom definition. Although these
second actions were not an estimate of reliability, they would help to imgheve

reliability between raters.

All of the qualified staff within the care home were provided with an information sheet
regarding the studgAppendix x). A preforma was provided to each care home to
record when the information was given to the member of staff and the member of staff

would sign to confirm they had received and understood it (Appendix xi).
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All care homes were offered trainisgssions to support qualified nursing staff with

the use of the ESAS8sing case studies and sample ESAS formsustain mternal

reliability and rigour(Potter et al., 2003)A general overview of the project was

provided with the pportunity for questions and feedback. The ESAS was introduced

to staff and a facilitated case study based a f i cti onal resi den
demonstrated the use of the scale. This a
increased interelater eliability by checking that raters agreed with the rating scores

of the ESAS (Hearn & Higginson, 1999; Zimmermann et al., 2QH)t also agreed

with each other over the values to be applied. This supported a standardisation of
measuremdrthrough different conditond he o&écbH6i hseHdebély tohe res
lead the training sessioran be seen in Appendix Xiihe use of a single assessment

form enabled staff to become more familiar with its use. The ESAS form was kept

with the resider@s usual monitoring paperwork and used kaffsat the bedside to

enable them to make assessments in the same way regardless of the staff member

carrying out the assessméBtuera & Portenoy, 2001)

During the sessionseédback fronstaff identified that there was a lack of clarity of

the terminology used for labelling symptomsis@esponsea pro@ss to standardise

the definitions was employeitihe lack of clarity of the terminology may have arisen
due to the origins of the ESASofm the United States as some of the language,
although English, felt unfamiliar to the care home sféffe staff needk a greater
understanding of the vocabulary used in the ESAS to promote consistency,
applicability and to increase inteaiter reliability. The use of a global description was

a method adopted bBisgaard et al. (2011yvho recognised that diagnosis and

monitoring (n the casefad h ma) was ¢ onf banddbrptiobwithisecor
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i naccur at e tl&5).rwhabletb chgngedthe (sgconddcheeporting, they
set about standardising the terminology. Adding extra definitionthe ESASIs
supported byWatanabe eal. (2011) who also found that some terms in theASS
were perceived as confusingconsistency in definitions does maitegaininga form

of consensus for meaningful clinical or research comparigussell, 2015)

As a solution, buto prevenimodifying the ESASeyondits original format, a list of
definitions wereobtainedrom NHS choicegwww.nhs.uR and printed on the reverse
of every ESAS form. Staff subsequentyported that it clarified the terminology used
and helped them to be more swmtent in the application of the instrumeiihe

definitions that were used are presented in Table 4.7

Table 4.7- Definition of terms used in the Edmonton Symptom Assessment
Scale (ESAS)
Symptom Definition
Pain Pain is an unpleasant physical or emuaicfeeling. If a person canni
report pain, they may show it in a number of other ways, suc
restlessness, agitation, grimacing or groaning

Fatigue Fatigue is extreme tiredness and lack of energy, which makes

(Tiredness) minor tasks difficult

Drowsiness Drowsiness is when someone feels extremely tired and uncontro

(Sleepiness) near to sleep

Depression Depression is when someone has feelings of extreme sadness,
or inadequacy that last for a long time

Anxiety Anxiety is an unpleasareeling when someone feels worried, une
or distressed about something that may or may not be about to h:

Nausea Nausea is when a person feels like they are going to be sick

Anorexia Anorexia is a loss of appetite is when a person does notuiaghhor
wants to eat

Shortness of A person may be short of breath, unable to take a deep breath, g

Breath for air, or feel like they are not getting enough air

Secretions (Y/N) An excess and/or thickening of respiratory secretions

Constipation Constipation is when a person passes stools less often than us

(Y/N) when they are having difficulty going to the toilet because their si
are hard and small

Unable to When a person becomes increasingly difficult to rouse or irep ke

respond (Y/N) state and will be unresponsive
Delirium (Y/N)  Delirium is a severe state of mental confusion and anxiety that m
may nhot involve hallucinations
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4.151 Reliability

The purpose of reliability in this form is to measure consistency over tichevigm

similar samples. In this studthis has beenchieved through two measures. Firstly,

the studyused a prospective data collection method. Prospective data sets are usually

more complete and are less reliant on memory as they are recorded at tlgatime
measurement i s made o6in timed which mean:c
occur, therefore promoting consistency across samplesstiidg also utilised the

ESAS, which has been shown to have reliability in similar populations. The time span

of data collection improves stability as a reliable instrument used in similar research

will yield similar data from similar participants over tir(@ohen, 2011)

Researcher (observer) consistemag improved by the use of triangulation within the
methodgAdami & Kiger, 2005) Due to tle nature of the data collection period, there
were a number of observers. The observers were based in different locations/care
homes. In addition, thereasan increased number of occasions when the observations
were made. These were assessed using aetest/ correlation coefficient such as

Spearman, Pearson etesst(Trochim, 2008)

Internal consistency refers to an agreement of the results for different items for the
same construct within the nmae. A common way of calculating correlation values

is by the use of Cronbach's Alpftdeale & Twycross, 2015 he studyranthis test
through SPS39to measure the consistency amongst the items by calculating all split
half estimates from the same sample. Thily amvolves one administration of the

instrument.

131



4.15.2 Validity

While reliability is about the consistency and dependability of a measurement, validity
involves the degree to which empirical evidence supports the suitability and relevance
of the interpreations of scores, or more simply, the accuracy of the measurement
(Kaplan, 2008; Trochim, 2008; Twycross & Shields, 2004e main types of validity

that will be discussed are content validity, criterion validitg construct validity and

will be regarded in relation to internal and external validity.

Face validity is the weakest type of content validity, but it does has value in that it
helps shape the instrument and helps shape the construct into a gffatetym,

2008) There were a number of elements that gave shidy face validity. The
instrument had been introduced to the observers, i.e. the registered nurses who were
involved with collecting datarior to thestudy period. As the data that wexlected

during thestudywas the same that they would usually collect as part of normal care,
they were considered to be a good judge of the suitability of the instrument. Had this
been rejected by the daiwers, it may well have been considered to not have face
validity. A more rigorous way to assess content validity was carried out during the
selection of the instrument when previous validation studies were reviewed. Key areas
to consider were that an appriate range of end of life symptoms were included as
this was a key domain within the research question and that the instrument was able to
be used o6over timed due researchAltough ther gi t udi
instrument was not validated ihe care homes setting, it was not believed to signify

any element oforstructunderrepresentation.
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Construct validity links the measure and the theory, although there has been a shift
from thinking about the validity of the test to the validity of theacomeqColliver,
Conlee, & Verhulst, 2012)Constructs can be concerning causes, effects and the cause
effect relationship. If the construct is not valid then a test on which it is established
will not be valid eitheTrochim, 2008) Within thisstudy the construct malge seen

as measurable symptontgywever, within positivism, it is more common to define
constructs by their relationship with other constri§€slliver et al., 2012)Applied

to thisstudy, it means that evidence for the construct comes fwitdence for the
instrument through # wider validation of the ESASn addition, construct validity
within this study was increased by virtually eliminating selection bias as all
participants who died over tlstudyperiod would be included unless theyose for

their data not to be included or they died away from the care hama¢her method

to increase construct validity is to reduce the risk of type | and type Il errors within the
resultsi type | can be addressed by setting levels of significagpe,It by reducing

the level of significance.

Criterionrelated validity is similar to construct validity, but Imkhe test to external
criteriasuch as another te@tleale & Twycross, 2015Within thisstudythere was a

risk of choosing an instrument based onvanience rather than being fit for purpose,
thus increasing the risk of criterion errors. However, comparing instruments against
each other enabled the best fit for the criterion as well as the most convenient
instrument to userhis in turn increases thgeneralisability and replicability of the

study
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4.153 Other considerations in relation to reliability and validity within the study

The I mpact of the invol vement of partici
consent methods as highlighted Bynith (2008)and Cassell and Young (2002an

impact upon both the reliability and validity of the findings. By edalg difficult to

research groups, such as dying patients or those that are unable to give fully informed
consent can result in a limited subset of the potential population and may give a false

|l egiti macy t o (Cosselc&cYeun 2002) 6 st udi es

4.16 Managing the data

At the time of data collection, the data were enteredd$RSS 19 by an administrative
assistant. At the time of input, the data were cotwsked for accuracy against the
original data collection forms by the researcHdre datavereentered into SPSS 19

by an administration assistant, so teeearcher wodlconduct the data cleaning. A
small sample of the data € 8, 5%) will be reentered into an empty database and
compared with full data set. If any errors are detected, they will be traced back and
compared with the original data forms, and fully comdctrull details of the

adjustments will be expanded upon in tesultschapter.

4.161 Data transformation

Data often requires transformation to enable a data seesemble a normal
distribution by making it fit anormal distribution curve or whethe variance of the
data is not homogenoushis is donenot only to bring it to normality, but to try to

meet the assumptions prior to using any type gérzeral linear model, such atest,
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ANOVA, regression etddowever this processanalso fundamentalltransform the
nature of the variable making interpretation more complex duketmature of the
transformationgOsbourne, 2002)it is the intention of thisesearch studio utilise
nortnormal dataif necessaryand exhaust all analytical options prior to making a
decision to transformA specific section regarding any data transformation required
and an explanation for the inclusion of valid reormal data will i provided at the

beginning of bapter five

4.162 Missing data

Depending on the type of missimigta, the following options will beonsidered to
determine how to handle the missimgues(MacFarlane, Veach, & LeRoy, 2014)
Although excluding cases with missing data are commonorimesdisciplines such as
psychology and educatigBaraldi & Enders, 201Q)thesoftware package used in the
research study (SPSS 19) has a default option to implement the generation of
replacement valuesdowever,the nature of this process needs to be considered in
relation to the type and purpose of the sitig data. The following methods will be
utilised in the event of missing dat a. I
to be less problematic and not bias the available data. In this case the missing data will

be disregarded, with the availallata analysed; however, this would depend upon the
number of missing data compared to the size ofiitase{Denis, 2015; Higgins &
Green,2008) | f data are Onot mi ssing at rando
related to the specific characteristics of the participants, then the missing data will
become nosignorable and publishing the available data alone will lead to Ibitsis

case, the missing data will be imputed with a mean value, and will be treated as if it
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had been observed (Denis, 2015; Higgins & Green, 20@8}. Observation Carried
Forward (LOCF) isalternativemethod. In LOCF, the last captured valsecarried
forward andassumeahot to alterover time. This is a popular methbdt requires that
outcomes do notary when data become missing aheta single data point can be
used taapproximatehe distribution of potential valu¢slolnar, Hutton, & Fergusson,
2008) Specific details regarding the treatment of any missing data will be provided at

the beginning of chapter five.

4.163 Statistical methods

Descriptive statistics will be used to describe the study popualdémographics (both

the care homes and the participants/residents), with the results reported as Mean,
Standard DeviatiorSD), Median and Range. Twelve symptoms will be systematically
measured and recorded using Medified Edmonton Symptom Assessmerta
(ESAS) at four hourly time points dad the data collection periodes Appendix xiv).
Monitoring will take place five times per 24 hours at 06.00 hrs, 10.00 hrs, 14.00 hrs,
18.00 hrs, 22.00 hrs. A measurement of the symptoms at 02.00 hirstevealenally

not included to avoid residents being unnecessarily disturbed at night.

To test the hypotheses, the following methods will be used

Hypot hesis one and three: 0t here wild/ be
the total symptom load betwedn8 hour s, 24 hours and 4 ho
0t here wil/ be an increase Iin the presen

between 48 hours,24heur and 4 hours prior to deatho.
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To provide an overview of the presence and intensity of syngédithree time points

prior to death (4 hours, 24 hours and 48 hours), descriptive statistics will be used. This
will result in four groups: a) total symptom presence load, b) total symptom intensity
load, c) individual symptom presence and d) individaimptom intensity.This

process is descrd in Table 4.

Table 4.8 The calculation of the presence and intensity of symptoms

Group Description Method of calculation

Aand B Total symptom The mean scoref the presence or intensity of
presence load and each individual participant at a given time poir
total symptom (4 hours, 24 hours, 48 hoursgre added
intensity load together and then divided by the total number

participants this resulted in a total symptom
load score for each time point footh presence
and intensity

C Individual symptom The number of symptoms per participant were
presence calculated by totalling the numbef symptoms
at each time point (4 hours, 24 hours, 48 hour
D Individual synptom  The total intensity scerwas calculated by
intensity totalling the intensity score of symptoms at ea

time point(4 hours, 24 hours, 48 hours).

These symptom scores will be analysethmfollowing ways:

1) For the total symptom load scores for presence and intensity (a & b) and the
individual symptom score for intensity (d), a emnay repeated measuresalysis of
variance (ANOVA) will be conducted on the participants for whom tlaeesdata
available over the three time pointd € 61). In this instanceANOVA is used to
determine whiker there are any statistically significant differences between the means
of two or moremeasures for the same participantEhese will be reported as tke
value, degrees of freedordf), p value and partial thetal) (an estimation of effect

size) Next,post hoc comparisonill be performed. The total symptom load (presence
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and intensity) and individual symptom intensity will undergo a pairwise comparison

to look for significant differences between the three fooiats. ANOVA can be used

for thesedata because there are three or more groups and the data are continuous. The
distribution of the data must be normal, and standards deviations must be similar for

each group (homogeneity of variance). Data will be olesselv agai nst Maunchl
of Sphericity to ensure that the data demonstrate compound symmetry. If the
significancevalueis p < 0.05, this assumption is violated. Due to the nature of the data
collection instrument, only eight symptoms will be includethgindividual symptom

intensity, because four of the symptoms (secretions, constipation, unable to respond
and delirium) were recorded in the data c

not have an intensity score.

2) The individual symptom psence score (c) is categorical data because a symptom
can only be present or not, so tQted will
will be used because this is a Aoarametric way to find differences in matched sets

of three or more groupshése will be reported as tkevalue. As previous, post hoc
comparisons, in the form of pairwise comparisons will be performed on any that have

a significantQ value 0 < .05) (SPSS does not perform multiple comparisons when the
overall test does not shosignificant differences across samples Co c @testn 6 s
can be used because there is one degendichotomous variablépresence or

absence)

All of the scores for a, b, ¢ & d will be reported as uncorrected. A Bonferroni test is

the most commonly useéstto correct for multiple comparisohewever its use needs
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to be considered and it should not be used routit@gsideration needs to be made
as to whether (1) a single test of the universal null hypothesis that all tests are not
significant is reqgired, (2) it is essential to avoid type | error, and (3) a large number

of tests are carried out without goanned hypothesdarmstrong (2014a)

Hypothesis twand four o6t here will be an associati on
intensity ofthe total symptom load and the key characteristics of residents at 48 hours,

24 hours and 4 hours prior to death a thede wiil be an association between the total
presence and intensity of individual symptoms and the key characteristics of residents

att he ti me cl| osest tThe peseace dnd iftemsity di Symptoths h o u r
will positively correlate with older age, a higher number of diagnoses, a longer length

of stay and a male gender 0.

An inferential analysis will performed to test the bgipesis, and to observe for
associations between the symptoms and the participant characteristics. Depending on
the distribution, it is planned to use a parametric test of bivariate correlation, Bearson
correlation coefficient, to measure the strengttl dimection of linear relationships
between the variables. To use Peabs@arrelation data are required to be continuous,
have an absence of outliers dmnormally distributed. The Kolmogoro®mirnov

test will examine if variables are normally distried. When observing for statistical
significance, a significarg value will be reporteavith the level of significance set at

p > .05, although smaller values have been reported on where appradpoiater

the effect size (in this case the product motrerrelation ceefficient) will also be

reported to see the strength of the association. It can be argued that a more clinically
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useful approach is promoted by the emphasis of the size of effect as unlike,

significance tests, effect size is independérsiample siz€McLeod, 2019)

4.17 Storage of data and information, data protection

The competed demographical information and tB8AS forms, once completdxy

staff, were stored in a central point in the home prior to collection by the researcher or
administration support person. This was agreed with each home individually, but
needed to be in a secure place in tlaee home.A stock of theresearch study

doauments were stored in each home in a brightly coloured box and contained all the
documents. The boxes were kept secure in the staff office and easily located for staff
compl eting for ms an &nvaopes avete peosidedafor @acke mi n d e
completed érm, which were sealed before placing in the central storage pditite

paper information was kept in a locked filing cabinet in a locked research office at
Cheshire Hospices Education (hasedaSt Luke 6s ( WihsbosdhThe e) Hos
paper copiesvill be destroyed at the end of the research study on completion of the
thesis.All electronic data weresaved on a passweahly accessible drive on the

network of computers belonging to Cheshire Hospices Education. This system

complied with the Data Ptection Act, registration number Z6557193.

4.18Conclusion

This chapterpresents the ontological positioning of tisisidy within the positivist
worldview, chosen to answer the siie aims and objectives of thisudyas identified
at the beginning othe chapter The characteristics of this position are identified and

how this shaped thetudydesign. Taking a positivist stance to measure symptoms may
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require no further discussion as it aligns to a dominant weslgvhowever, this
chapterhas demonsttad that this was the most appropriate choicepi$temology

But due to the nature of tlstudy, particularly in relation to the aspects around end of

|l ife and the inability of the popul ation

approach wathe appropriate one to take.

A positivist approach has subsequently influenced the choice of methods in order to
measure the incidence and prevalence of symptonike waining that knowledge in

a transparent and opamnner
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Chapter 5 - Results

5.1 Introduction

This research aims to study the presence and intensity of physical symptoms of
residents in the dying phase in care homes and explore whether there are changes in
symptoms over time and how they relate to specific demographicsotied

characteristics.

The objectives of the research are:

1. To measure the presence and intensity of total physical symptoms, and test the
associations between key characteristics (age, gender, number of diagnoses and
length of stay), during the finaBours of life in people who are resident in a

care home.

2. To measure the presence and intensity of individual physical symptoms, during
the final 48 hours of life in people who are resident in a care home and test the
associations between key charastecs (age, gender, number and type of
diagnoses and length of stay) during the final 4 hours of life in people who are

resident in a care home.

3. To propose a typology of symptoms associated with the dying phase derived

from the population charactetiiss and the longitudinal changes over time.
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To be able to test research objectives one and two, the following hypotheses were

developed:

1. There will be an increase in the presence and intensity of the total symptom load

from 48 hours, to 24 hours addhours prior to deattiResearch Objective)l

2. There will be an association between both the total presence and intensity of the
total symptom load and the hypothesised characteristics of residents at 48 hours, 24
hours and 4 hours prior to death. Theegence and intensity of symptoms will
positively correlate with older age, a higher number of diagnoses, a longer length of

stay and a male gend@esearch Objective 1).

3. There will be an increase in the presence and intensity of individual symptoms

between 48 hours, 24 hours and 4 hours prior to dédkdarch Objective)2

4. There will be an association between the total presence and intensity of individual
symptoms and the key characteristics of residents at the time closest to death (within
4 hous). The presence and intensity of symptoms will positively correlate with older
age, a higher number of diagnoses, a longer length of stay and a malgBesdarch

Objective 2).

This chapter presents the findings from the research. First, the saithpkedescribed
through the presentation of the organisational and participant characteristics. The data
are complex in parts, due to the cumulative nature of recruitment to the study, so these

will be described in depth.
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The first and third hypothesesill be addressed and met through descriptive and
inferential analyses of the data. A descriptive analysis of the occurrence of individual
symptoms will be presented and the total presence and intensity of symptoms will be
addressed through an inferentalalysis of the data utilising a one way repeated

measuréANOVAand pairwise comparisons at 4 hrs, 24 hrs and 48 hrs prior to death.

The seond and fourth hypothesewill consider the association between the total
symptom load and individual symptom prese and intensity and the characteristics
of age, gender, number of diagnoses and length of stay in care home at 4 hours, 24

hours and 48 hours prior to death.

5.2 Description of the sample
5.2.1 Organisational characteristics

Data were collected from 1dare homes with a mean bed capaoity0 (SD = 31,

range 30 137). All of the care homes were registered to provide care for both older
people and older people with dementia. Fotye per centn(= 334) of the total beds

(N = 656) in the homes were dgsated for older people and 43%= 282) for older

people with dementia. One care home had a third registration category for mental
disorder (6%mn = 40 of the total beds). Severtyree percentn(= 8) of the homes

were purpose built and 27% € 3) hadconverted residential properties for use as a
care home. The care homes were located mainly in town orgegthlocations. Sixty
fourpercenti= 7) of the care homes were 6for

for a list of the organisations rankby bed capacity).
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