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ABSTRACT
Aim: This research study aims to explore first-hand experiences of community
nurses providing end-of-life dementia care (EOLDC) and the meanings they attribute

to their experiences.

Literature Review: An integrative review was conducted to gain an understanding of
prevailing research and prevailing debates in EOLDC. Three themes emerged from
the review namely; challenges in forming a therapeutic relationship in EOLDC, lack

of specialist knowledge and skills in EOLDC and death anxiety and stress in EOLDC.

Methodology and Methods: The study utilised a qualitative research approach;
specifically, Interpretative Phenomenological Analysis (IPA). A purposive sample of
six qualified community nurses with experience nursing terminally ill patients with
dementia was recruited. Data were collected using face-to-face semi-structured
interviews, audio taped and transcribed for analysis. Rather than an interview
schedule, interview themes were utilised. Data were analysed in line with IPA, and
transcripts were read multiple times. Emergent themes from individual transcripts
were clustered into subordinate themes. Themes observed across multiple

participant transcripts were clustered into superordinate themes.

Findings: Findings from this study highlight the following superordinate themes: 1)
pride and pleasure, 2) it is overwhelming, 3) objectification, and 4) upskilling. The
superordinate themes are supported by the following ordinate themes: ‘it is gratifying
to be a nurse’ and ‘there is no better feeling’; ‘it is stressful’ and ‘anguish and bad
feelings’; ‘syringe driver’ and ‘that’s probably my coping mechanism’; ‘before it was

just cancer’ and ‘a little more training’.



Recommendations: Recommendations for professional practice emerging from this
study are; use of the conceptual frame work in supporting nurse education in EOLDC
and suggestions for policy makers to consider generic nurse education to bridge the

skills gap highlighted in this study.

Conclusion: This study showed that there are lines of tension in EOLDC. Although
nurses found their work rewarding, they also claimed that it simultaneously exposed
them to work-related stress, resulting in the use of self-care strategies to mitigate the
consequences of the emotional labour involved. Finally, this study highlighted a gap

in specialist EOLDC knowledge and skills among community nurses.
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CHAPTER ONE: INTRODUCTION

1.0 Introduction

This study aims to explore and contribute to understanding nurses’ experiences of
providing end-of-life dementia care. The subsections below provides the thesis
overview, context and background to the study, followed by an exploration of the
purpose of the thesis. This is then followed by a clear outline of the study’s research
guestions, research aims and a conceptual exploration of stress, resilience,
emotional labour in end-of-life dementia care. The chapter concludes by exploring

and discussing researcher positionality as it pertains to this study.

1.1 Thesis Overview

This thesis has been organised into ten chapters, covering the following areas:
introduction and background, literature review, positionality, methodology, methods,
findings, discussion, contributions to practice and policy, reflexivity and conclusion.

The chapters have been briefly summarised below.

Chapter One — Introduction and Background

This chapter introduces the study and provides relevant context to exploring
community nurses’ experiences of providing end-of-life dementia care (EOLDC). |
discuss major theoretical points, introduce the research question and provide a brief
justification for the relevance of this study. | also explore my research position and its
influence on my research and choice of methodology. This section also offers a
reflexive dialogue at the beginning of the thesis and explores the various factors that

led to and influenced this research.



Chapter Two - Literature review

An integrative literature review is presented to locate the position of this study in the
context of existing literature. A literature search was conducted using search terms
to identify and retrieve relevant articles from identified databases. This section
reviews literature that explores earlier studies concerning the research area,
concluding with a justification of the research question, showing research gaps that

this study aims to address and restating the various research questions posed.

Chapter Three- Methodology

This chapter outlines the theoretical, ontological and epistemological underpinnings
of Interpretative Phenomenological Analysis (IPA) and justifies its relevance to this

study. This is followed by a chapter on the methods used.

Chapter Four — Methods

This chapter aims to discuss the tools used to conduct the thesis, thus explaining the
research methods. The sections in this chapter explore sampling, data collection,
data analysis, ethical issues, approval process and the trustworthiness of the study.
It also includes a discussion regarding the gatekeepers of the research participants

and how they were approached.

Chapter Five — Findings

The results of the analysis of interview transcripts from all six participants are
presented in this chapter. As described in the methods section, data analysis yielded

emerging themes from each transcript. These were combined to form subordinate



themes. Overarching themes across the subordinate themes were identified as

superordinate themes.

Chapter Six- Discussion

This section compares the findings of the study with the presented literature review.
It notes congruence, conflict and originality emerging from this comparison by
locating the findings of the thesis in the context of existing theory and literature.
Finally, this chapter explores lines of tensions in EOLDC and discusses the
emerging conceptual framework. Recommendations for future research studies are

also made.

Chapter Seven — Contribution to Practice, Policy and knowledge

In this chapter, | discuss how my thesis contributes to the field of nursing practice
and nursing policy. Additionally, | make recommendations for professional practice
and suggestions for changes in policies. This section also explores the strengths and

limitations of my study.

Chapter Eight - Concluding Remarks

In this chapter, | revisit the research aims and research questions posed, after which
| provide a description of how | ventured to address my research question.
Additionally, | discuss the key discoveries and the impacts that they could have on

my future work.



1.2 Background to study

Nurses providing end-of-life dementia care are routinely exposed to patient deaths.
In the United Kingdom, approximately 850,000 individuals are diagnosed with
dementia; this figure is projected to rise to one million by 2025 (Wittenberg et al.,
2019). Approximately one-third of those aged over 60 years that is, about 100,000
people die with dementia each year. According to Estabrooks et al. (2015) the most
common cause of death in nursing home residents is Alzheimer’s disease and
according to Public Health England (2018) the mortality due to Alzheimer's is rising
against a declining trend for other causes of death such as heart disease and stroke
(see figure 1 below). Furthermore, there is a growing number of families and patients
with advanced dementia opting to be care for at home (National Partnership for
Palliative and End of Life Care Partnership, 2015). Although most of these cases
receive end-of-life nursing care, the lack of attention to the pathophysiology of
dementia among nurses and other clinicians may lead to poor end-of-life dementia
care since these patients are not perceived to have a terminal illness (Birch and
Draper, 2008; Sampson, Burns and Richards, 2011). The rising demands of an
ageing population suggest that the need for end-of-life nursing care will increase
(Crowther et al., 2013; Etkind et al., 2017). Even though there is an increase in end-
of-life dementia research (Van der Steen et al., 2014), there is a significant dearth of
research that focuses on the nurses’ experiences of providing end-of-life dementia

care.

Figure 1 below shows an increasing trend in mortality due to dementia and
Alzheimer’s disease compared to decreasing mortality due to heart disease and

stroke.
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Figure 1: Trend in the age-standardised mortality rate from 3 leading causes of
death, England, 2001 to 2016 and forecasts for 2017 to 2023

Caring for individuals with end-stage dementia is considered stressful and
emotionally draining as it exposes nurses to vicarious trauma (Meller et al. 2019,
Costello, 2001; McCreight, 2004). Vicarious trauma was developed by McCann and
Pearlman (1990) to define secondary trauma experienced by therapists following
exposure to patient’s traumatic narratives. This thesis looks to extend this definition
to include the long-term negative psychological effects experienced by nurses who

are involved in distressing end-of-life care.

Moreover, the NHS Staff and Learners’ Mental Wellbeing Commission by Health
Education England (2019) acknowledges that nurses carry with them a lifetime of
bereavement by exposure to patient suffering and death. Nevertheless, few studies
explored the nuanced psychological and sociological facets of grief from the
perspective of a nurse (Meller et al., 2019). Notwithstanding this, some nurses are
reluctant to talk about their experiences or receive formal support (Wilson and

Kirshbaum, 2011). This is hardly surprising, as nurses have a reputation for ‘coping’



and putting others’ needs before their own (Burnard and Chapman, 2004). It has
been observed that death education and social support in professional education
need further development (Bailey, Murphy and Porock, 2011). Nonetheless, few
writers have focused or sought to understand nurses’ end-of-life care experiences
despite evidence that improved knowledge increases competence for staff and
satisfaction with end-of-life care among bereaved family members (Arcand et al.,

2009).

Nursing is associated with stress, burnout and compassion fatigue (Hegney et al.
2014; Harrad and Sulla, 2018), resulting in absenteeism, staff sickness, poor morale
and high staff turnover (Maben et al., 2012; Géartner et al., 2012). Stress and burnout
have been proven to significantly increase nurses’ frustration and intent to leave the
profession (Flinkman et al., 2010). Studies suggest that about 10% of the nursing
workforce intends to leave the profession prematurely (Flinkman et al., 2013; Health
Education England, 2018). To corroborate, two-thirds of nurses identified staffing
shortage as the main barrier to providing exemplary care for dying patients (Marie

Curie, 2019).

Additionally, the Equality and Human Rights Commission (2011) inquiry concluded
that time constraints and high levels of staff turnover pose a challenge to providing
even the most basic standard of end-of-life dementia care. Although there is a
considerable amount of literature studying patient and carer experiences of dementia
care (Francis and Hanna, 2020; Beardon et al., 2018), limited studies have explored
the experiences of nurses providing end-of-life dementia care. Consequently, there

is a need to further investigate community nurses’ lived experiences of providing



end-of-life dementia care, as it presents an elevated risk of burnout for nurses (Rizo-

Baeza et al., 2018).

1.3 Conceptualisation of stress and Resilience in nursing care

The relationship between occupational stress in nursing and its adverse impact on
quality of life and patient outcomes is well-documented among scholarly literature
(Mark and Smith, 2012; Sarafis et al., 2016). It is widely accepted that nurses need
to be resilient to care more effectively for the patient (Sarafis et al., 2016). However,
one of the significant challenges faced by nursing researchers and nurse educators
is a lack of training that could help nurses quickly recover from stressful situations

and adverse events (Chamorro-Premuzic and Lusk, 2017).

This conception of stress and resilience is not a linear, bi-directional psychological
process. Lazarus and Folkman (1984), in their influential work, offer a helpful
description for this concept, depicting stress and coping as existing in a continuum
for the individual. At one end of the spectrum is the primary appraisal or assessment
of threats and challenges, while at the other end of the spectrum is a secondary
appraisal of coping options see illustration in figure 2 below (Lazarus and Folkman,

1984).



Stressors

Internal or external demands

A,

(Primary) [ Appraisals } (Secondary)
Coping Resources Coping Responses
Personal attributes Emotion or Problem focused
Stable environmental Coping
A
Long-term Outcomes Short-term Outcomes
Physical Health Relaxation,Positive mood,
Mental Health Feeling psychologically
Life satisfaction secure

Figure 2: Transactional Model of Stress and Coping (Lazarus and Folkman,

1984).

This dynamic model corresponds well with end-of-life dementia care, as it considers
various cognitive approaches instead of the traditional fight-flight approach to stress.
Furthermore, it accommodates individual differences in how appraisal and coping
take place. One must, however, acknowledge that further work is needed to
establish empirical evidence to prove that the application of this model to end-of-life
dementia care helps nurses develop resilience and thrive in stressful caring

situations, hence the needs for this study.

1.4 Emotional Labour in End-of-life Dementia Care
Although there is a vast amount of literature focusing on emotional labour in the field
of nursing care (Hunt et al. 2017; Cross, 2019; Cedar and Walker, 2020), there are

very few studies that investigate the impact of emotional labour for nurses providing



end-of-life dementia care on their overall wellbeing. Providing end-of-life dementia
care brings about an awareness of the suffering that patients go through, culminating
in a nurse’s desire to relieve this suffering (Chochinov, 2007). This illustrates how the
labour needed to provide end-of-life dementia care can be emotionally demanding
and stressful (Kinman and Leggetter, 2016). An important contribution was made to
this area by Morris and Feldman (1997), who viewed emotional labour as the
balancing act of displaying a particular emotion while experiencing another. This is
true of end-of-life dementia care as well, where nurses are expected to display
empathy and compassion while being disallowed from expressing frustration or

disgust, resulting in emotional dissonance (Kinman and Leggetter, 2016).

1.5 Emotional Dissonance

According to Indregard et al. (2018) emotional dissonance is a concept that defines
the tensions at play between the emotions nurses feel and those they can display.
Indregard et al. (2018) further argues that emotional dissonance is strongly
associated with emotional labour. There is an increasing amount of empirical
evidence showing its close association with burnout and mental illness among
nurses providing end-of-life dementia care (Andela, Truchot and van der Doef, 2016;
Kinman and Leggetter, 2016). This further supported by Indregard et al. (2018) who
argues that emotional dissonance at work can lead to individuals feeling exhausted,
often resulting in sickness absence. According to the NHS Digital (2021) sickness
absence is the most common reason for absence among nurses; with anxiety,

stress and depression, accounting for over 571 200 working days lost per year.



1.6 End-of-life dementia care

This study focused on the experiences of community nurses who provided end-of-life
dementia care for patients in the sixth and seventh stages of dementia as per the
Global Deterioration Scale. Signs of decline in each of these stages have been listed

in Table 1 below (Reisberg, 2006).

Table 1: The Global Deterioration Scale (GDS) - stages six and seven (Reisberg,

2006)

e  May occasionally forget the name of the spouse upon whom they are entirely
dependent for survival.
o Will be largely unaware of all recent events and experiences in their lives.
e  Retain some knowledge of their past lives but this is very sketchy.
e  Generally unaware of their surroundings, the year, the season, etc.
° May have difficulty counting from 10, both backward and, sometimes, forward.
e  Will require some assistance with activities of daily living, e.g., may become
incontinent, will require travel assistance but occasionally will be able to travel to
familiar locations.
e  Diurnal rhythm frequently disturbed.
e Almost always recall their own name.
e  Frequently continue to be able to distinguish familiar from unfamiliar persons in
their environment.
e  Personality and emotional changes occur. These are quite variable and include:
1. delusional behavior, e.g., patients may accuse their spouse of being an
impostor, may talk to imaginary figures in the environment, or to their
own reflection in the mirror
2. obsessive symptoms, e.g., person may continually repeat simple
cleaning activities
3. anxiety symptoms, agitation, and even previously nonexistent violent
behavior may occur
4. cognitive abulla, i.e., loss of willpower because an individual cannot
carry a thought long enough to determine a purposeful course of action.

e All verbal abilities are lost over the course of this stage. Frequently there is no
speech at all - only unintelligible utterances and rare emergence of seemingly
forgotten words and phrases.

e Incontinent of urine, requires assistance toileting and feeding.

e  Basic psychomotor skills, e.g., ability to walk, are lost with the progression of this
stage.

e  The brain appears to no longer be able to tell the body what to do.

e  Generalized rigidity and developmental neurologic reflexes are frequently
present.
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1.6.1 Challenges in defining Palliative care and end-of-life care
Palliative care and end-of-life care are often used interchangeably particularly by
generalist practitioners, more so in ELDC. However, the Alzheimer’s society (2021)
make a clear distinction between Palliative and end-of-life dementia care:
“Palliative care is for anyone diagnosed with a life-limiting condition,
including dementia. It focuses on making a person’s quality of life as good
as possible by relieving discomfort or distress. A person can receive
palliative care for any length of time, from a few days to several years. It
may be offered alongside other medical care, especially in the earlier

stages of dementia. Any palliative care in place will continue alongside
end-of-life care” (Alzheimer’s society, 2021, para. 4).

“End of life care aims to support a person in the later stages of a life-
limiting condition to live as well as possible until they die. It aims to enable
the person to die in the way that they would have wanted, giving priority to
the things that matter most to them. It also supports family and carers
during the final stages, as well as after the person has died. End of life
care can last for just a few days or weeks, but for many people it may
continue for months or even years” (Alzheimer’s society, 2021, para. 5).

According to Chang et al. (2021) palliative care and end-of-life care are not
synonymous. Davies et al. (2014) argues that the interchangeable use and therefore
confusion in terminology is not limited to the UK, but across the world. Gott et al.
further argues that the confusion in terminology can result disagreements in work
distribution between generalist practitioners and specialist palliative care
practitioners. Having considered some of the debates on palliative care and end of
life care, | take a view that an integrative approach to palliative care and end of life
dementia care is beneficial all round for patients and staff. This chimes well with the
publication of the National Partnership for Palliative and End-of-Life Care Ambitions
for palliative and end of life care: a national framework for local action: 2015-2020, a
milestone framework that for all who aspires for a well-coordinated care strategy for

with advanced dementia (National Partnership for Palliative and End-of-Life Care
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Partnership, 2015). In this thesis end-of-life dementia care and the acronym EOLDC

will be used interchangeably.

1.7 Community Nurses

This thesis considered Registered General Nurses (RGN) with considerable
community experience in end-of-life dementia care, working in the West Midlands
County of the United Kingdom. Of these, the study included nurses with first-hand
experiences of providing end-of-life dementia care. Such community nurses have
complex caseloads and lead teams that visit patients in the community and in
nursing homes to provide care and advice yet face many challenges in fulfilling their
role (Maybin et al., 2016). Nevertheless, focusing on the challenges and needs of
nurses is considered taboo in research studies and rarely discussed openly within
the profession as they are commonly misconstrued as selfish, self-serving, and not

patient-focused (Newell and Jordan, 2015).

1.8 Purpose of this study

This research study looks to answer the question: How do community nurses make
sense of their experience providing end-of-life care for patients with dementia? While
existing research focused on the experiences of carers and barriers to good end-of-
life care for dementia patients, this study focuses on the individual experiences of

nurses using Interpretative Phenomenological Analysis (IPA).

The following section builds on the central issues discussed here; an explanation of
the concept of stress and resilience is followed by the transactional model of stress

and coping.
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1.8.1 Research Questions

How do community nurses make sense of their experiences of providing end-of-life

care for patients with dementia?

1.9 Positionality

This section discusses my positionality and explains the various preconceptions and
presumptions | may have had prior to conducting the research as part of an

initial, critical, reflexive process to see their influence on my study (Cunliffe,

2016). According to Carr (2016), qualitative research is value-laden; it requires the
researcher to acknowledge their influence on the research process and the output.
Nyashanu (2021) agrees with this statement, asserting that the researcher’s
positionality directly affects the quality of the study and its outcomes. Furthermore,
Foote and Bartell (2011) elaborate that, characteristics of the researcher such as
their social, historical, and political background can influence their orientations,
thereby affecting the totality of the research process. Therefore, it was important that
| adopted a dynamic and reflexive stance throughout the research process to
embrace a subjective understanding of the study and my contributions to the
research process and output. The exploration of my positionality has been structured
using a framework adapted from Savin-Baden and Major (2013) that includes four
interrelated stages, namely researcher identity, the research topic, research
participants and the research context and process. This section explores

my positionality in relation to how community nurses make sense of their

experiences of providing end-of-life care for people with dementia.

| was inspired to train as a nurse after caring for my grandmother, Eddie, who

suffered from end-stage dementia. | have been qualified as a Registered Mental
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Health Nurse (RMN) for 21 years and have experience working with individuals
suffering from serious and enduring mental illnesses using a recovery-based
approach. During the later years of my clinical work, | commissioned services for
older adults with dementia, some of whom were terminally ill. While | worked as a
complex mental health commissioner, my personal experience of looking after my
grandmother resonated with the experiences of the staff providing end-of-life care for
dementia patients. This was the genesis of my research interest. My personal and
professional experiences have contributed to my preunderstanding of the subject of

this study, which provided insights into the participant’s experiences.

1.9.1 Cultural Influences

My research position is a culmination of several factors in my

personal, professional and academic experiences. To understand my research
position, it is imperative that | describe how my identity has shaped my ways of
thinking in relation to this study. As a middle-aged black man of African origin; in so
far as my perceptions are concerned, | acknowledge that this may present a unique
positional gaze influenced by the Ubuntu philosophy. According to Eze

(2008), Ubuntu argues that an individual is a person only in relation to other

people. This is a powerful lens, as it correctly values that we are truly human only in
the context of a community of people, rather than in the confines of individualism
(Lutz, 2009). | was aware that the participants in my research who are from different

cultural backgrounds may perceive and interpret things differently.

Another significant aspect of my upbringing is my faith and how it has influenced my
perspective on matters such as death, allowing me to develop a compassionate

orientation towards those suffering in EOLDC. Johnsen and Fitzpatrick (2021)
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believe that extreme diplomacy and discretion is recommended while dealing with
faith and spirituality in research, as these are deeply personal issues that do not fit
into the categories of positionality that are considered for qualitative research.
Vermandere et al. (2011) argues that the nurse’s spirituality may bear special
consequences in end-of-life care, particularly concerning how the nurses’ spirituality
and compassionate orientation towards those suffering may influence the quality of
EOLDC provided. During my research, | was very conscious of how participants may
be reluctant to share such aspects about their faith, especially where views split

along the lines of theism and atheism.

Moreover, being a male researcher interviewing all-female participant sample, |
acknowledge the presence of my male gaze and how it could pose a problematic
issue that could reinforce societal misogyny (Schwiter, Nentwich and Keller,

2021). Simpson (2004) argues that men could benefit from their minority status
through the assumed authority effect while working with females. This can manifest
in nursing research, where male researchers are given considerate attention;
Simpson (2004) calls this the ‘special consideration effect’. This was evident in so

far as the participants were eager to take part in my research study.

1.9.2 Topic under Investigation

Dementia has become one of the leading health and social care challenges of the
twenty-first century (Harrison Dening et al. 2019), with a significant rise in the
number of patients diagnosed with it. Dementia is characterised by progressive
neurological deterioration with limited disease-modifying treatments. EOLDC is a
cornerstone of dementia services with an increasing amount of associated research

(Mitchell et al. 2011). Therefore, this study explores the experiences of community
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nurses providing EOLDC to further understand the complexities of end-of-life care for

individuals with advanced dementia.

As a registered nurse and a nurse educator with interest in dementia care, |
recognise the complex challenges surrounding the care of patients with

advanced dementia but lack the understanding of being a community

nurse providing hands on end-of-life dementia care (EOLDC). Through this study, |
wanted to gain an in-depth, vicarious understanding of the lived experiences of

nurses providing EOLDC.

1.9.3 Research Participants

The insider / outsider continuum in so far as it relates to the researcher and research
participants (which I explore in more detail in Chapter Nine of this thesis) is of much
significance to this research. This position presents opportunities as well as
challenges. The perception that | was an insider may have afforded me a privileged
access to the privacy and vulnerabilities of the research participant’s experiences.
According to Banks (1998), it is important to consider how the researcher views
themselves and how the participants view the researcher. Once again, this
emphasises the importance of the insider/outsider continuum and the associated
influences on the research process. In this case, where mental health nurse
interviewed general nurses, rather than it being a clear-cut insider / outsider
dichotomy it was more nuanced and subtle. Additionally, there is a

potential power imbalance that could result in a variation in participant responses, in
so far as my role as a senior lecturer researcher is concerned (Holmes, 2020). To
add, Riese (2019) argues that the nature of access in qualitative research has an

impact on the process and results, being shaped by power dynamics. Due to this
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understanding, | made the conscious decision of recruiting the participants through
gatekeepers. According to Andoh-Arthur (2019), gatekeepers are useful mediators
that help access participants in contexts where there is a power imbalance between
the researcher and the participants. Additionally, accessing participants through
gatekeepers eliminated the possibility of coercion due to my role as a senior lecturer,

ensuring that each nurse volunteered to take part in the study of their own free will.

1.9.4 Context and Process

The aim of my thesis is to explore the experiences of community nurses that

provide end-of-life dementia care using Interpretative Phenomenological Analysis
(IPA). 1 decided to choose a phenomenological approach to the study using IPA due
to its idiographic, psychological, and experiential focus that suited the research goals
outlined in the research question (Larkin, 2013). This is explored further in Chapter

4, which discusses the study methodology.

According to Smith, Flowers and Larkin (2009), IPA is theoretically rooted in
phenomenology, allowing me to give due importance to the voices of nurses and the
meanings they attribute to their experiences of providing EOLDC. The double
hermeneutic stance in IPA research (Smith, Flowers and Larkin, 2009) resulted in
the co-construction of findings between the participants and the researcher. This is
further supported by Frechette et al. (2020), who discuss the hermeneutic stance in
IPA that enables the creation of new understandings through the bridging of the
researcher’s and participants’ perspectives. Such a stance requires self-knowledge
and being receptive to the views of others, using reflexivity. For this reason, | have

made the conscious choice of using the first person to author this thesis.
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1.9.5 Chapter Summary

This chapter introduced the subject of this thesis, end-of-life dementia care. It also
provided adequate background to the research, defined the thesis aims and
introduced the concepts of stress, resilience, emotional labour, and emotional
dissonance. It also defined a framework of the constituents of end-of-life dementia
care. Finally, I have taken into consideration how my worldview influenced the
process of research and its outcomes by discussing how my identity, the research
topic, participants, context and process shaped the scope of my study. The following
chapter builds on the first chapter to present a literature review of chosen empirical

studies on end-of-life dementia care.
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CHAPTER TWO: LITERATURE REVIEW

2.0 Introduction

Consequent to the preceding introduction and background, this chapter provides an
integrative literature review (Whittemore and Knafl, 2005) that explores current and
relevant literature about the experiences of nurses providing EOLDC. Whittemore
and Knafl's (2005) framework for an integrative review guided the methodological
structure of this literature review. The framework was chosen as it is distinctively
inductive and allows for the synchronised inclusion of both experimental and non-
experimental studies to provide a comprehensive understanding of a particular
phenomenon (Whittemore and Knafl, 2005; Dixon-Woods et al., 2006). Furthermore,
this logical framework offers to critically analyse and synthesise literature
surrounding the experiences of nurses providing end-of-life dementia care (Torraco,
2016). This framework is also systematic, enhancing rigour for an integrative
process. Additionally, Newman et al. (2015) acknowledge that integrative reviews
can generate findings that have the potential to contribute to evidence-based
practice for nursing. The following review is guided by the six stages of the
Whittemore and Knafl (2005) framework: problem identification, literature search,

data evaluation, data analysis, synthesis, and presentation of findings.

2.1 Problem Identification

This section identifies the problem and develops an exposition to calibrate the focus
of this review. Incidents of advanced dementia are on the rise across the globe,
resulting in an increased demand for good quality end-of-life dementia care (Hanson
et al., 2019). End-of-life dementia care is predominantly a nursing role (Bailey,

Murphy and Porock, 2011) and is widely acknowledged as an intensive and
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prolonged service, requiring vast emotional labour from the nurses providing care
(Reisberg, 2006). According to Hanson et al. (2019), most studies have focused on

areas of diagnosis, early dementia care and experiences of the carers.

2.2 Aims and Objectives

This section aims to explore what empirical literature says concerning the
experiences of nurses providing EOLDC by seeking an answer to the question: What
are the nurses experiences of caring for terminally ill dementia patients? The
following is a review of relevant studies that help gain a detailed understanding and

insights of this area of nursing care.

2.3 Literature search

Primary studies relevant to this research were identified by searching six electronic
databases, namely Nursing and Allied Health Literature (CINHAL), Ovid Medline,
Psych INFO, PubMed and Google Scholar. This was followed by an inductive and
iterative process of following reference chains, which was conducted manually on
selected articles (Bates, 1989). Boolean logic was used by breaking down
components of the question asked into key search terms, which were then entered
into a combined database to source the articles (Learning and Information Services,
2017). Searching restrictions were applied as needed to refine the search (Aveyard,
Payne and Preston, 2016). The table 2 below presents the inclusion and exclusion

criteria used in the search strategy.
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Table 2: Inclusion and Exclusion Criteria

Inclusion Criteria Exclusion Criteria

Nurses’ views on End-of-life Dementia / Alzheimer’s Views of other professionals, carers and patients.
disease

Primary research and grey literature Literature reviews

Studies published in the English language No English translation available

Studies published during 2010-2021 Studies Published before 2010

As depicted in the above table, the inclusion criteria were selected after the initial hits
using key terms and defined as: Dementia / Alzheimer’s; nurses’ experience of
EOLDC,; primary research published in English between 2010 and 2021. The
inductive and iterative process of following reference chains were used to consider
research studies with qualitative methodologies that were not elicited from electronic
databases but were cited in the sourced studies identified from the database

searches (Bates, 1989).

The first step in the search process was to decide on the keywords to be used in the
literature search. The keywords selected were Alzheimer’s, dementia, end-of-life,
and nurses’ experiences. Boolean operators ‘AND’, ‘OR’ were utilised in the data
searches. Initially, the search was limited to five years, from 2015 to 2021. However,
due to the scarcity of relevant articles, this range was expanded to ten years with a
focus on the relevance of the studies within this period. Further searches were made

before the thesis submission to check whether any new studies had been published.
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Additionally, the literature search was limited to full articles published in English.
Articles with only abstracts were not included, as this limited a full appraisal of the
studies. The search included qualitative, quantitative and mixed-method articles if

they met the abovementioned criteria. The result of the search is summaries below.

Table 3 below presents the search history of search terms and combinations, along

with the results from each database searched.

Table 3: Overview of the searching process

Search Search Terms Databases

and combinations
CINAHL Medline PsychINFO PubMed Google

Scholar
1 End-of-life dementia 5521 379 246 31 214
care or Alzheimer’s
(S1)
2 Nurses’ experiences 1988 1136051 1209055 68 5290
(S2)
3 S1andS2 2 115 55 71 120
4 2010 - 2021 (S3) 1 13 55 54 65
English
Peer-reviewed
5 S1 AND S2 AND S3 1 11 55 52 30
AND S4
Total 2 1 1 10 0
Articles
selected
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The section below (figure 3) provides a Prisma flow diagram overview of the data
extraction process which outlines six stages namely data identification, screening,

eligibility assessment and inclusion.
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Figure 3: Prisma Flow diagram

2.4 Data Evaluation

Data evaluation is the third phase of the integrative review in which included articles

will be critically examined for strengths, weaknesses, and reliability of study findings.
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2.4.1 Overview of studies that form the literature review

This subsection summarises the studies that have been included in this review to
answer the review question: What are the lived experiences of nurses caring for
terminally ill dementia patients? (Aveyard, 2010). Following a thorough search of
electronic databases, 149 papers were initially recovered. After removing duplicates
and applying the inclusion and exclusion criteria, 121 studies were identified. These
papers were screened for relevance with a screening of their titles and abstracts,
reducing the number of studies to 63. Following the further screening, 14 papers met
the inclusion criteria for this literature review (see Appendix 1 for data extraction

table).

Of the 14 articles included in this review, the following five were conducted in the
United Kingdom: Thune-Boyle et al. (2010), Livingston et al. (2012), Davies et al.
(2014), Vandrevala et al. (2017) and Lee et al. (2017). Three studies were conducted
in Sweden: Dwyer et al. (2010), Pennbrant et al. (2020) and Hirt et al. (2021). Two
studies were carried out in Norway: Midtbust et al. (2018a) and Midtbust et al.
(2018b). Two of the studies were conducted in Canada: Thompson and McClement
(2019) and Sims-Gould et al. (2010). One study by Taiwan by Chen et al. (2018) was
conducted in Taiwan, and another study was conducted in the USA by Peterson et
al. (2010). Studies included in this integrative literature review have been
summarised in the data extraction table (see Appendix 1). Whittemore and Knafl
(2005) argues that the data extraction matrix helps provide a succinct overview of

the studies.
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2.4.2 Critical Appraisal Process and Outcome

This section discusses the critical appraisal of selected papers. As my philosophical
position values multiple subjective interpretations and explanations of a
phenomenon, the studies were not graded in terms of high, low quality nor given a
quality score. Critical appraisal of studies is a structured process used to assess the
quality of research studies (Aveyard et al., 2016). Whittemore and Knafl (2005) add
to this, stating that critical appraisal assesses the trustworthiness, reliability, validity
and value of the research in a particular context. Aveyard et al. (2016) further argues
that critical appraisal of studies is not an end in itself but also requires incorporation
into the data analysis. Therefore, it is essential to use a suitable appraisal tool, which
provides comprehensive guidance on how to analyse the selected research articles
(Polit and Beck, 2014). The mixed-method appraisal tool (MMAT) was used to
conduct the critical appraisal of all the studies under review (refer to Appendix 2)
(Hong et al., 2018). This tool was chosen over Critical Appraisal Skills Programme
(CASP) (2018), as it allowed for the appraisal of publications using a single tool to
appraise diverse methodologies (Aveyard, 2010; Polit and Beck, 2012). Pluye et al.
(2011) state that the MMAT appraisal tool allows concomitant appraisal of quality
and rigour of qualitative, quantitative, and mixed-method studies (Hong et al., 2018).
Moreover, Burns and Grove (2005) contend that critical appraisal rightly takes a
reductionist approach as it involves breaking the whole into parts, thus allowing for a
more detailed examination of the rigour, relevance, and credence of the publication
in the context of the research question (Aveyard 2010). The selected studies were
assessed for quality based on their study design, rigour, reliability, and validity. None

of the papers were rejected on the basis of quality, although the quality was
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considered an important factor in the synthesis of the integrative review (Alzyood et

al., 2018). Refer to Appendix 2 for a summary of the appraisal of selected studies.

2.4.3 MMAT appraisal of qualitative articles

Fourteen studies included in this integrative literature review are qualitative studies.
Table 4 below outlines the MMAT appraisal tool questions used to appraise the
selected qualitative studies. The results of the article appraisal process have been

summarised in Appendix 2.

Table 4: MMAT appraisal questions for qualitative studies

Q1. Are the research questions clear?

Q2. Do the collected data allow addressing of the research question?

Q3. Is the qualitative approach appropriate to answer the research question?

Q4. Are the qualitative data collection methods adequate to address the research
guestion?

Q5. Are the findings adequately derived from the data?
Q6. Is the interpretation of results sufficiently substantiated by data?

Q7. Is there coherence between qualitative data sources, collection, analysis, and
interpretation?

Thune-Boyle et al. (2010), Livingston et al. (2012), Davies et al. (2014) and Lee et al.
(2017) used a generic qualitative design appropriate for exploring the experiences of
nurses providing end-of-life dementia care. All four studies have a clear research
guestion. Using semi-structured interviews to address it, they each listed their
findings derived from the data using direct quotes from the participants. Finally, there
was coherence maintained between qualitative data sources, collection, analysis and

interpretation.
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Peterson et al. (2010) used grounded theory for their study; this is an unusual
approach to understanding the experiences of nurses providing end-of-life dementia
care, as the aim is not to generate a hypothesis or theory. However, it posed a clear
and direct research question and collected data using surveys and interviews. The
research findings were derived from the data using direct quotes to capture the
participants’ experiences. There was coherence maintained between data source,

data collection, analysis and interpretation of results.

Sims-Gould et al. (2010) used a focused ethnographic design to investigate the
experiences of nurses providing end-of-life dementia care. The study framed a
straightforward research question, and data were collected using a variety of
methods that included participant observation, generation of field notes, individual
semi-structured interviews and focus groups. The research findings were supported
with direct quotes from participants. There was precise alignment and coherence

between the data source, data collected, synthesis and interpretation of results.

Dwyer et al. (2010), Chen et al. (2018), Midtbust et al. (2018a), Thompson and
McClement (2019) and Hirt et al. (2021) used a qualitative descriptive design
appropriate for exploring the experiences of nurses providing end-of-life dementia
care. All four studies posed a clear research question and used semi-structured
interviews to address it. The findings from all four studies were derived from the data
using direct quotes from the participants. Finally, coherence was maintained

between qualitative data sources, collection, analysis and interpretation.

Pennbrant et al. (2020) and Vandrevala et al. (2017) used an exploratory design.
Midtbust et al. (2018b) used a phenomenological design appropriate for exploring

the subject of study. All three studies had a clear research question; they used data
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from semi-structured interviews to address it. The findings from all four studies were
derived from the data using direct quotes from the participants. Finally, it was noted
that there was coherence between qualitative data sources, collection, analysis and

interpretation.

2.5 Thematic Analysis

Data analysis for this review was conducted using thematic analysis in line with
Whittemore and Knafl’s (2005) framework (Cooper and Glaesser, 2011). Thorne
(2000) argues that data analysis in qualitative research is complex and thus requires
to be conducted in a precise and consistent way to ensure rigour and
trustworthiness. A manual inductive approach was used to identify themes across
the reviewed literature, and a coding system was used to help with the process of
highlighting recurrent themes (Nowell et al., 2017). Convergence synthesis design
was used to conduct a thematic synthesis of all extracted data in order to identify the

experiences of nurses providing EOLDC (Belanger et al., 2014).

Table 5 below details how the themes emerged by indicating which articles the
themes emerged from. Additionally, the data extraction table in appendix 1 identifies
emerging themes from the selected articles, which was used in coding themes for

the literature review.

Three dominant themes were identified in the reviewed studies: challenges in
forming a therapeutic relationship in EOLDC (theme 1), lack of specialist knowledge
and skills in EOLDC (theme 2), death anxiety and stress in EOLDC (theme 3). These

themes are explored in the sections below.
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Table 5: Emergence of Literature Review Themes

Theme 1

Theme2

Theme 3

Hirt et al. (2021)

Pennbrant et al. (2020)

Thompson and McClement (2019)

Midtbust et al. (2018a)

Midtbust, et al. (2018b)

AN BN RN

Chen, et al. (2018)

Lee, et al. (2017)

Vandrevala, et al. (2017)

Davies, et al. (2014)

Livingston, et al. (2012)

AN NN N BN N N N N AN

Dwyer, et al. (2010)

Sims-Gould et al. (2010)

AN

Peterson, et al. (2010)

Thune-Boyle, et al. (2010)

v

2.5.1 Theme 1: Challenges in forming a therapeutic relationship in EOLDC
Nurses value a therapeutic alliance with patients as it is essential to build a trusting
care relationship and provide person-centred care. Such a relationship can be
challenging to maintain while working with patients suffering from advanced

dementia. The studies reviewed indicated findings that support this notion.

The patients’ cognitive decline and inability to effectively communicate their care
needs pose a significant obstacle to nurses that wish to provide person-centred care,
as observed in the qualitative study by Pennbrant et al. (2020). Davies et al. (2014)
assert that declining cognitive and communication abilities in patients with advanced

dementia limits therapeutic alliance and access to quality palliative care. Peterson et

29




al. (2010) argues that a nurse’s inability to form such an alliance with patients leaves
them concerned about whether or not patients have received the support they may
have needed. Furthermore, Thompson and McClement (2019) highlighted that the
challenges in caring for patients with advanced dementia resulted in some nurses
feeling uncomfortable about providing EOLDC, as they were uncertain if they were
providing best care. This is supported by findings from a study by Hirt et al. (2021),
where nurses reported how communication difficulties and lack of therapeutic
engagement left them unsure about inferring individual care needs consistent with
person-centred dementia care. Midtbust et al. (2018b) argues that the challenge of
developing a therapeutic alliance with EOLDC patients is compounded by a lack of

time and resources.

Effective communication is essential to patient-centred health care; it makes patients
feel valued and involved in their own care. Communicating effectively in EOLDC is a
complex affair that requires time, skill and patience from healthcare professionals.

The literature review identified effective communication as a recurring theme across

several studies (Midtbust et al., 2018b; Davies et al., 2014).

Three studies recognised the importance of effective communication (Sims-Gould et
al., 2010; Livingston et al., 2012; Lee et al., 2017). The reviews identified three
critical dimensions of communication in EOLDC, namely clinician to patient
communication, clinician to family communication, and clinician to clinician

communication.

In a study by Livingston et al. (2012), patients with early-stage dementia were
interviewed in a qualitative study, reporting that they would like nurses and care staff

to communicate with them during EOLDC. As this was a qualitative study, one needs
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to be cautious about generalising this outcome to the broader population of patients

in EOLD care.

Another critical theme identified was communication between healthcare staff and
patients’ families (Lee et al., 2017). The studies under review showed that effective
communication between clinicians and families led to a high level of satisfaction with
the care provided, as reported by carers and families. Effective communication and
collaboration between clinicians and families are crucial to making ‘best interest
decisions’, especially in end-of-life care, when surrogate decisions must be made
very often. Effective communication between the staff and families resulted in a
higher level of satisfaction with the care provided. Note that there was no evidence

or measure of the quality of care provided.

All the three studies reviewed (Sims-Gould et al., 2010; Livingston et al., 2012; Lee
et al., 2017) highlighted that effective clinician to clinician communication resulted in
better EOLDC. This reaffirms the importance of communication, as it results in
effective collaboration during care and benefits the patients positively. The
importance of communication in EOLDC is further supported by Peterson et al.
(2010), who argues that communication challenges and the inability to form a
therapeutic alliance with patients suffering from advanced dementia are some of the
primary causes of task-related stress for nurses providing EOLDC. It also shows that
involving family and carers in patient care and keeping them informed using effective

communication strategies is beneficial for patients.

2.5.2 Theme 2: Lack of specialist knowledge and skills in EOLDC
The majority of nurses providing EOLDC have a general knowledge of end-of-life

care. However, most nurses believe that additional training in EOLDC would be
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beneficial to the quality of care provided. Thompson and McClement (2019) claim
that there is a knowledge gap among the nurses providing EOLDC. Concurring with
this, Livingston et al. (2012) conducted a study on nursing home staff providing
EOLDC, concluding that nurses need additional education and support in providing
EOLDC. Similarly, Chen et al. (2018) argued that nurses providing EOLDC were
found to have skill deficiencies in assessing and caring for patients with advanced
dementia. They also argued for the need to further develop educational schemes in
EOLDC, regarding it as important in facilitating high-quality EOLDC. This is further
supported by Midtbust et al. (2018a), who suggested that programmes aimed at
improving nurses’ competencies in managing patients with advanced dementia need
to be resourced from a strategic, organisational level. This is consistent with findings
by Hirt et al. (2021), who proved that there are training deficits in EOLDC and that

the educational level of nurses determined their confidence in managing EOLDC.

Furthermore, Hirt et al. (2021) argues that interventions to improve the competencies
of nurses providing EOLDC must also consider their level of education. Pennbrant et
al. (2020) identified that developing specialist EOLDC knowledge and skills to meet
the needs of patients with advanced dementia was a major challenge. As mentioned
earlier, the deficit in knowledge and skills in nursing patients with advanced dementia
results in nurses harbouring a sense of self-doubt (Pennbrant et al., 2020). Good
EOLDC is supported by patient-centred approaches and good nursing competencies
of caring for patients with advanced dementia (Midtbust et al., 2018b). However,
Davies et al. (2014) argues that the nurses’ aspiration to develop skills for EOLDC is
deterred by threats to speciality and fear of the risk of blame and litigation. Davies et

al. (2014) further contends that skills development training for EOLDC to address
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confidence and fear issues, should be assimilated into work-based learning. Midtbust
et al. (2018b) acknowledged that nurses, like other clinicians, lack self-confidence in
their skill set during EOLDC, prompting the need for more training in pain
assessment and dealing with behaviours that challenge. Moreover, Lee et al. (2017)
highlighted that staff training in EOLDC across different organisations was varied
and inconsistent. This was further compounded by high staff turnover, particularly in
nursing homes. Additionally, Lee et al. (2017) found that the lack of knowledge in
EOLDC was associated with a limited interest in dementia as an area of
specialisation among nurses, as they struggle to understand dementia and find it
difficult to deal with behaviours that challenge while caring for patients with advanced
dementia. Vandrevala et al. (2017) agree with and advocate for dementia-specific
end-of-life training among nurses, as they found that staff who received end-of-life

dementia training felt better equipped to handle EOLDC.

2.5.3 Theme 3: Death anxiety and stress in EOLDC

Recurrent encounters with death and emotional labour associated with EOLDC is
linked with varying emotional responses such as stress and anxiety among nurses
and other healthcare professionals. In their study, Thompson and McClement (2019)
found that nursing a dying patient with dementia caused death-related anxiety,
negatively affecting the nurses’ attitude towards the dying patient. Davies et al.
(2014) indicated that nurses feel anxious while making difficult decisions in EOLDC,
particularly those associated with variable disease trajectories and unpredictable
prognoses. Death anxiety among nurses caring for patients with advanced dementia
can compounded by the phenomenon of bounce-back or ‘prolonged dwindling’,

which is when a patient who is expected to die rallies and seems to get better
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(Midtbust et al. (2018b). Additionally, Sims-Gould et al. (2010) reported that nurses
experience anxiety while balancing the need to complete tasks on time with the

desire to be present for the patient requiring EOLDC.

In a study conducted by Dwyer et al. (2010), it has been observed that since
dementia is a life-limiting condition with an unpredictable prognostic trajectory,
resulting in existential anxiety and nervousness about providing EOLDC. Peterson et
al. (2010) supported this statement by showing how nurses providing EOLDC feel
apprehensive and anxious when providing palliative care for patients with advanced
dementia. However, Peterson et al. (2010) argues that the anxiety is linked to the

caregiving role rather than the nurses’ fear of death.

Additionally, according to Vandrevala et al. (2017), nurses experience anxiety and
stress due to complexities associated with caring for patients suffering from
advanced dementia. Their distress is associated with the need to reduce the
patient’s suffering and perceived closeness to the dying patient. Furthermore, the
emotional labour resulted in some staff continuing to worry about EOLDC patients
outside of working hours (Vandrevala et al., 2017). This was supported by Peterson
et al. (2010), who argued that emotional burden in EOLDC was associated with
burnout in caring for palliative care patients, more so when there are communication
difficulties in EOLDC. It is therefore not surprising that nurses develop feeling of
apprehension and stress when caring for patient with advanced dementia (Peterson

et al. (2010).
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2.6 Discussion and Synthesis
The studies reviewed have yielded three themes discussed in this section:
Challenges in forming a therapeutic relationship in EOLDC, Lack of specialist

knowledge and skills in EOLDC, and Death anxiety and stress in EOLDC.

End-of-life dementia care is one of the least glamorous nursing roles, leading to
significant staff shortages and compassion fatigue among nurses (Johnson et al.
2011, Stevens, 2011). Furthermore, nurses who work in nursing homes where care
for patients with dementia predominantly takes place with limited multidisciplinary
team support perceive that their work is not valued (Lee et al., 2017). This is further
compounded by alzheimerisation, which is a subtle acceptance by society of the
notion that individuals with advanced dementia are unredeemable, which can result
in inferior end-of-life care due to inadequate government funding policy (Johnstone,
2011). Aboseif and Woo (2020) argue that this dementia-related stigma leads to poor
care outcomes for dementia patients. Additionally, cultural conceptions about death
and dying are being challenged, thereby creating a shift that affects day-to-day
notions of natural and unnatural conceptions of death and dying (Machado, 2005). It
is important to note that this can also feed into a perverse discourse of dementia as
a burden on society, resulting in the acceptance of underfunding and suboptimal
dementia care. The poor funding of dementia care services has led to a gradual shift
in attitudes favouring withdrawal of treatment over maintaining the patients’ life at all
costs. These moral life and death judgements can directly affect the mental
wellbeing of nurses who provide the bulk of end-of-life care (Johnstone, 2011, Lee et

al., 2017).
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Despite this understanding, studies exploring nuanced psychological and
sociological facets of work-related stress and grief from a nurse’s perspective have
been limited in number (Meller et al., 2019). Notwithstanding this, a study by Wilson
and Kirshbaum (2011) found that some nurses hesitate to talk about their
experiences or receive formal support. Burnard and Chapman (2004) add to this
view, arguing that this is hardly surprising since nurses have a reputation for ‘coping’
and tend to put others’ needs before their own. Furthermore, Nussbaum (2016)

supports the ambivalence associated with seeking help, stating:

“The society that incorporates the perspective of tragic compassion into its
basic design thus begins with a general insight: people are dignified
agents, but they are also, frequently, victims. Agency and victimhood are
not incompatible: indeed, only the capacity for agency makes victimhood
tragic” (Nussbaum, 2016, p.534).

The analysis depicts a conflicted picture of caring professionals and wounded
healers, consistent with the work of Nussbaum (2016) on trauma, tragedy, agency,
and victimhood. She argues that a victim of misfortune shows us our vulnerability to
misfortune too and that we have reason to fear similar adversity. She further argues
that the conditions that produce the basic framework of victimhood show the dual
nature of the human experience; “we are at once agents of and vulnerable to the
whims of larger systems over much of which we have no control.” Traditional
research on the experiences of nurses providing end-of-life care merely provided a
superficial exploration of their experiences without addressing the psychological
nuances underpinning them. This analysis highlights the emotional dissonance
between providing good end-of-life dementia care and the emotional toll upon the

nurses.
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2.6.1 Challenges in forming therapeutic relationships in EOLDC

The therapeutic alliance between nurse and patient forms the bedrock of good
quality care. According to Bolt et al. (2020), nurses value a therapeutic alliance with
their patients. However, Pennbrant et al. (2020) argues that maintaining such an
alliance is challenging while caring for people with end-stage dementia primarily due
to the patients’ cognitive decline. This leads to angst among the nurses caring for
this client group because when patients present as agitated, nurses resort to
predictive care. This generates stress among nurses who cannot be certain if their
interpretation of the patient presentation is correct, as patients with advanced

dementia cannot articulate their care needs.

To contextualise end-of-life dementia care within a broader societal discourse,
Johnstone (2011) writes about alzheimerisation, due to which less value is given to
individuals with Alzheimer’s disease. Such a phenomenon leads to the socially
accepted assumption that individuals with advanced dementia are unredeemabile.
This also results in the inferior quality of end-of-life care due to inadequate
government funding policies. It is important to note that this feeds into a discourse of
dementia as a burden on society, resulting in the acceptance of such underfunding
and suboptimal end-of-life dementia care. This directly affects the livelihoods of
nurses who provide the bulk of end-of-life dementia care, causing work-related
stress and poor mental health (Johnstone, 2011; Lee et al., 2017). Consistent with
the above assertions, a study by Albers, Van den Block and Vander Stichele, (2014)
exploring the burden of caring for nursing staff identified the benefits of intense
contacts nurses have with dying patients. However, such experiences involve severe

emotional burden among the nursing staff, directly affecting decision making. The
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role of nurses involves the act of advocating and promoting the patient’s interests,
requiring the nurse to immerse themselves in each patient’s predicament before it
could start affecting them (Paulsen, 2011). There is no doubt that emotional
presence enhances nursing care. However, ‘feeling the patient’s pain’ can be
emotionally taxing for the nurse, especially in the context of complex healthcare

provisions such as end-of-life dementia care.

2.6.2 Lack of specialist knowledge and skills in EOLDC

Nurses providing EOLDC have consistently reported the lack of knowledge and skill
in EOLDC as a barrier to quality care for people with advanced dementia. The need
for specialist EOLDC training is well-established; a study by Bolt et al. (2020)
concluded a deficit in the knowledge and skill of nurses with regards to EOLDC. The
Nursing and Midwifery Council (NMC) (2018) stipulate that all registered nurses
should provide leadership in delivering evidence-based person-centred nursing care
for patients with advanced dementia. However, Pennbrant et al. (2020) state that
developing knowledge and skills in EOLDC remains a major challenge for most
nurses. This is notwithstanding that Health Education England (HEE) (2018)
published a revised Dementia Training Standards Framework outlining learning
outcomes to support EOLDC training. Although similar initiatives have been put
forward, nurses providing EOLDC continue to perceive that they lack the knowledge
and skills needed to effectively provide care for patients with advanced dementia.
The knowledge and skill gap in EOLDC is believed to be further worsened by
complex organisational issues. Lee et al. (2017) argues that training across different
organisations is inconsistent, and the high staff turnover compounds the gap in

knowledge and skills in EOLDC.
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The study by Bailey, Murphy and Porock (2011) advocating further development for
death education and social support in nurse education has been supported by
Arcand et al. (2009), who argued that training on end-of-life care for nursing staff is
effective in improving knowledge and quality of care provided to patients with
advanced dementia. Meanwhile, Harris (2007) found that comprehensive
educational programmes for nurses improved knowledge of the specialism and
changed their attitudes towards end-of-life dementia care. The need for training is
further supported by Kumar and Kuriakose (2013), who agree that palliative care
training in end-of-life dementia care needs to be widely accessible, as it has been

associated with improved competence among nurses.

2.6.3 Death anxiety and stress in EOLDC

Nurses working in end-of-life care are frequently exposed to the death of their
patients; the emotional and psychological consequences of experiencing such
deaths have neither been fully recognised nor acknowledged. Liu and Chiang (2017)
argue that nurses involved in end-of-life care experience suffering through exposure
to patient suffering. Similarly, Peters et al. (2013) further argues that being exposed
to the dying process of others makes nurses conscious of their own mortality
resulting in death anxiety that is associated with negative emotions. Nurses feel
anxious and guilty to openly mourn for the loss of a patient, and that it is
professionally frowned upon as having poor professional boundaries and being an
over-involved worker (NMC, 2018). According to Wilson and Kirshbaum (2011),
patient death does have a negative effect on nurses psychological and mental
wellbeing. Nurses that provide end-of-life care are at risk of emotional fatigue, work-

related stress, and burnout (Liu and Chiang, 2017). Likewise, Cross (2019) argues

39



that palliative care nurses are vulnerable to distress and compassion fatigue, placing
nurses at risk of errors and poor caring relationships. Nevertheless, as indicated by
Browall et al. (2014), nurses underplay and dismiss the negative effect of end-of-life

care; but rather see it as a privilege to care for the dying patient.

Lawrence et al. (2011) argues that death anxiety among nurses providing EOLDC is
associated with the unpredictable prognostic trajectory of advanced dementia as this
leads to self-doubt and anxiety about their competence to meet the care needs.
Likewise, Peterson et al. (2010) acknowledge death anxiety among nurses providing
EOLDC and reiterate that the death anxiety is linked to the complexity and
unpredictability of providing EOLDC rather than the nurses’ fear of death. In the
same way, Davies et al. (2014) argue that working in end-of-life care places nurses
in situations where they make difficult decisions that can be perceived as
controversial. The discussion on death anxiety, has highlighted that the complexities
and unpredictable trajectory of EOLDC can create anxiety and a lack of confidence

among nurses.

2.7 Chapter Summary

The literature review sought to explore nurses’ experiences of providing EOLDC;
three themes emerged from the data synthesis: challenges in forming a therapeutic
relationship in EOLDC, lack of specialist knowledge and skills in EOLDC, and death
anxiety and stress in EOLDC. All the studies in the in this literature review are
gualitative studies that focused on nurses providing EOLDC in nursing homes. This
review has revealed a gap - none of the studies investigated the experiences of
community nurses providing EOLDC. Additionally, there is a methodological gap;

none of the studies used Interactive Phenomenological Analysis (IPA) as a study
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design. Therefore, this study intends to cover this gap using IPA to explore the
experiences of community nurses providing EOLDC. The next chapter is the

methodology chapter.
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CHAPTER THREE: METHODOLOGY

3.0 Introduction

This chapter discusses the research methodological considerations in this thesis. To
begin with, this research study will be situated within an appropriate philosophical
framework and then provide the ontological, epistemological, and conceptual
foundation of the research methodology. Additionally, an overview of
phenomenology as a philosophical concept will be supplied, followed by a detailed
focus on Interpretive Phenomenological Analysis (Ormston et al., 2014). Itis
important to note a close link between ontological and epistemological assumptions,
which constructively align with the research design and methods (Broadway-Horner,
2018). To rationalise the chosen methodology, | critique the current epistemological
debate within the paradigm of qualitative research and explore the validity of
knowledge claims. Furthermore, | describe how the underlying assumptions of the
research design have contributed to the trustworthiness and validity of this thesis
(Finlay, 2008). In the second section, | discuss why a qualitative approach,

specifically, Interpretive Phenomenological Analysis (IPA), was used for this study.

3.1 Phenomenology

In the late 19" and early 20" century, part of Husserl’'s motivation to develop
phenomenology was a counter-reaction to the dominant positivist philosophical lens
of the natural sciences. Husserl (1970) argues that the taken-for-granted human
experiences in daily life, collectively termed the 'lifeworld’, is a credible source of
knowledge and truth. This paradigm shift allowed for the study of previously
dismissed concepts considered subjective and therefore unscientific, an act that |

believe ignored the essential subjectivity of all human endeavour. Additionally, |
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opine that quantitative research methods cannot access lived experiences such as
patient perspectives on health sequel that health researchers are interested in
(Slevitch, 2011). The shortcomings of the scientific approach provided sound
justification for the rejection of rationalist prejudices that dominated western
philosophical thought in favour of a reflective attentiveness of individual lived

experiences (Husserl, 1970).

Other scholars like Heidegger later analysed and expanded Husserl's concept of
phenomenology. Heidegger (1927), in his seminal and influential book, Being and
Time, argues against the notion of bracketing, which is the process of suspending
judgement during the investigation of a phenomenon. He suggests that individuals
and their activities are constantly occurring within the world, and thus, one cannot
study their activities by bracketing the world. Instead, we must interpret and ascribe
meaning to activities by considering our contextual relationship with the various
things that exist in the world (Heidegger, 1927). Heidegger argues that perspective,
understanding and interpretation are essential characteristics of the ‘lifeworld’
(Heidegger, 1927; Finlay, 2008). Therefore, Heideggerian phenomenology embraces
researcher subjectivity and acknowledges the positionality, personal history, and
prior understandings that a researcher brings to their work forms an integral part of
the research output. Etherington (2004), argues that this is not negative, provided
that the researcher acknowledges this and maintains reflexivity; this has been done
in Chapter 2 and Chapter 9 of this thesis. Recently, Smith, Flowers and Larkin
(2009) further expanded phenomenology by developing the Interpretative
Phenomenological Analysis (IPA), a distinct approach that is explicitly idiographic in

its commitment to analysing each participant’s experience fully before moving on to
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the next one. It also beneficial in exploring emotionally laden experiences at the
same time allowing researcher-participant interpretation (Smith, Flowers and Larkin,

2009).

3.2 Ontological assumptions of IPA

Ontology is defined as exploring the nature of being, Crotty asserts that ontology is
concerned with the structure of reality (Crotty, 2003). The ontological position of
Interpretive Phenomenological Analysis (IPA) is a relativist stance that argues for the
subjective perception of a phenomenon, which varies across individuals (Scotland,
2012). This position argues that individuals can make sense of a phenomenon that is
contingent on human senses. Consequently, the meaning derived from a
phenomenon is individually constructed according to the subjective interpretation of
the phenomenon. Likewise, meaning in IPA research is not discovered; it is
constructed through the interaction between the consciousness and the world
(Crotty, 2003). Thus, it is plausible that different people may construct differently for
the same phenomenon. Therefore, IPA focuses on understanding meaning from an
individual's perspective and studies interaction among individuals within the historical

and cultural context that people occupy (Scotland, 2012).

3.3 Epistemological assumptions of IPA

The three key areas that inform the Interpretative Phenomenological Analysis of
epistemology are phenomenology, hermeneutics and idiography (Smith, Flowers and
Larkin, 2009). IPA is concerned with how individuals construct meaning through their
lived personal subjective experiences and social world. In IPA, there is a
presupposition that the individual’s narratives reveal an insight into their private

thoughts and feelings (Eatough and Smith, 2017). Furthermore, IPA assumes that
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participants seek to interpret and make sense of their experiences in their lifeworld, a
process that requires an understanding of the experience, influenced by individual
positionality (Brocki and Wearden, 2006). The primary reason for using IPA in this
study is its idiographic focus on the particular, i.e., on individual personal accounts
(Smith, Flowers and Larkin, 2009). This focus on individual cases narratives is
important, as it allows researchers to access the lived experiences of participants. In
IPA knowledge is generated through intersubjective meaning-making and
interpretation between researcher and participants through double hermeneutic
(Larkin and Thompson, 2012). For researchers to be able to engage data analysis
effectively, they need to identify and reflect on their experience and acknowledge

their positionality.

Succinctly, IPA aims to understand how people make sense of the lifeworld, with the
presupposition that individual personal accounts reveal their private thoughts and
feelings. A social constructionist in its philosophical stance (Eatough and Smith,
2017), IPA believes that the same phenomenon can be experienced in varying ways
by multiple individuals. IPA accepts that any insights gained from analysing interview

texts are a product of interpretation (Brocki and Wearden, 2006).

3.4 Rationale for using IPA

IPA was chosen as the study design as it gives a voice to community nurses
providing EOLDC whose views are underrepresented in academic literature.
Furthermore, articles selected for the literature review in chapter 3 above, highlights
a lack of studies utilising IPA in this area of nursing practice despite its idiographic

commitments.
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Other designed were considered by rejected for various before settling on IPA. For
example grounded theory was considered but rejected as the aim of this study was
not to discover a new theory (Slevitch, 2011). Additionally, several variations of
phenomenological designs were considered for this study, including Husserlian
phenomenology, Van Manen's interpretative phenomenology and Giorgi's descriptive
phenomenology (Durdella, 2019). However, Van Manen's interpretative and Giorgi's
descriptive phenomenology were rejected because they are not explicitly idiographic
in their commitment to analysing each participant’s experience. Additionally,
Husserlian phenomenology was rejected because of its use of bracketing, an idea
that does not align with my position. | used the IPA design to conduct this study due
to its commitment to idiographic, psychological and hermeneutic phenomenological
foundations, making it the ideal design to explore how community nurses make
sense of their experiences of providing end-of-life dementia care (Larkin and
Thompson 2012; Smith, Flowers and Larkin, 2009). Likewise, IPA focuses on
meaning and sense-making, thus being suited to exploring the idiographic
perspectives of nurses by trying to understand their relationship to the lifeworld and
the phenomenon under investigation. Furthermore, in agreement with Larkin and
Thompson, IPA's focus on double hermeneutic allows a balance between
phenomenological description and interpretation by both participants and

researchers (Larkin and Thompson, 2012).

For these reasons, | concluded that IPA was the best-suited method to investigate
the first-hand experience of nurses providing end-of-life dementia care. This decision
was made after giving due consideration to the arguments by Smith and Osborn

(2008), who state that IPA allows exploration of complex, ambiguous and
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emotionally laden personal lived experiences. The study's idiographic focus offers
insights into how an individual in a given context makes sense of a phenomenon of
some personal significance (Larkin, 2013). Furthermore, IPA uses the double
hermeneutic to allow for concomitant production using a two-stage interpretation.
Here, the researcher engages in a double hermeneutic interpretation of how
participants make sense of their experiences (Pringle et al., 2011). Overall, IPA is
best suited to this study because of its unique blend of psychological, idiographic

and interpretative elements.

3.5 Chapter Summary

This section situated my ontological and epistemological position in the constructive
interpretative paradigm. Along with the various other researchers cited, | argue that
gualitative research, particularly the Interpretative Phenomenological Analysis, is an
ideal tool to approach the lived experiences of community nurses in providing end-of-
life dementia care. The next chapter discusses the research methods used,

participants’ demographic characteristics and ethical considerations in this study.
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CHAPTER FOUR: METHODS

4.0 Introduction

This chapter aims to discuss the research methods used to investigate the first-hand
experiences of community nurses providing end-of-life dementia care and the
meanings they attribute to their experience. It provides a step-by-step outline of data
collection and analysis. Additionally, ethical considerations for the study are
discussed, including an explanation regarding the gatekeepers of the research

participants and my approach to them.

4.1 Recruitment procedure

For this study, | approached course leaders who were gatekeepers for post-
registration courses in community nursing and asked for permission to conduct a
recruitment presentation for potential participants. According to Kay (2019),
gatekeepers play an essential role in recruiting participants who are considered
vulnerable due to power imbalances. | presented to several cohorts of about 15
students each, this involved introducing myself to the potential participants followed
with a power point presentation of the study information to potential participants with
the aim of generating interest in participating in my study. During the initial stages
of the recruitment process | had major problems with non-responses. According to
Axen et al, (2021) challenges in recruiting participants can result in selection bias.
However, persevered and eventually managed to get participants to enrol onto the
study. Potential participants were given my contact details and asked to send an e-
mail if they were willing to participate in the study. Participant information was then e-

mailed to the volunteers along with a request for availability so that the interviews
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could be scheduled at their convenience (See appendix 4 for participant invitation

letter and appendix 5 for participant information sheet).

4.1.2 Sample Strategy

The target population of this study consisted of qualified nurses working within the
West Midlands region of the United Kingdom and undertaking post-registration
studies at the University of Wolverhampton. A non-probability purposive sample of
six nurses with experience in nursing terminally ill people with dementia was
selected. The sample size is in accordance with Smith, Flowers and Larkin (2009)
argue that there are no hard-and-fast rules about sample size in IPA but
recommended because of the idiographic nature of IPA, less is more. As such data
saturation is not required in IPA studies (Smith, Flowers and Larkin, 2009).
Therefore, the six participants who volunteered first were included in the study. See

Table 6 below for a snapshot of the demographic characteristics of the participants.

Table 6: Participants’ demographic characteristics

Gender Age NMC registration Experience Ethnicity
(Years) (Years)

Female 18 - 30 (n=2) Registered adult nurse 0 - 3 years (n=1) White (n=5)

(n=6) RGN (n=6)
31-50 (n=3) 4 - 6 years (n=3) Asian (n=1)
51-60 (n=1) 5-12 years (n=2)

4.1.3 Research Design

This study utilised IPA to explore how community nurses make sense of their
experience of providing end-of-life dementia. (Larkin and Thompson 2012; Smith,
Flowers and Larkin, 2009). As said previously, the study focused on the meanings of

the participants' experiences, with an idiographic emphasis on the particular rather
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than the general (Larkin and Thompson, 2012). The double hermeneutic and
reflexivity elements of IPA allowed the researcher to develop an interpretation of the
experiences of community nurses providing end-of-life dementia care (Larkin and

Thompson, 2012).

4.1.4 Anonymity, Confidentiality, and Informed Consent

This study received ethical approval from the University of Wolverhampton - Faculty
of Education, Health and Wellbeing (FEHW) ethics sub-committee (see Appendix 3
for ethics approval letter). The IPA study into the subjective sense-making of nurses
providing end-of-life dementia care raised ethical considerations. This section of the
study deliberates on the process followed to gain ethical approval, and the ethical

issues raised and how they were overcome.

End-of-life dementia care is fraught with professional, social and political tensions.
These tensions included the context of the study and access to participants.
Furthermore, much consideration was given to the potential power differential
emanating from my role as a senior lecturer recruiting student participants. This
issue was overcome by involving gatekeepers that mediated access to potential
participants for the study. Cunliffe and Alcadipani (2016) argue that gatekeepers
have a key role in ensuring researchers gain access to research participants while

offering protection for vulnerable research participants.

The anonymity of the data collected was maintained using the codes on the interview
transcripts. Additionally, pseudonyms were used in place of their real names, and

information about where they worked were not disclosed.
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All information collected in this study will remain confidential, except in cases of
potential safeguarding issues. Confidentiality for participants will be maintained by
adhering to information governance in line with the General Data Protection
Regulation (GDPR) and University policies on handling sensitive data. Participants
will have complete autonomy over their privacy. My role in the research process will

be clearly outlined to avoid deception and exploitation.

Only the researcher has access to the raw interview data, which has been
downloaded and stored on an encrypted computer for a period not exceeding five
years, after which the data will be deleted. In all instances, confidentiality will be
guaranteed in accordance with the law and regulatory body. Responses to the
interview questions will not be linked to identifiable individual participants in the

research report; this was achieved by the use of pseudonyms as previously said.

Informed consent was sought from the participants, who were informed that they
could withdraw consent at any stage in the research process. If participants were to
withdraw, any data collected would be destroyed and not included in the study.
Informed consent was achieved by sending detailed information about the study to
potential participants for their consideration before agreeing to sign up for the study

(See appendix 6 for consent form).

4.1.5 Data collection

Data were collected using semi-structured interviews. This approach allowed
participants to include rich data that included subjective emotions and sense-making
associated with their experience of nursing people with end-stage dementia (Larkin,
2013). Instead of using specific questions, an interview schedule with themes was

used to guide the flow of the interviews (see appendix 7 for interview schedule).
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Face-to-face interviews were audiotaped with consent from participants (see
appendix 6 for consent form) and transcribed verbatim, capturing not just what was
being said but also the spaces between words that held meaning as well. Additional
notes were used to mark emotional responses. Semi-structured interviews were an
appropriate method for this study as they collate rich and detailed descriptions of the
lifeworld of the participants (Kvale, 2013). Being synchronous in time and place,
face-to-face interviewing allowed me to respond to social cues such as voice,
intonation and body language. These cues were noted and added to the transcripts
of the audio answers. Furthermore, the format of face-to-face interviews also allowed
me to create a good interview ambience (Opdenakker, 2006). Interviews lasted a

maximum of 60 minutes, although this time was flexible.

4.2 Data Analysis

Data analyses for my study was delayed because of challenges related to SARS-
CoV-2 pandemic commonly known as COVID-19, | reflect on this in more detail in
appendix 13 (World Health Organization, 2019). Data were analysed using
Interpretative Phenomenological Analysis (IPA) (Smith, Flowers and Larkin, 2009).
Data analysis in IPA is non-prescriptive, and therefore not standardised. However,
IPA focuses on understanding the participants’ idiographic perspective while giving
due regard to shared themes across the transcripts (Smith, Flowers and Larkin,
2009). Using the IPA data analysis framework, | intended to identify emerging

themes from the participants’ narratives.

Data analysis required immersion in the original data; the recordings were listened to
many times, transcribed and annotated with notes on nonverbal cues such as tone,

rhythm, rate, pauses and hesitations that may reveal underlying emotions or irony.
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The transcribed text was analysed to identify emerging themes, which were
clustered into subordinate themes. The subordinate themes across individual
participant transcripts were clustered into superordinate themes. The data analysis
was guided by the six stages of data analysis suggested by Smith, Flowers and
Larkin (2009): familiarising with the interview data, noting and commentary,
emergent themes, establishing links in emerging themes, moving onto the next
participant, and identifying patterns across the sample. In the sections below, | used
the IPA with the six-stage analysis framework to explain the data analysis

conducted.

4.2.1 Step one: Familiarising with the interview data

To familiarise myself with the data, | listened to the audio recording of the interviews
within hours of the interaction to consolidate my initial impressions. Following
transcription, a three-column table was created. The interview scripts were pasted
into the middle columns; the left-hand column was used to note emerging themes
and the right-hand column was used to make exploratory comments. Appendix 8
provides a full interview transcript with Tracey, one of the participants, which has

been included as part of an audit trail.

The interview and the transcript were read and re-read, so that | could immerse
myself into the narratives and vicariously experience their worlds. | made notes of
my initial observations and thoughts alongside my field notes, with the aim of sense-

making of the individual participant’s experience (Smith, Flowers and Larkin, 2009).

4.2.2 Step two: Noting and Commentary
The second step of the analysis required a meticulous line-by-line examination of
each patrticipant's transcribed script. Exploratory comments were recorded in the
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right-hand column of the text as recommended by Smith, Flowers and Larkin (2009).
| attentively observed the language and the particular words or metaphors used to
describe the experience. Drawing from my professional and experiential knowledge,
| asked them various questions to find interim meaning (Smith, Flowers and Larkin,
2009). Once | had read through the transcript mentioned, | would return to the
beginning and use the right-hand margin to document emerging theme titles. Smith
and Osborn (2008) remind researchers that all text is treated as data, and no
attempts should be made to omit or select specific passages. At the same time, the
researcher does not necessarily have to generate themes from every selected text.
Table 7 below shows an example of how data was processed to develop initial

commentary and the emerging themes.

Table 7: Extract from Olivia’s Transcript (Coding)

Emerging Interview Text Exploratory Comments
Themes

Griffin: So, do you think nurses have been prepared
enough to, erm, manage that condition which is the

end-of-life dementia?

Olivia: | would say maybe not [yeah]. I've never
received any specialist training specifically for
dementia, end-of-life care. But | think you draw on your | s <he alluding to a skills deficit
Lack of training. experience and more junior staff would draw upon the that affects patient care?
more experienced staff or advice support. | work in a
really - what | would describe as a good team, where
we’re very supportive of one another. But we are a very

Lo . o Is sh k king f
junior team. Our band fives are all newly qualified. So, s she back tracking from

o . . earlier assertions? Or referring
they look up to the clinical sisters in that respect for any )
to transferrable skills?
advice and support. Because | think with end-of-life
dementia care as well, it's not linear. Like, it's not the
same sort of trajectory as a cancer or even heart
failure, COPD (Chronic Obstructive Pulmonary

Disease). There are lots of peaks and troughs. Patients
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Teamwork and support

No linear trajectory in

advanced dementia.

Negligence?

Inadequate education,

knowledge and skills.

More and more.

System getting

overwhelmed.

can improve all of a sudden and deteriorate very

quickly. There’s not always that steady deterioration.
Griffin: So, does it make it difficult to make a prognosis?

Olivia: It can be, yeah. Because quite often, erm, I'd
written here about [06.03 - subcutaneous] fluids, it's a
bog sort of buzz thing. Especially in xxxx, we find that
GPs (General Practitioners) and even with acute
hospital admissions, patients in [06.12 — respite beds
quite often get put on subcutaneous fluids
inappropriately [yeah]. Erm, more so that maybe don’t
have a definitive — because they’ve got dementia,
they’re not thinking about end-of-life care. They’re not
thinking, ‘Oh, well actually they have become a lot less
mobile and maybe things are deteriorating’. Erm, and
that can cause, | think, peaks and troughs in how a
patient is. I've had, erm, a patient who we looked after
last year who we thought you know, their home felt that
they were dehydrated. | mean they were not; they were
just dying. So, | think maybe education also needs to be
put in with care staff. Because they're the ones on the
ground, aren’t they? We’re not always in that home.
And as | say, predominantly the end-of-life dementia
care we give is in residential sheltered accommodation.
But we are seeing more and more end-of-life dementia
care at home, and | think that’s lovely because | think
we’d all much prefer to be in our home environment if
we could [yeah, yeah]. But maybe that's me making a
presumption that isn’t true.

I: So, you know, in your role [yeah], how does this, erm,
provision of end-of-life dementia care make you feel at

a personal level?

Olivia: | think as I've said before, if we get it right, there
can be no better feeling than knowing that you’ve done
everything you possibly can to meet that person’s
wishes. It can be very frustrating, erm, as | said, with
getting other services involved. You can feel quite torn
at times, erm, and | think especially if they haven’t got
the family support, you feel like you need to give more
of your time, which again we don’t have, do we [yeah]?
So, | think that can be a little bit upsetting, frustrating.
But when we get it right, there’s no better feeling.

Is she referring to
unpredictable, non-linear
trajectory and prognosis
unique to end-of-life dementia

care?

Is she referring to lack of
quality care / negligence?

Inadequate care / lack of

quality care.

Lack of knowledge and skills.

More education and training

needed.

Self-doubt? Is this

exaggeration?
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No better feeling!

Job satisfaction.

Frustrating.

Upsetting.

Lack of time.

Euphoria.

Job satisfaction.

Barriers to quality care.

EOLDC is associated
with stress.

Frustration

Barriers

Stressed and
depressed.

Do not know the real

them.

Loss /sadness

Especially as a team, you feel like you've really done
everything you can within your power, and you haven't
had barriers that you maybe thought there were before,

SO.

Griffin: So, do you ever get, erm, stressed and

depressed about it all?

Olivia: | think stress, definitely. Erm, | think stress
comes with any nursing job, whether it’s relating to end-
of-life care or not. | think the stress comes from
frustrations, if you're trying to do something, you just
haven’t got the time or you’re struggling to get a referral
sorted and there’s barriers there that can be very
stressful. Depressed, | would say not so much. | think
with, erm — and | know other nurses do, | think it's very
dependent on the level of input you maybe had have
had prior to things changing. A lot of our dementia
patients, we maybe didn’t know them when they were
quiet, erm, so confused or had so much of an
impairment. So, we don’t know the real them. But | think
if you look at that patient that | spoke about, we spent a
lot of time with family and you come to know the person
that they were and I think that gives you a bigger
attachment maybe, to that patient. And you don’t favour
one over the other, but you feel maybe more than you
would with another patient. And | can’t say I've ever felt
necessarily bereaved, but | think there is a sadness

there, of course there is.

Because you see a family lose someone they love and
that's always awful. And | think if you’ve got personal
experience to draw upon, I’'m very fortunate. I've still —
there’s not — I've got all my grandparents in my life, and
I've never looked after a relative with dementia [yeah].
So, | don’t know that experience on a personal level, |
only know it through work [yeah]. So, | think that makes
it different. Whereas | know some of my colleagues that
have got — had parents or grandparents that have gone
through that process, it makes it a lot more difficult, a lot

more personal, a lot more emotive.

Griffin: Yeah, so do you think, erm — you spoke there
about bereavement [yeah], do you think it's acceptable

in nursing to be bereaved about a patient?

Job satisfaction tinted with
frustration depending on care

outcomes.

Stress with any nursing job
where there are barriers to
good quality care, time
pressures and lack of

resources.

Lack of therapeutic alliance

affecting care.

Is she describing emotional

attachment?

Draws on personal

experience.

Thinks she is fortunate as both

grandparents are still alive.

Personal experience?

Is professional boundary the

same as detachment?
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Attachment

Emotional detachment

| am very fortunate.

Personal life

experiences.

Professional

detachment.

Emotional + physical
attachment.

Self-awareness.

Emotive.

Olivia: | think it's difficult to say. | think we have to keep
a professional boundary and | think if you’re becoming
bereaved, maybe are you a bit too involved in that
patient’s care? But at the same, we’re human and we
have human emotions. And sometimes we just can’t
help it, there are patients that stick with you and will
always stick with you and for whatever reason you've
clicked with them on a human level [yeah], rather than a
professional level and you can’t help it. But | think as
long as you've got a good support system and | think
maybe in those cases, you learn to remove yourself a
little bit. You identify and say, ‘Maybe | am becoming a
bit too close there, there’s a boundary that’s potentially

being crossed’.

Griffin: So, is that almost like, erm, a way to protect
yourself?

Olivia: | guess, yeah. Yeah. And | think again, people
that have had personal experiences tend to become

more emotive about a situation.

Is she questioning her

judgement?

Showing a level of reflexivity

and self-awareness.

Is she describing emotional

leakage?

4.2.3 Step three: Emergent Themes

Step three involved exploring the notes, revisiting the transcript and clustering the

noted themes into emergent themes that best reflected a particular phenomenon.

For this purpose, | annotated on the left-hand column of the data analysis sheet to

correspond with the transcript in the middle column (see example in Table 7 above)

(Smith, Flowers and Larkin, 2009). This process was followed for all the six

transcripts, see an example illustration of the process in appendix 9.
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4.2.4 Step four: Establishing links in emerging themes

During the fourth stage of data analysis, links were established between the

emerging themes. | used abstraction to cluster similar themes into superordinate

themes (Smith, Flowers and Larkin, 2009). See an example of stages one to four of

data analysis in table 8 below. All the emerging subordinate and superordinate

themes are presented in master table of themes in table 11 in chapter 5.

Table 8 Example of stage one to four of data analysis

Participant Explorations Key Quotations Emerging Superordinate
notes / coding Themes themes and
subordinate themes
Olivia Is she alludingtoa | I've never received any Inadequate Superordinate theme
skills deficit that iali ini ifi education, .
- specialist training specifically - Upskilling
affects patient for dementia, end-of-life care. | knowledge and
care? . skills. Subordinate themes
But | think you draw on your
experience... Because | think - Before it was just
. . . cancer
with end-of-life dementia care
as well, it's not linear. Like, it's - A little more training
not the same sort of trajectory
as a cancer or even heart
failure, COPD (Chronic
Obstructive Pulmonary
Disease).
Grace Excitement, Total | take great pride and Professional Superordinate theme
commitment, Pride i i pride and )
pleasure in being a nurse and e - Pride and pleasure
helping people every single gratitude in
, providing Subordinate themes
day [wow] ... and | can’'t even
_ _ EOLDC. " s
think about doing absolutely - it's gratifying to be a
. nurse
anything else
- No better feeling

4.2.5 Step Five: Moving onto the next participant

Step five of the data analysis involved a repetition of steps one to four for each

participant one after another. This process required bracketing from the previously

analysed script while regarding each transcript as distinctive and unique, ensuring

58




that preconceived notions from transcripts did not taint my analysis (Smith, Flowers

and Larkin, 2009).

4.2.6 Step 6: Identifying patterns across participants

The sixth and final stage of data analysis was to identify how subordinate and
superordinate themes for each participant were shared across the entire sample
(Smith, Flowers and Larkin, 2009). Following completion of the analysis of all six
interviews as described in stages 1-4, | devised a ‘'master table’ of themes for the

overall group of 6 interviews (see table 11 in chapter 6).

4.3 Issues of Validity and Quality

The quality and validity of this study have been assessed using Yardley's (2011)
guidelines for evaluating qualitative research, divided into four categories, namely:
(1) sensitivity to context, (2) commitment and rigour, (3) transparency and coherence
and (4) impact and importance. The quality assessment of this thesis is organised
around these four categories, while observing guidelines established by Smith,
Flowers and Larkin (2009) to assess IPA research quality. | believe my research

study has met these criteria.

4.3.1 Sensitivity to context

| have demonstrated sensitivity to context throughout this study and at every stage of
the research process. To start with, the choice of the research topic - exploring the
experiences of nurses providing end-of-life dementia care, deals with a sensitive
subject among nurses and requires a delicate approach. | established the broader
context of this study by locating it within contexts of existing literature (see the
literature review in Chapter 2). After careful consideration, the IPA design was
chosen for its phenomenological, idiographic, hermeneutic and psychological
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foundations. In addition, IPA's epistemological, ontological foundation and study
methods included sampling for participants, data collection, data analysis, and
presentation of research findings, making the approach well suited to explore this
sensitive research matter (Smith and Shinebourne, 2012). In this thesis, | provide a
rationale for the selection of IPA and discuss its epistemological assumptions and
relevance to the aim of this study. | also accorded particular attention to the ethical

considerations pertinent to this study.

Furthermore, | endeavoured to ensure that the data analysis for this study remained
faithful and accurate using quotations from the participants and reflexive accounts
that maintain a level of hermeneutic interpretation vital for good-quality IPA research
(Gauntlett et al. 2017; Yardley, 2011). Finally, | demonstrated sensitivity to context
by acknowledging my role as a researcher and its potential influence on the study.

This was managed by maintaining a journal throughout the study as a reflexive tool.

4.3.2 Commitment and rigour

In this study, | have ensured commitment and rigour by providing a detailed
description of IPA research methods outlined by Smith, Flowers and Larkin (2009). |
also demonstrated commitment and rigour during the selection of a homogenous
sample and while focusing on the idiographic analysis of the emerging themes
supported by verbatim extracts to make sense of the participants' lived experiences

(Gauntlett et al., 2017).

4.3.3 Transparency and Coherence

The transparency and coherence of the methods used in this study have been
demonstrated by an auditable trail of the decisions made. The interview schedule
and process were developed with the aid of input from the supervisory team and my
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own reflections (Gauntlett et al., 2017; Smith, Flowers and Larkin, 2009). In this
study, | demonstrated coherence by ensuring that the research question aligned with
the philosophical stance of the IPA. Furthermore, data collection, analysis, and
presentation of findings adhere to the phenomenological, idiographic and
hermeneutic tenets to make sense of the participants' experience of the
phenomenon under study (Smith, Flowers and Larkin, 2009). Finally, recognising
that researchers may influence the research (Fook and Gardner, 2007), | maintained
reflexivity by acknowledging how my context and values have influenced the

research process (see the chapter on Positionality).

4.3.4 Impact and Importance
Smith et al. (2011) argued that research must be judged based on its impact and
utility. | considered the impact and importance of my study from the two viewpoints of

methodology and practice, as addressed in this thesis.

4.3.5 Independent Audit

According to Smith, Flowers and Larkin (2009), an independent audit is essential to
demonstrate validity in IPA research. During this research, | created an audit trail by
submitting a research proposal and ethics application for approval by the university
ethics committee. | also created and fully documented a digital and paper trail of the
interview schedule, audiotapes, annotated transcripts, draft reports and the final
report. Furthermore, my supervisory team provided an additional layer of the

independent audit throughout the study.

4.3.6 Section Summary
This chapter provided a step-by-step outline of data collection and analysis.
Additionally, ethical considerations for the study were discussed, including a formal
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assessment of the quality and validity of my research using guidelines from Yardley
(2011) and Smith, Devane and Begley (2011) for high-quality IPA research. The

following chapter discusses the findings of the thesis.

CHAPTER FIVE: FINDINGS

5.0 Introduction

This chapter presents the findings from the analysis of all six interview accounts. As
described in the methods section, data analysis yielded emerging themes from each
transcript, combined to form subordinate themes. The subordinate themes were
outlined in a manner consistent with participants’ narratives and experiences of
providing end-of-life dementia care. Subordinate themes contributed to the
development of superordinate themes (Smith, Flowers and Larkin, 2009). Whilst an
attempt has been made to present in-depth convergent and divergent narratives
from the data provided by the participants, it is important to acknowledge that the
themes developed and discussed in this chapter do not represent an exhaustive

account of the participants’ total experience of providing end-of-life dementia care.

As previously mentioned, anonymity was maintained by using pseudonyms for
participants. While using direct quotes from interview transcripts, the quote’s
transcript page and line number were mentioned, allowing for auditability of the
findings. In the analysis, | use direct quotes from the participants and only ‘under-
authoring’ to ensure an authentic representation of the voices of the participants.
Note that some of the selected quotes have been abbreviated using (...) to augment
the readers’ understanding of the narrative. Additionally, direct quotes from
participants were marked with (“...”) to support subordinate themes and analysis. It is

worth noting that the themes discussed in this chapter were carefully chosen based
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on their significance to the research question. The process of extracting the themes
included observing spoken and unspoken matter, and statements that stood out
during interviews. In a nutshell, this section presents diverse and multifaceted
narrations of the participants including double hermeneutic interpretation of the

findings (Smith, Flowers and Larkin, 2009).

All six participants were female registered general nurses (RGN) with clinical
experiences ranging from three to ten years. Five participants were white, and one

was Asian. See table 9 below for a detailed pen portrait of the participants.

Table 9: Pen portraits of participants

Pam

Pam is a 52-year-old registered nurse (RGN) with six years of experience
providing EOLDC in community settings. Pam is a caseload holder in an area
covering several high-density council boroughs with high levels of deprivation.
Pam is a senior nurse; her role entails supervising and supporting newly qualified
nurses to cope with the demands of lone working. Pam said she goes to the gym
and does yoga regularly as a self-care strategy. At the time of the interview, Pam
was studying for a post-graduate diploma in specialist community Nursing. Pam is
an Asian female.

Grace

Grace is a 45-year-old registered nurse (RGN) with three years of experience
providing EOLDC in community settings. Grace previously worked as a McMillan
associate nurse and later as a sister on a surgical ward before joining the
community urgent palliative care team. Grace is a caseload holder and works in an
area covering several GP (General Practitioners) practices, characterised by high
levels of poverty and ill-health. Grace enjoys going for long walks to cope with
work-related stress during her free time. At the time of the interview, Grace was
studying for a post-graduate diploma in specialist community nursing. Grace is a
White female.

Olivia

Olivia is a registered nurse (RGN) with eight years of experience providing EOLDC
in community settings. After qualifying, Olivia joined a community team as a district
nurse. Olivia is a caseload holder and works in an inner-city area covering several
boroughs. Olivia said her regular exposure to death and the dying patient has
made her contemplate her mortality, leading her to write an advance directive for
when she cannot make decisions. At the time of the interview, Olivia was studying
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for a post-graduate diploma in specialist community nursing. Olivia is a White
female.

Tracey

Tracey is a 40-year-old registered nurse (RGN) with four years of experience
providing EOLDC in community settings. Tracey worked for ten years as a health
care assistant before undertaking pre-registration nurse training. After qualifying,
Tracey worked for a year on the wards before joining the community team. Tracey
currently works as a community sister within a district nursing team in an affluent
rural county with a higher-than-average incidence of dementia within the
population. Tracey uses exercise to switch off from thinking about her patients. At
the time of the interview, Tracey was studying for a post-graduate diploma in
specialist community nursing. Tracey is a White female.

Yvonne

Yvonne is a 37-year-old registered nurse (RGN) with six years of experience
providing EOLDC in the community. Yvonne worked on the wards before joining
the community team. Yvonne is a caseload holder in an affluent rural county that
covers a large geographical area with a disproportionately high number of
individuals diagnosed with dementia. Yvonne works closely with the local general
practitioners using the gold standard framework in providing EOLDC. At the time of
the interview, Yvonne was undertaking a post-graduate diploma in specialist
community nursing. Yvonne is a White female.

Theresa

Theresa is a 42-year-old registered nurse (RGN) with 12 years of experience
providing EOLDC in community and inpatient settings. Additionally, Theresa has
experience caring for her late father, who had dementia. At the time of the
interview, Theresa was undertaking a post-graduate certificate in higher education
and professional practice. Theresa is a White female.
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Table 10 below summarises in a snapshot pen portrait of the participants of this
study.

Table 10: Snapshot of pen portrait of participants

Pseudonym Gender  Ethnicity Registration Experience
Pam Female Asian British RGN 6 years
Grace Female White British RGN 3 years
Olivia Female  White British RGN 8 years
Tracey Female White British RGN 4 years
Yvonne Female White British RGN 6 years
Theresa Female  White British RGN 12 years

The data analysis identified four superordinate themes, namely ‘pride and pleasure’,
‘It's overwhelming’, ‘objectification’ and ‘upskilling’. These superordinate themes are
underpinned by subordinate themes, detailed in Table 11 below. The superordinate
theme of ‘pride and pleasure’ has been explored first; this relates to the participants’
professional and personal pride regarding their involvement in end-of-life dementia
care. Moreover, the participants reported that the skill gap and the emotional labour
of end-of-life dementia care resulted in stress and frustration, informing the
superordinate theme, ‘It's overwhelming’. The third superordinate theme is
‘objectification’; participants reported their perceptions of caring roles as ‘jobs’ or
tasks to emotionally distance themselves from their dying patients. The final
superordinate theme, ‘upskilling’, relates to participants’ recognition of the knowledge
gap and the lack of specific skills needed to provide end-of-life dementia care, which

they regarded as unique and different from any other end-of-life care.
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Table 11: List of superordinate and subordinate themes

Superordinate themes Subordinate themes

Pride and pleasure e |It's gratifying to be a nurse

¢ No Better feeling

It’s Overwhelming o It's Stressful

¢ Anguish and bad feelings

Objectification e Syringe driver

e That's my coping mechanism

Upskilling e Before it was just cancer

e A little more training

The next section details the superordinate and subordinate themes as listed in the

above table using direct quotes from participants to support the various themes.

5.1 Pride and pleasure

Relating to this superordinate theme, participants reported how providing end-of-life
dementia care gave them a sense of fulfilment. Their accounts portrayed a sense of
great pride and pleasure in fulfilling their nursing roles. Two subordinate themes
were identified under this superordinate theme: ‘it’s gratifying to be a nurse’ and ‘no

better feeling’.

5.1.1 ‘It’s gratifying to be a nurse’

This subordinate theme explored a core-nursing characteristic of the participants
who reflected and described how nursing end-of-life dementia patients gave them a
sense of pride and pleasure. To illustrate, Grace, a general nurse with three years of
clinical experience in providing end-of-life dementia care, reflected on her

experiences:
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“I take great pride and pleasure in being a nurse and helping people every
single day [wow] ... and | can’t even think about doing absolutely anything
else” [Gracell: 221 - 223].

Grace’s voice was filled with excitement when she said the word ‘wow’. Her voice
and body language were in accordance with her claims of being a nurse who feels
great satisfaction in what she does. The extract above depicts a sense of pride and
magnitude of pleasure in providing end-of-life dementia care. Such pride has been
observed among many participants, and among several individuals who chose the
noble profession of nursing to care for those with health and social needs. As a
registered nurse with many years of clinical experience, | am acutely aware of many
nurses who find great satisfaction in upholding nursing values in their day-to-day
work. Grace reflected that she could not think about doing anything else, evoking the
sense that her role as a nurse is her true calling. She further narrates how she found

providing end-of-life dementia care rewarding:

“Well, | find it very rewarding because with our aim being to look after people
in their preferred place of care and aim to keep them there, because
especially with our dementia patients, their ability to say whether they want to
go into hospital or not isn’t always there. So, if we know that that’s the plan
from a certain point and we aim to keep them in their preferred place of care
until they die, then that’s all we would want. In familiar surroundings with their
family and as symptom-free as possible. So, it's very rewarding” [Grace 2: 24
- 30].
Here, Grace reflects on the intrinsic, altruistic satisfaction she finds from providing
good quality nursing care. Her sense of professional satisfaction appears to come
from the knowledge that her care has met all the needs of her patient. However, one
may argue that the notion of feeling rewarded from facilitating a patient’s preferred
arrangement of death is counter-intuitive and, simply put, a rather morbid

association. Nevertheless, it raises an equally important point about what constitutes

‘a good death’. Rhetorically speaking, can death be considered good in any way?
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The idea of ‘good death’ may be incompatible with the Western context of over-
medicalisation, where death is viewed as a failure of medicine. The medicalisation of
death culturally contradicts the African Ubuntu context, where death is often
perceived as a ‘call from God’. However, due to the growing number of individuals

with terminal dementia, this stance may require an ontological adjustment.

Contrary to this view, Pam, a nurse with six years of clinical experience in end-of-life

dementia care, offered a unique perspective:

“We’re just too busy. We're just too busy. There’s no time for our feelings...
it's all about patients. Patients come first; | understand. But there should be
more push towards getting support” [Pam 9: 167 - 170].

Here, Pam reflects on suppressing her feelings and emotions to prioritise the needs
of the patients under her care, speaking about how providing end-of-life dementia
care is ‘all about [the] patients’ and that they come first. As a nurse myself, | am
aware of the challenges nurses face while balancing the needs of their patients and
their own self-care; it is a daily struggle for several nurses, especially those providing
end-of-life care. Pam’s narration suggests that she is sacrificing her own emotional
needs to meet the needs of her patients. There is a note of sarcasm denoted by
inflexion in her tone when she says, “There’s no time for our feelings... it's all about
patients”. Nurses do have protected breaks and time allotted for reflection, but the
onus is on the practitioners to ensure that these are observed. However, the
narrative above shows a sense of neglect and an appeal to her employer for more

support.

Nevertheless, the sense of joy that arises from providing good quality care was a
common sentiment among some participants. This sense of joy was shown by
Grace, in her interview:
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“I find it very rewarding ...” [Grace 2: 24].

Grace reflects on how she finds her role very gratifying, her sense of recompense
seeming to arise from making the patient comfortable and supporting patients and
their families to cope with challenges during end-of-life dementia care. As a
registered nurse, | appreciate how most nurses consider it a privilege to provide
personal care to patients and understand that many agree that making a difference
for others is rewarding. However, | am of the opinion that by asserting that she finds
it highly rewarding, Grace could perhaps be underplaying the emotional challenges

associated with death anxiety in end-of-life dementia care.

5.1.2 ‘No better feeling’

Corresponding with this subordinate theme, some participants reported an emotional
state of happiness experienced when they could meet care needs of the end-of-life
dementia patients. This sense of happiness was clear with Olivia, a nurse with eight

years of clinical experience, who said:

“But when we get it right, there’s no better feeling. Especially as a team, you
feel like you’ve really done everything you can within your power, and you
haven’t had barriers that you maybe thought there were before” [Olivia 5: 93 —
96].
Here, Olivia reflects on the joy and satisfaction she receives when she meets all the
care needs of the end-of-life dementia patients. However, the phrase ‘when we get it
right’ suggests that there sometimes are undesirable effects of end-of-life care. Of
course, she does not imply that she wittingly commits clinical errors to harm her
patients, in contravention to the core ethical principles of nursing to always practice

in a non-maleficent way. It would be disappointing for her to experience something

untoward while providing care to her patients. To supplement this, Olivia spoke
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about how she feels disempowered when she is unable to provide a level of care,

she is happy with due to various barriers.

Theresa, a nurse with over ten years of clinical experience, described the
satisfaction of caring for dementia patients by talking about what she termed ‘the
good days’:
“... and then the good days were the days where you did have time to make a
connection with them and you’d find these little windows into who they were

and -and see bursts of their character coming out and you thought, ‘Ah, that’s
the person” [Theresa 2: 457 — 460].

Here, Theresa reflected on the notion of ‘good days’. She described this as a time
when she gets to connect with her patients. | speculate that by discussing ‘time’ and
‘windows’ of opportunity to connect with patients, Theresa possibly finds the lack of
therapeutic connection frustrating. This must be unsatisfactory for many nurses who
provide end-of-life dementia care since effective communication with their patients is

essential in developing therapeutic relationships.

The subordinate themes discussed above explored the participants’ experiences of
pride, joy and satisfaction in providing end-of-life dementia care. The common thread
running through their narratives was the intrinsic feeling of being rewarded for
providing good quality end-of-life dementia care. Some of the participants seem to
describe a cathartic moment, an unexpected and surprising outcome resulting from
their emotional labour when everything worked out positively. As a registered nurse,

| can confirm relating to this catharsis.

5.2 It's overwhelming
This superordinate theme relates to the participants’ sense of psychological

overwhelm resulting from the emotional burden of providing end-of-life dementia
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care. Two subordinate themes; ‘it’s stressful’ and ‘anguish and bad feelings’, were

identified under this theme.

5.2.1 ‘It’s stressful’

In this subordinate theme, a common thread that emerged from the participants’
narratives was the feeling of stress resulting from providing suboptimal end-of-life
dementia care. This was clear in various instances, such as in this extract from

Olivia’s transcript:

“I think the stress comes from frustration, you are trying to do something, you
just haven’t got the time or the resources...” [Olivia 5: 99 — 100].

Here, Olivia refers to a frustrating chain reaction of stress that is set off when she
does not have the adequate resources to fulfil her roles. One of the plausible
interpretations of this account is that the dementia patient is likely to bear the brunt of
the consequences of stress and frustration experienced by the nurses due to a lack
of time and resources. On the other hand, one may argue that Olivia is trying to draw
attention to the chronic underfunding of the adult health and social care system. If
this is the case, one would have expected Olivia to be slightly more cautious with the
use of words like ‘stress’ and ‘frustration’ in relation to the patient group she cares

for, lest it is misconstrued as apathy.

Regardless, the extract illustrates the feelings of pressure that arise from a lack of
resources in this field. Olivia’s reflection on the disparity between the resources
needed and resources available in providing EOLDC suggested that she could do
more for her patients, if only she had enough time and resources. Having worked as
a community nurse with an enormous caseload, | easily empathise with the nature of

this stress and frustration and am certain that this is the case for many nurses who
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work with limited resources. | believe that when Olivia uses the phrase ‘...you just
haven’t got the time and resources...’, she highlights the chronic underfunding of the

health and social care system.

Similarly, Grace narrates about how work-related stress could build up to a feeling of

being overwhelmed:

“‘Ultimately, | can feel overwhelmed, which | have done when | was with the
palliative care team before. That’s how | felt” [Grace 5: 127 — 128].

Several interpretations of the above extract are possible. Firstly, when Grace says
that she ‘...can feel overwhelmed, which | have done before’, it is clear that this is a
recurring issue in her career. Secondly, there is the notion of entrapment in this
extract, escapable only by changing her career altogether. | would argue that
Grace’s experience is not unique to her - many nurses could attest to how work-
related stress can lead to ambivalence about EOLDC leading to increased staff

turnover.

Recounting another perspective, Tracey, a nurse with eight years of clinical
experience, described a culture within the nursing practice where dealing with work-
related stress is not prioritised. For example, she questioned whether nurses are
good at identifying and effectively dealing with work-related stress in the following

extract:

“I think there’s still a culture around stress, isn’t there? And about going off
sick from work with stress and things. And | think there’s a lot of — especially
in the team that I'm in now — there’s a lot of work being done to try and
support people. But | don’t think we are very good at recognising that (stress)
[Tracey 5: 92 — 95].

In this extract, Tracey reflects on how work-related stress is not acknowledged as an

occupational risk for nurses. Several interpretations can be drawn from her account.
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First, she appears to suggest that there exists a culture that frowns upon those who
report experiencing stress at work. Secondly, Tracey seems to allude to a ‘culture of
coping among nurses’, where resilience and altruism have been regarded as core
nursing virtues. Thirdly, her narrative suggests that taking days off because of
severe stress is associated with a lack of self-sacrificial qualities, a euphemism of
not being a good nurse. As a registered nurse with many years of clinical,
managerial and commissioning experience, | am aware that many employers take
the initiative to support the mental health of the nursing staff. Yet, there somehow
remains a discord between what the employers offer and what the nurses need to

feel supported in their role.

The above subordinate themes have explored the participants’ experiences of stress
while providing end-of-life dementia care. The key thread running through all the
narratives corresponding to this theme is the demand for emotional labour during
end-of-life dementia care, which leads to nurses often feeling stressed. The candour
with which all the nurses disclosed the exasperation experienced in their caregiving

roles to support end-of-life dementia patients was awe-inspiring.

5.2.2 ‘Anguish and bad feelings’

The subordinate theme of ‘anguish and bad feelings’ relates to the sorrow the
participants experienced as a result of caring for dying patients with dementia. It may
be inferred from the participants’ narratives that the emotional trauma they
experience due to their work has weakened and compromised their sense of
resilience. For example, Pam reported that overthinking about the sadness and
sorrow that comes with end-of-life dementia care has caused her to experience

depression, leading to periodic sickness absences from work:
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‘I don’t want to get sucked into that because it'll be a downward spiral for me
as well” [Pam 6: 118].

When asked to elaborate, Pam said:

“It's quite depressing for me, and |, | can’t concentrate on anything. All I've
done is think about this patient, how this patient is, who that patient used to be
and how, you know, they don’t even know who you are anymore and they’re
going to die and it’s, the sadness, the depression. And I've had that before
and | just want to not think about that situation, not think about that patient,
just try and concentrate on the positive things in my life” [Pam 7: 125 - 130].

There is some element of contradiction in her account. While Pam openly speaks
about the emotional strain, she endures due to the nature of her work, she also
seems hesitant to delve into the details of how this has affected her. She seems torn
and helpless and is indicative of an anguish and despair that is not uncommon in the
field of nursing. From my own experience, | have noticed that most nurses feel guilty
about dwelling on their emotional responses to grief, instead wanting to focus on

caring for others.

In a similar vein, Tracey recounted her experience of grief after the loss of an end-of-
life dementia patient:

“She was quite agitated throughout the night (before passing away) ... we all
felt terrible. | had a little cry in my car” [Tracey 7 - 8: 146 - 147].

Tracey’s experience may be interpreted as being suffused with a sense of horror and
subdual - caring for an agitated patient who, shortly afterwards, is lost to the world
can be a truly sorrowful experience. What is even more poignant is that she is
compelled to conceal her grief and feelings to appear more professional and show
that she cares implicitly for her patients. This idea that nurses must show emotional
ineptness even when their patients die is certainly one of the most problematic acts

in the profession.
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It has been established that this theme of anguish and bad feelings relates to the
emotional labour of end-of-life dementia care. However, not only did the nurses feel
depressed and grief-stricken from this emotional burden, but they also experienced a
sense of guilt for feeling that way. This is clear in one of the instances where Pam
says:
“It, it's as a person, as a human being, it's hard not to get attached. Like |
said, I, I've, | found some techniques. You get attached. You, you’re
devastated at that time but then, you know, you think ‘I've got to do this

because | can’t keep thinking about that. I've got to; I've got a life too, and a
family to run” [Pam 19: 371 - 376].

Pam reflected on the cycle of attachment, loss, grief and efforts to cope. Her
experiences of feeling emotionally attached to her patients and the subsequent
‘devastation’ when they pass away suggest a constant state of inner turmoil.
Moreover, these emotions appear to be fused with a feeling of guilt, as she feels that
it may be inappropriate to display such emotions in her professional capacity. Pam
seems to want to escape her feelings of bereavement, justifying to herself that she is
not related to the patient. This disenfranchisement is a suggestive indication of
cognitive dissonance. She seems to be trying to accommodate what she may

perceive as mutually incompatible emotional responses.

Similarly, Olivia argued how nurses are humans with emotions too and can be

affected by patient loss:

“We’re human and we have human emotions. And sometimes we just can’t
help it, there are patients that stick with you and will always stick with you, and
for whatever reason you've clicked with them on a human level, rather than a
professional level and you can’t help it. But | think as long as you’ve got a
good support system, and | think maybe in those cases you learn to remove
yourself a little bit. You identify and say ‘maybe | am becoming a bit too close
there, there’s a boundary that’s potentially being crossed” [Olivia 6:122 - 128].
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Olivia’s experiences seemed to highlight the contradictory nature of professional
nursing boundaries and the inevitable human emotions associated with end-of-life
dementia care. Although at first glance, it sounds as though she is stating the
obvious, “We’re human and we have human emotions”. However, this statement
could simply be an appeal for others to validate her experiences as legitimate.
Moreover, Olivia seems to be challenging the somewhat outdated norms of how
nurses should respond when patients under their care die, by arguing for her right to
openly express human emotions when she experiences grief, rather than
maintaining a stiff upper lip for professional reasons. Drawing from my own
experiences as a registered nurse, | am aware that nurses generally frown upon the
open expression of grief, especially in the presence of patients or relatives, as it is
considered unprofessional. In the instances where such emotional leakage occurs,

the nurses feel embarrassed about it.

Yvonne, a nurse with six years of clinical experience, takes this argument further by
reflecting on the impact caused on nurses’ mental health. She feels that the health
service industry is indifferent to the stressors faced by nurses in their caregiving

roles:

“I think that (in) the NHS, we’re quite uncaring regarding mental health
support for staff” [Yvonne 7:139].

In this extract, Yvonne suggests that the NHS’s attitude towards staff is apathetic.
However, her appraisal of the NHS’s response to nurses’ mental wellbeing needs to
be understood cautiously. Having given due regard to Yvonne’s views, it is also
important to note that there are many initiatives that the NHS and other independent
providers have taken to address nurses’ mental wellbeing, such as the NHS Health

and Wellbeing Framework (NHS Employers, 2018) and the Department of Health,
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Healthy Staff, Better Care for Patients (DH, 2011). The possibility that she is yet to
benefit from such initiatives must be recognised. It is important to understand that

this is Yvonne’s subjective sense-making of her experience.

Likewise, Olivia narrated a feeling of internal turmoil resulting from providing end-of-

life dementia care:

“You can feel quite torn at times, especially if they do not have family support”
[Olivia 5: 91].

Here, Olivia described feeling anxious and troubled, an emotional response to her
patient’s circumstances at the end of their life. An instance of emotional leakage was
observed here, as opposed to maintaining professional aloofness and minimising the

expression of emotions — “the stiff upper lip”.

In the following extract, Tracey discusses her lingering feelings of sadness, while
also reflecting how she feels guilty about these emotions since she is not family to

the patient:

“It's afterwards that you kind of go ‘I'm really feeling this. I'm really feeling hurt
and I'm really feeling sad,” and then you feel bad because you weren’t a
family member, but you still cared about that person. So, the feelings are still
going to be there. And especially if you get someone who reminds you of
someone that you love personally in your life. ... if you’ve got somebody — |
have had that before as well actually” [Tracey 8: 159 - 163].
Tracey reflected on her conflicting emotions at work, remarking that although she
feels hurt by the loss of her patient, she also feels guilty about carrying such
emotions with her. This state of ambivalence towards her feelings is probably
incredibly challenging for her, indicative of an emotional dissonance commonly

observed in nursing roles that require emotional labour.
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Likewise, Pam reported experiencing varying emotions of devastation and relief

following the death of a patient with dementia:

“It is heart breaking when they pass away - you get two sorts of emotions.
One, you feel devastated that the patient is gone. However, you also feel a
sense of relief that they are in a better place” [Pam 5: 88 - 90].

In the above extract, we see a paradoxical combination of emotional attachment and
a desire to distance herself from her patients as they drift towards death. This
ambivalence towards EOLDC is consistent with the emotional dissonance of having
forbidden emotions. Pam used the word ‘attached’ 16 times during the interview,
signifying the entanglement of emotions she is caught up in while caring for a dying
patient with dementia. At this juncture, | want to state my opinion that end-of-life
dementia care occurs within the context of a therapeutic relationship affecting both

the nurse and patient.

At first glance, one could claim that the participants in this study are capitulating on
their duties as dedicated nurses by getting too emotionally involved with patients and
transgressing professional boundaries, but their accounts require close interrogation.
The participants seem to suppress their emotions whilst safeguarding their welfare
and mental health because they feel that their emotions are misplaced and

inappropriate in a professional relationship.

Contrary to the ambivalence presented, Theresa reflected on how she can separate

and compartmentalise her feeling about a patient’s death:

“I could really separate it. | could be that compassionate person that | wanted
to be as a nurse, | think, and | would think about it for a few days afterwards
or whatever, but it wouldn't, it wouldn’t drain me. It wouldn’t affect me
necessarily. | could almost compartmentalise it because it was part of my role
and | think | had quite a healthy attitude towards death, in that if that was the,
the time for that person to die, it was — the focus was not on how sorrowful it
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was. It was about making sure it was a good death; you know, it was pain
relief; that — you know, that they weren’t over-medicalised nasogastric tubes
and all that sort of stuff and making the experience as wholesome. It sounds
odd, but I think we had a lot of input in our training from hospice care. ... not a
completely different view but have a very healthy view of it quite early on and |
think that really helped me to sort of see it in that context really, and for sure,
sometimes it is traumatic” [Theresa 6 - 7: 116 - 130].

Theresa’s account suggested a healthy, professional and stoic approach to dealing
with patients’ death. She seemed to suggest that the area of end-of-life dementia
care could learn something from how hospices manage and deal with end-of-life
care. Here, Theresa appeared to suggest that end-of-life dementia care lacks the
versatility of the nurses’ role in general end-of-life care, where they could adopt
multiple transient identities and still feel comfortable. As a registered nurse, | know
that some nurses have a healthy approach to death and dying. However, from my
professional experience, | am aware of how many nurses are socialised into
adopting a professional approach to patient death; those who openly express sorrow
can be viewed as emotionally weak, lacking resilience and transgressing
professional boundaries. Overall, Theresa’s narratives of a professional approach to

dying patients appeared inconsistent with the view of the other participants.

The above subordinate themes addressed the participants’ experiences of stress,
grief and depression when providing end-of-life dementia care. A common variable
observed across their narratives was the knowledge that their emotional labour
during end-of-life dementia care could cause an emotional dissonance that affected
their mental wellbeing. Furthermore, it is worth noting that despite upholding

professional boundaries, they do experience human emotions, just as anyone else.
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5.3 Objectification
This superordinate theme relates to the complex emotionally distancing by some
participants used to mitigate against and reduce the risk of emotional entanglement

and burnout during end-of-life dementia care.

5.3.1 ‘Syringe driver’

Among instances corresponding to this subordinate theme, the participants narrated
the emotional burden of caring which inadvertently resulted in participants perceiving
their nursing activities as ‘jobs’ or ‘tasks’ to emotionally distance themselves from
patients approaching the end of their lives. It appears this these are coping
strategies when faced emotional labour in EOLDC. Grace in the extract below

reflects on how she cannot get away from thinking about her patients.

Grace said:

“Within the community, dementia patients are in your head all the time, your
patients are in your head all the time. Even when you go home and are
cooking you are thinking about them. In hospital you hand over the care and
walk away....here you cannot do that” [Grace 3:80-84].

Grace’s narrative suggests overthinking complex care encounters with EOLDC
patients in her mind and wishing she could abdication from these care encounters. It
could be deduced that she is hounded by her reflections even when off duty she
keeps worrying about work and wishes she could hand over the burden of caring to

someone else.

The emotional labour and burden associated with EOLDC and struggle manage their
own mental and emotional wellbeing seem to have resulted in participants wanting to
emotionally distance from EOLDC patients by equating them to such ‘tasks’, as in

the following extract from
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Pam’s interview:

“So, when you’re..., dealing with a list this big (hand gesture to demonstrate),
you’re thinking, ‘Oh God’, it becomes a task, syringe driver... So, you're just
going there with your blinkers on, and you just want, you’re just doing what
you’re supposed to do. Forget about the emotional side of it, yeah, but when
you go home then it hits you, you know” [Pam 21: 421 - 425].

Here, Pam refers to the patient in terms of the nursing tasks she needs to complete,
rather than using any information that identifies them. Two important concerns may
be discerned from her account. First, that she appeared to reflect on her coping
mechanism of emotionally distancing herself from a dying patient. Secondly, this
raised the question of what a therapeutic relationship is in the context of the nursing
practice. Can one not provide care and attention to a patient without developing an
emotional attachment? For one’s own psychological wellbeing, is some measure of

emotional detachment not essential?

Similarly, Theresa described how she focuses on providing physical care to avoid

the emotional side of caregiving:

“...but I think, as a nurse, I've always been quite focused on what | need to do
for the patient. So that sort of protects me in some ways from getting too
entrenched in the emotional side of it as well” [Theresa 8: 51 — 53].

Theresa’s account suggests complex reflexivity — she takes specific, deliberate
actions to avoid or minimise the emotional labour in end-of-life care. One learns from
this account that providing end-of-life care creates an emotional burden, and she

appeared to consciously suppress certain emotions as part of a self-care strategy.

5.3.2 ‘That’s probably my coping mechanism’
Within this subordinate theme, participants narrated how they routinely avoided

emotional proximity with their end-of-life dementia patients to cope with the
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emotional burden of death and perceived loss. The use of strategies to avoid getting
too close to patients was clear from various statements made by the nurses. For

instance, Pam said:

“l do get attached even now, but | have had to develop techniques to protect
myself....otherwise | will get depressed” [Theresa 6: 161-162].

Pam'’s reflection suggests that the burden of caring can result in a mental or
psychological infringement of professional boundary. Pam suggests she has had to
develop a coping strategy of avoiding getting attached to EOLDC patients otherwise
it would spiral into mental distress and depression.
Similarly Olivia said:
‘I tend to keep a very professional distance, that’s just — that’s probably my
coping mechanism” [Olivia 7: 134 - 135].
Olivia’s statement indicated her conscious distancing from terminally ill dementia
patients, an emotional-focused strategy to cope with her perceived burden of
providing EOLDC. These strategies suggested the use of professional boundaries to
avoid getting too close to her patients and protect herself from emotional harm to

continue providing care for her patients.

This subordinate theme explored the participants’ experience of perceiving patients
as tasks or jobs. The prevailing view throughout the participants’ narratives is the
need to emotionally distance themselves from the inevitable feelings associated with
their impending death. As a registered nurse myself, | am aware of several nurses
that are keen on maintaining professional boundaries. However, in these narratives,

the nurses seemed to be intent on protecting themselves from emotional labour.
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5.4 UpskKilling

This superordinate theme is associated with the observation that although there is an
upsurge of end-of-life dementia patients under their care, the participants felt that
they lacked adequate specialist end-of-life dementia care training. Yet, they
described how end-of-life dementia care is unique and different from any other type

of end-of-life care.

5.4.1 ‘Before it was just cancer’
This subordinate theme relates to the participants’ sense that there is a shift in the
composition of their end-of-life caseloads over time, from being predominantly

cancer patients to dementia patients. For example, Olivia said:

“Before it was just cancer, then we moved into COPD, heart failure, and now it
seems to be encompassing frailty, dementia” [Olivia 3: 54 — 55].

Olivia reflected on the increasing prevalence of end-of-life dementia cases on her
caseload. As a registered nurse and nurse educator in conversation with colleagues,
| am aware that many nurses have seen an increase in the number of advanced

dementia patients with complex care needs.

In the following extract, Yvonne compared her experience of providing end-of-life

cancer care to end-of-life dementia care:

“With somebody with cancer, you kind of know roughly how long we’re going
to, after they’ve stopped eating and drinking. It's something quite different with
dementia, and | don’t think we get that training, so you’re guessing, a lot
more” [Yvonne 2 - 3: 43 — 46].

Yvonne’s account suggested that end-of-life dementia care is complex and not as
predictable as that of end-of-life cancer care. Furthermore, Yvonne appeared to

suggest that due to unmet training needs, she was doubtful about the quality of the
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care she provided. This self-doubt should be frustrating for her. Although | recognise
that there is an assumption that some end-of-life care skills are transferable across
different conditions, Yvonne’s narrative hinted to a feeling of pressure to provide care

outside of her competency.

In addition, Olivia reflected on how the area of end-of-life dementia care is a growing

sector that needs more resources:

“I think it's fast-changing and ever-evolving, | think it's definitely something
where training needs to be maybe invested upon” [Olivia 9: 176 — 177].

In the extract above, Olivia appeared to suggest that the increasing patient numbers
and limited skills to manage end-of-life dementia patients makes the work

challenging. Being compelled to perform a clinical task one does not feel competent
enough to do must certainly be daunting. Olivia’s experience suggested inadequacy

and inefficiency of skill and knowledge regarding this area of caregiving.

Similarly, Tracey made a comparison between her experience of providing end-of-life

cancer and dementia care:

“Most of the end-of-life that we get tend to be cancers ... Dementia is — it's
quite a difficult one, it's quite a difficult one” [Tracey 2: 24 — 25].

When invited to elaborate further, Tracey said that the trajectory and prognosis of
end-stage dementia is often unpredictable and usually associated with unnecessary
treatment. It appears that her experience of end-of-life dementia care resonated with
the experiences of other participants. From the phrase, ‘it's quite a difficult one’,
Tracey seemed to suggest that dementia care was something outside of her comfort

zone.
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5.4.2 ‘A little more training’
This subordinate theme explored participants’ narratives about the need for
additional training in end-of-life dementia care. Some participants reflected that end-
of-life dementia care posed peculiar complexities requiring unique skill sets that were
not transferable from other types of end-of-life care, such as cancer care. The need
for upskilling is associated with the sincere recognition of their limitations and the
desire to do what is best for their patients. Participants felt a sense of frustration,
believing that with additional dementia training, they could provide even better care
than what they were already offering. This need for additional training was evident
from the reflection of one participant:
“I think that we can perhaps do with a little more training on understanding the
dementia care” [Tracey 3: 44 — 46].

Tracey said that despite her vast nursing experience in providing generic end-of-life
care, end-of-life dementia care is unique and requires further specialist training. This
consequently suggested that she feels ill-equipped to carry out her job effectively.
This skill gap ought to be highly frustrating for her. Another participant, Yvonne, also
reflected on her training needs, saying:
“I think the major thing for me with dementia is, | think that we just don’t have
the training for it. | think it's a case of learning on your feet and | feel like
nurses don’t, some nurses do really well with that and will seek out that advice
and I'm just worried that some nurses, we don'’t provide the best care for
dementia patients because we don’t know what we’re doing because it’s just
not talked about. There’s not, if you've got cancer, it’s really easy, you know
that well. You know everything that’s likely to come whereas dementia’s very
different, isn’t it? And | think it's such a late diagnosis, a lot of the time”
[Yvonne 12: 242 — 249].

Likewise, Tracey reflected on how she sometimes wonders if she had provided the

right care for her patients:

85



“It's really difficult because a lot of the time, you go away thinking ‘l hope I've
done the right thing” [Tracey 4: 66 — 67].

Tracey’s expression of doubts about doing the right thing can be interpreted as
dissatisfaction with the level of care she may have provided. This self-doubt must be
unsatisfactory and frustrating for her, as one of the core tenants of nursing is to work
within one’s competencies. However, the doubt Tracey expressed may have resulted
from the patients’ inability to communicate due to cognitive impairment, or from her

own perceived lack of competence.

Conversely, Theresa furthered the discussion beyond qualified nurses, questioning
whether nurse training at the undergraduate level sufficiently prepares the future

nurse for end-of-life dementia care:

“Really and truly, I'm not sure how much they cover today about looking after
the confused patient. | would hope it would be a lot more than we were
taught” [Theresa 21: 437- 439].
The sentence, ‘| would hope it would be a lot more than we were taught’, may
suggest that the nursing training she underwent did not prepare her sufficiently to
deal with end-of-life dementia care. From my experiences in nurse education and
discussions with nurses, | can assure the reader that many nurses concur on how
additional post-registration training in end-of-life dementia care would be greatly
beneficial. This issue of inadequate end-of-life dementia training was also raised by
Yvonne:
“We had one lady in particular that we have looked after for about two, three
years. We’ve seen her whole progression through her dementia. So, saw her
at her very beginning when she recognised us, to end-stage dementia, foetus
position, not eating, not drinking, and it was really hard to look after somebody
like that, either because you don’t get that training, cancer - we get a lot of
palliative training for cancer, what to expect, symptoms, prognosis; so you’re

very much aware of what’s going to happen and how you’re going to support
family and how you’re going to support that patient” [Yvonne 2: 27 - 34].
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Yvonne reflected on the difference in the levels of training between palliative training
for cancer and end-of-life dementia care. She appeared to suggest that there is no
parity of esteem across palliative cancer care and end-of-life dementia care. This
disparity could be a consequence of the ambiguities related to the specialisation of
dementia. In the early stages, dementia is regarded as a psychiatric condition;
however, it becomes a complex combination of mental health and physical needs as
the condition progresses. | believe that this complexity could lead to a lack of

focused specialist training.

The above subordinate themes have discussed the participants’ experiences of
providing end-of-life dementia care. It was observed that even though participants
bring transferrable skills to end-of-life dementia care, they recognised that end-of-life

dementia care is highly complex, unique, and requires further specialist training.

5.5 Chapter Summary

In this chapter, the study’s findings have been presented under five superordinate
themes, namely ‘pride and pleasure’, ‘it's overwhelming’, ‘objectification’ and
‘upskilling’. These themes embody the significant features, sense-making and
interpretation of community nurses’ experiences of providing end-of-life dementia
care. The following chapter is the discussion chapter that explores how the study
findings compare with existing literature, the contributions that the study makes,

suggestions for future research and the limitations of the thesis.
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CHAPTER SIX: DISCUSSION

6.0 Introduction
This chapter contextualises the study findings within existing theories and literature.

The discussion has been separated into four sections. First, | have linked my
research findings to existing theory and literature. Secondly, | have discussed my
thesis in context of clinical practice, policy and contribution to knowledge and the
emerging contextual framework. Thirdly, | have made suggestions for future
research to build on this study. Finally, go on to explain the limitations of my

research study.

With the use of IPA, this study has focused on the meanings that community nurses
assign to their experiences of providing end-of-life dementia care. This chapter
revisits the question: What are the experiences of community nurses providing end-
of-life dementia care? Six community nurses with first-hand experience of end-of-life
dementia care were purposely recruited for this study. Data were collected using
semi-structured interviews and analysed according to the IPA data analysis

framework (Smith, Flowers and Larkin, 2009).

The use of the IPA approach in this study shows that the key epistemological claim
is based on the participants' experiences of providing end-of-life dementia care and
my interpretations of the same. Therefore, | give due regard to the notion of
temporality which, McTaggart (1908) refers to as a transient and changeable
position. This definition aligns with my view of the temporal nature of the participants’
narratives. | consider the narratives a snapshot of their experiences, which they were
comfortable enough to share with me. Therefore, this study is a complex interplay

between idiographic and phenomenological foundations and the interpretation of the
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participants' lived experiences. Moreover, the participants' narratives are intertwined
with my interpretations, as IPA is inherently interpretative — ‘the author's
interpretation of the participants' interpretation of their experiences’ (double
hermeneutic). Nevertheless, some readers may have differing interpretations,

contributing to the larger collection of perspectives.

The data analysis supplied a nuanced appreciation of the participants' sense-making
of their experiences in providing end-of-life dementia care, captured across the four
superordinate themes. The first theme was 'pride and pleasure’, which explored the
complex and conflicting combination of emotions associated with providing end-of-
life dementia care. The second theme was 'lt's overwhelming’, which focused on the
participants' emotional response and reaction to grief while providing end-of-life
dementia care and its impact on their mental wellbeing. The third theme,
‘'objectification’, focused on how participants referred to patients as ‘tasks’ to facilitate
emotional distancing as a coping strategy. The fourth and final superordinate theme,
‘upskilling," is centred on the participants' beliefs that they needed further specialist

training in end-of-life dementia care, as it is uniquely complex.

The following section situates the research findings in relation to existing theory and

literature.

6.1 Satisfaction of providing end-of-life dementia care

The single most remarkable and unanticipated finding to emerge from this thesis was
the participants' narratives attributing feelings of pride and pleasure in providing end-
of-life dementia care. This notion is a new discovery and is rarely discussed in
palliative care literature. As mentioned, it is paradoxical that the participants in this

study reported feeling pride and pleasure while caring for patients that are facing
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imminent death. This contradiction problematises the literature that associates end-

of-life care with stress and burnout (Johnstone, 2011; Lee et al., 2017).

As one participant makes clear, death may be inevitable, but not always imminent.
However, a seminal theory by Williams (1948) on the structure of feeling can help

clarify this paradox by articulating the contradictory affective thought processes. He
explains how contradictory feelings can generate new ways of thinking by capturing
emotions collectively experienced by the group before a cognitive processing of the

feelings (Conner, 2018).

Before conducting this study, | assumed that nurses providing end-of-life dementia
care would be stressed and miserable due to the nature of their work. However, the
participants' narratives highlighted that they found providing end-of-life dementia
care gratifying, some saying that there was ‘no better feeling when you get it right’.
These findings are consistent with Conner (2018), who uses affect theory to explain
the structure of emotions, suggesting that feelings are messy and random. Yet, this
paradox helps to articulate new insights into nurses' experiences while providing

end-of-life dementia care.

Furthermore, there are a few similarities between the study findings and the work by
Cottrell (2018), who proved the existence of a correlation between joy and end-of-life
care. However, the results of this study differ from Cottrell's (2018) portrayal as the
latter focused on the joy experienced by patients receiving end-of-life treatment,
rather than that experiences by nurses while providing end-of-life care. Participants

reported feeling rewarded for providing good-quality end-of-life dementia care for
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their patients. This notion of nurses experiencing pride and pleasure during end-of-

life dementia care is a novel perspective that this study offers to the field.

Moreover, findings from this research showed that interacting with end-of-life
dementia patients can be overly complicated. Still, great satisfaction was reported
with those occasional moments of ‘getting through’ and interacting with the dementia
patients nearing end-of-life. Overall, results for satisfaction from interacting with
patients suffering from advanced dementia is in line with the work of Sims-Gould et
al. (2010), Livingston et al. (2012) and Lee et al. (2017), who acknowledge that
communication in end-of-life dementia care is a complex affair, requiring great skill
and patience. Effective communication in end-of-life dementia care is associated
with improved patient outcomes. Furthermore, findings from this study revealed that
good end-of-life dementia care is intrinsically linked with staff wellbeing and better
organisational practices. This, however, is contrary to arguments by Flin et al. (2008)
and O'Hagan et al. (2014), who claim that the ability of nurses to provide
compassionate care can be stifled by personal and organisational factors such as
work overload due to inadequate staffing levels, leading to occurrences of staff
burnout. This is further supported by Erel, Marcus and Dekeyser-Ganz (2017) who
argue that staff shortage is associated with decreased satisfaction with the quality of

patient care provided.

This study showed that participants experienced job satisfaction when they spent
guality time meeting their patients' needs, were present for the patient and not
rushed due to competing case load demands. This finding agreed with Engel et al.
(2006), who noted that satisfaction with end-of-life care among health care

professionals varied but is distinctively associated with compassion towards patients.
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Gilbert (2019) supports this by arguing that the motivation to care for others is driven
by a sensitivity to suffering with an obligation to easing it. Gilbert further argues that
compassion is evolutionary rooted in caregiving associated with mammals which is
linked to the sympathetic nervous system. However, this inclination for compassion

and care can be affected by sympathetic overload (Gilbert, 2019).

6.2 Stressors associated with end-of-life dementia care

Consistent with the literature, the findings revealed that end-of-life dementia care
involves emotional work with the risk of work-related stress and burnout (McQueen,
2004). Additionally, it was established that emotional labour could evoke complex
feelings of stress and grief among the nurses providing end-of-life care (Arruda and
Paun, 2017). Similarly, Peters et al. (2013) develop this further by arguing nurses
who are regularly exposed to dying patients can develop death anxiety. The thesis
findings showed that there appeared to be a lack of recognition and active
acknowledgement of the emotional impact regular exposure to patient deaths can
have on nurses. This study adds value to the claim by Rodger and Atwal (2018), who
noted how regular exposure to patient death could have a traumatic effect on nurses.
This study also showed that participants were stressed when there was an
imbalance between demands and resources available. The cause of work-related
stress for nurses providing EOLDC is further outlined by Lazarus and Folkman
(1984), who conceptualised stress as a transaction between an individual and their
complex environment. They concluded that an individual's appraisal of the stressor
determines their ability to cope with the given situation. In line with this theory, the
findings revealed that participants were stressed when they perceived that they did

not have sufficient resources to deal with patient care needs.
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Consistent with the literature, the findings highlighted deficiencies in recognition of
the effects of emotional burden from end-of-life dementia care, particularly in a
context where there is an ongoing societal discourse on how best to deal with
complex end-of-life dementia care issues. The disregard for complex emotions
related to EOLDC is argued against by Seale et al. (2015), who suggested that it is
essential to look closely at the circumstances in which the debates are taking place,
as the matters have a significant bearing on the nurses' work performance. The
findings showed that some participants feel that working with individuals with
advanced dementia was generally not valued by society and policymakers, as it is an
underfunded sector of healthcare. The lack of prioritisation of EOLDC is consistent
with Johnstone (2011), who argues that there is subtle alzheimerisation, a concept
defined as placing a low value on individuals with dementia and those that care for

them.

Furthermore, consistent with the literature, the findings showed that staff shortages
result in high caseloads and work-related stress (Johnstone, 2011). Additionally,
Johnstone (2011) highlighted that end-of-life dementia care is one of the least
glamorous nursing roles, resulting in significant staff shortages, overworking and
burnout. In agreement, Lee et al. (2017) further argued that nurses working in
community dementia care are lone workers that by default create feelings of being
alone, which predisposes them to a feeling of overwhelm. Moreover, consonant with
the literature, this thesis's findings revealed an emotional cost to providing end-of-life
dementia care (Brighton et al., 2019). As shown in the study findings, participants
highlighted that end-of-life dementia care affected their mental wellbeing. Likewise, a

study by Van den Block (2014) explored the benefits of having an intense contact
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with the nurse for the dying patient. However, such contact results in emotional

burden among nursing staff, affecting decision making.

The thesis’ findings showed that some participants felt unable to openly express
grief; doing so only as long as they could conceal it from others. This inability to
openly express grief following patient death agrees with Wilson and Kirshbaum
(2011), who found that patient deaths can result in nurses experiencing
disenfranchised grief. Doka (1999) defined disenfranchised grief as the sorrow
individuals experience following a loss that cannot be publicly acknowledged. This
notion of disenfranchised grief is consistent with the professional and societal
expectations of nurses following patient death. Society has constructed rules and
norms that govern the losses individual can grieve. However, this study showed that
it is plausible for nurses to suffer grief emanating from end-of-life dementia care,
consistent with the work by Meyers (2019). The study findings also showed that
some participants could not openly grieve for patients, indicative of a complex and
sensitive relationship between nurses and those they care for, resulting in
‘screaming silences’. Disenfranchised grief in EOLDC is also consistent with Serrant-
Green (2011), who developed a theoretical framework on these silences, exploring

sensitive experiences that participants are reluctant to discuss openly.

6.3 Embodiment of dying dementia patients as commodities

Contrary to expectations this study found a paradoxical link between caring and
objectification of patients by some participants in EOLDC. Surprisingly, the
objectification observed was not linked to malignant psychology (Kitwood, 1997).
However, consistent with the literature, findings from this study showed that

participants used the objectification of patients in end-of-life dementia care as a
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strategy for self-protection (Paulsen, 2011). Van der Geugten and Goossensen
(2020) assert that objectification occurs when patients with advanced dementia are
reduced to ‘tasks’ to completed or are viewed as vegetables. Kitwood (1997) argued
that objectification is a type of malignant social psychology where individuals with
dementia are treated as if they have no feelings or are just ‘dead matter’. He further
said that objectification has a malign effect on personhood, negatively affecting

people's experience of dementia care and the delivery of person-centred care.

Objectification was noted in this study during instances where participants referred to
patients as tasks they were to perform, such as ‘syringe driver’. This worked as a
psychological strategy to distance themselves from the emotional stress associated
with the various tasks on their busy schedule. Similarly, Paulsen (2011) argued that
clinicians cope with ongoing tragedies by managing their emotional engagement to
avoid the negative impacts of emotional labour. However, Timmermans and Almeling
(2009) argued that objectification is dehumanising because it involves alienating
patient identities and silencing the self. In the findings from this study, it appears that
objectification has been used as an emotional distancing strategy to cope with what
would otherwise be a stressful situation. Objectification and avoidance could be

indicative of the staff's vulnerability to compassion fatigue.

The emotional vulnerabilities of qualified nurses providing end-of-life dementia care
have been brought to the forefront by the findings from this study. Heaslip and
Boarde (2012) also highlights that staff vulnerability is a significant issue with long-
term physical and psychological consequences for nurses, often leading to a
burnout. Furthermore, the study showed that increasing emotional involvement with

the patient, to the point of empathising with their pain, results in the risk of an
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emotional backlash for the nurses. The risk of emotional burden identified in this
study is consistent with the work of Paulsen (2011), who asserts that ‘emotional
attunement’ with patient needs, though beneficial for the patient, may have adverse
consequences for the nurses providing end-of-life dementia care. Significantly, the
findings revealed that some participants suffered from depression due to the
demands and taxing nature of end-of-life dementia care. The impact of EOLDC on
nurses' mental health is consistent with the literature that suggests how caring for
individuals with end-stage dementia is stressful, emotionally draining and can
expose nurses to vicarious trauma (Age UK, 2013; Meller et al., 2019). Moreover,
the NHS Staff and Learners' Mental Wellbeing Commission (2019) supports the
findings of this study by acknowledging that nurses carry with them a lifetime of

bereavement by exposure, resulting in the need for self-protection.

Consistent with the literature authored by Vandrevala et al. (2017), this study
revealed that there is a lack in emotional support for nurses working in end-of-life
dementia care, and that participants used self-protection strategies to cope. The lack
of emotional support in EOLDC is also noted by Boyle (2011), who argued that the
frequent exposure to death and its emotional consequences for nurses is not
formally recognised or addressed in the field of general nursing practice. However,
hospices may be considered an exception, as they are known for providing

exceptional care for their staff.

In the analysis, it was observed how several narratives from the participants showed
negative emotional responses to the death of a patient under their care. This is
strongly associated with stress, grief and poor mental health. It has been suggested

that emotional responses in some nurses is associated with negative bias and loss
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aversion (Hochman and Yechiam, 2011). Such psychological drivers can make
losses loom larger than any gains, leading to arousal within the autonomic nervous
system as an emotional and cognitive response (Low et al., 2008). Although it has
been argued that the threat of loss can increase focus and performance in the short
term (Yechiam and Hochman, 2013), the long-term consequences could result in

compassion fatigue and burnout (Hunt et al., 2017).

6.4 Training and development or Continuous Professional development
This study observed a perceived inadequacy of knowledge regarding end-of-life
dementia care among the participants. This knowledge gap highlighted in the study
is consistent with work by authors such as Moriarty et al. (2012) and Bailey, Murphy
and Porock (2011), who argue that most nurses feel that their understanding and
competence with end-of-life dementia care is meagre, and that they would benefit
from additional training, as it may reduce death anxiety among nurses. This is
notwithstanding several end-of-life care models such as Gold Standard Framework
and Liverpool Care Pathway that have been implemented to address end-of-life care
needs (Kumar and Kuriakose, 2013). Highlighting this issue further, Bailey, Murphy
and Porock (2011) argue that death education and social support are lacking in pre-
registration and post-registration nurse education. By contrast Erel, Marcus and
Dekeyser-Ganz (2017) state that end-of-life care has gained a stronger foothold in
nurse training curriculums but argue that further specialist training in EOLDC is still
lacking. Furthermore, findings from the study revealed how the participants often felt
that they were dealing with issues beyond their capability, adding that specialised
training would improve their competency and the quality of care. The need for this

additional training resonates with Arcand et al. (2009), who posits that end-of-life
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care training effectively enhances nursing staff knowledge, skills and competency.
Similarly, Zyga et al. (2011) found that even short and comprehensive death
education programmes could reduce death anxiety among nurses providing end-of-

life care.

Participants in this study revealed that specialist end-of-life dementia training is
presently lacking. They remarked that despite extensive training in general palliative
care, end-of-life dementia care is unique and requires specialist skills. This is
consistent with Kumar and Kuriakose (2013), who argue that palliative care training
focusing on end-of-life dementia care needs to be widely accessible, as it is
associated with improvement in the nurses' competence. As shown in the findings,
some participants narrated that end-of-life dementia care was unique and different
from other end-of-life pathways such as end-of-life cancer care, as in the former, the
disease trajectory tends to be unpredictable and complex. These study findings are
consistent with Johnson et al. (2014), who state that palliative dementia is prolonged,

with a slow progressive decline compounded with co-morbidities.

Narratives documented in this study point to the lack of end-of-life dementia training
and outlined the urgent need for specialist training. The knowledge gap identified is
consistent with Smythe et al. (2014), who argued that dementia training is an area of
nursing that needs to be addressed to improve the quality of care for this patient
group. The authors further argued that providing skills training for staff working with
dementia patients can increase competence and confidence (Smythe et al., 2014).
The need for end-of-life dementia training has been acknowledged through the
development of UK-wide dementia knowledge and skills frameworks and the

National Institute for Health and Care Excellence. However, Smith et al. (2019)
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argue even though people living with dementia make a significant share of patients,
until recently there were no prescribed standards for dementia education and
training. Notwithstanding the introduction of dementia training and education
standard framework, there remains training and knowledge deficits in specific skills
necessary for EOLDC paying special attention to palliative and EOL care among

nurses working in this field (Erel, Marcus and Dekeyser-Ganz, 2017).

Lack of end-of-life dementia training, as shown in these study findings, could be
addressed by providing more training both at the undergraduate and postgraduate
nurse training levels - focusing on learning by doing, learning from each other, and
learning from experience (Smythe et al., 2014). This lack of training resonates with a
study by Inci and Oz (2009), who found that following a death education programme,
there was a significant reduction in death anxiety and depression among
participants. Furthermore, Harris (2007) suggests that end-of-life educational
programmes for nurses can improve nurses' knowledge, skills and attitudes towards
end-of-life dementia care. Smythe et al. (2014) argued that there is variability in the
content and length of the existing dementia training programmes. Davies et al.
(2014) add to this debate by stating that training and organisational mechanisms
should address the level of confidence in providing palliative care as well as skill
development, as they found that most staff could not differentiate between palliative
and end-of-life care. This deficit in knowledge and skills is also linked to the lack of
understanding about the efficacy and necessity of palliative care for patient with

advanced dementia.
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6.5 Tensions in end-of-life dementia care

The findings from the present study revealed that there exists an inherent tension in
EOLDC. These lines of tension are thoroughly discussed in the next section,
followed by an emergent conceptual framework (Figure 3) that outlines the concepts

that play an integral role in supporting nurse training in EOLDC.

6.5.1 Liminality and doublethink in end-of-life dementia care

This study observed the manifestations of screaming silences and tensions in the
participant narratives of EOLDC. This is in accordance with Serrant-Green (2011),
who suggested that such silences emerge during the research of sensitive topics
with lines of tension. In this study, silences and sensitive lines of tension emerged in
the gap between what nurses routinely do in their general caregiving role and what
they must deal with in EOLDC. Though Florence Nightingale, the founder of modern
nursing, regarded nursing in the nineteenth century as an art and science to promote
healing (Morley and Jackson, 2017), the field has distinctly changed since her days.
Still, the tendency towards patient healing persists, though it may be at odds with
EOLDC priorities. | have coined the phrase "liminal doublethink” to describe the
rising tensions and silences associated with EOLDC. The connotations of this term

have been explored below.

Liminality is an anthropological concept coined by Van Gennep (1909) to describe a
"betwixt and between" experience associated with rites of passage. It is defined as
an ambiguous transitionary space (O'Connor, 2014). The silences and stresses
experienced by EOLDC nurses, who are often deprived of their right to publicly
convey emotions and express grief while simultaneously needing to satisfy patients

with the best person-centred care they could offer, can serve as a metaphor for
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existing in the space of "betwixt and between". The phrase, ‘doublethink’, was coined
by George Orwell (1949) in his dystopian novel Nineteen Eighty-Four to describe the
ability to hold two contrasting convictions in one's mind. Orwell (1949) claims that in
doublethink, people can choose to forget details that have become inconvenient but
can also recall them when necessary. The preceding context denotes a 'liminal
double think' for the participants in this study, as they deal with emotional tension
and contradictions while performing their duties. This state of perplexity is well
captured by O'Connor (2014), who argued that a contradiction affirms certain things
and denies them simultaneously. The reasoning here is that while the concept of a
'‘good death' might seem contradictory to itself, it stands true in the context of
EOLDC. However, it is worth noting that the idea of a 'good death' is not without its
critics. While the hospice movement's definition of a good death has gained
popularity in Western health care systems (Meier et al., 2016), it has been criticised
in EOLDC as such criteria has been defined by others and not by the dying patient.
Moreover, it has been suggested that the psychological aspects of a good death

have been overlooked (Scarre, 2012).

Furthermore, nurses providing EOLDC constantly appear to be experiencing the
liminal space and ‘doublethink’ as they are continually navigating lines of tension and
ethical dilemmas that can lead to silences. This can be attributed to the nurses'
inability to handle the ambiguity of their roles, the tension between therapeutic
interventions and their facilitation of the end-of-life process while also coping with the
tension resulting from denial, rationalisation and silences. According to O'Connor
(2014), a particular kind of denial is observed in the nurses’ tendency to disregard or

redefine the double impact of opioid painkillers on the patient with advanced
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dementia, during the end-of-life phase. In contrast, the concept of rationalisation
relates to the nurse's ability to justify their actions. To deal with the uncertainty during
end-of-life care, nurses must resort to double-thinking to accommodate such

inconsistencies.

The irony of describing death as ‘good’ and for nurses to come to terms with such a
definition can breed tension and discontentment. It may even test nurses' integrity,
aptness and veracity (May, 2012). Several studies suggest that nurses undoubtedly
face many ethical dilemmas in EOLDC (Karnik and Kanekar, 2016; Emanuel and
Scandrett, 2010; Thorns, 2010). For example, it has been argued that medical
advances in the twenty-first century can lead to a prolonged life, but inadvertently
prolong suffering and the process of dying (Hinshaw et al., 2003). Also, the dual
effect of analgesics can result in unintended respiratory suppression, setting death in

motion (Fohr, 1998).

Additionally, Field and Cassel (1997) argue that clinicians find it challenging to
forego interventions, especially if they see a chance for successful treatment.
Despite this, Kumar and Kuriakose (2013) assert that the focus in advanced
dementia should shift from aggressive interventions to palliative care. This was
indicated as an area of silence and tension in most participants’ narratives. More
research akin to this study is essential. Very few studies have explored the lived
experiences of nurses providing end-of-life dementia treatment, with most literature
collating the various experiences of healthcare providers in this domain (Meier et al.,

2016).
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6.5.2 Liminality of patients with advanced dementia

Similarly, this metaphor of existing in a ‘betwixt and between’ space’ can be
applicable to patients with advanced dementia in so far as severe cognitive
impairment (Turner, 1964), or at the point of transitioning from life to death.
Nevertheless, in so far as patients with advanced dementia are concerned, while
they remain in this liminal space they lack social status, staying anonymous during
this end-of-life rite of passage; nurses and other clinicians can only infer their
feelings and opinions unless an advanced care plan is available (Van der Geugten
and Goossensen, 2020). Such liminality has been characterised by Van Gennep
(1909) as traversing through separation, temporal time and re-assimilation, or what
Turner (1964) describes as “neither here nor there, they are betwixt and between the
positions assigned by law, custom and ceremony”. This may apply to patients with
advanced dementia to the extent that they may be in a vegetative state, without an
awareness of themselves or their environment and may lack capacity to make

arrangements for their own funeral.

6.6 Liminal doublethink and emerging conceptual framework

The findings of this study have highlighted the tensions between what nurses' regard
as ‘bread-butter care’ and the labour they must undertake in end-of-life dementia
care. Additionally, the results shed light on the cognitive and emotional dissonance
that nurses experience when providing end-of-life dementia care. Participants
demonstrated that this phenomenon resulted from the tensions between the
conflicting emotions that nurses feel and those they believe are permissible to
display. The emotional dissonance they experience is intricately linked to the

emotional labour in providing end-of-life dementia care (Andela, Truchot and van der

103



Doef, 2016), leading to work-related stress (Indregard et al., 2018). This association
is proved by the findings in this study, wherein participants attributed dissonance to
role ambiguity, emotional overload and lack of adequate resources to provide care

effectively.

It has become clear that there is a disillusioning disparity between the nurses’
orientation towards making patients feel better and their role as facilitators of the
dying process in end-of-life dementia care. This tension can result in emotional
dissonance. However, there is a marked need for a shift in the ontological paradigm
with which nurses perceive their role in end-of-life dementia care. In this field, death
and dying during old age should not be conceptualised as a failure of medicine but
embraced as the organic endpoint of a lifespan (Anderson, 2014). The acceptance of
death in EOLDC must be given due consideration when developing EOLDC care

training material.

A conceptual framework (Figure 4) has emerged from this study having considered
the participant’s lived experience in providing EOLDC and exploration of the notion
of liminality and doublethink. This conceptual framework outlines the various factors
that play an integral role in supporting nurse training in end-of-life dementia care
(Jabareen, 2009). Additionally, the conceptual framework summarises four
interconnected attributes: death education in EOLDC, positive ontological view of
death and dying in EOLDC, patient-centred care in EOLDC and self-care to maintain
health and wellbeing for nurses providing EOLDC. These attributes are needed to
train nurses who can care for their own wellbeing and provide high-quality EOLDC
for their patients. The conceptual framework as shown in figure 4 below, was

designed to address some of the issues that emerged from the findings in this study:
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lack of end-of-life dementia care training, work-related stress in EOLDC and negative
ontological view of death and dying. The arrows in the conceptual framework
represent the interconnectedness of the four tenets of the framework as it relates to

a wholistic approach to EOLDC.

4 )

L Positive ontological view of death and dying in
Death education in EOLDC EOLDC

End of life dementia
care

Self-care to maintain health and wellbeing in Patient centred care in EOLDC
EOLDC

. J

Figure 4: Conceptual Framework for EOLDC Education

6.6.1 Death education in EOLDC

There is growing evidence that death education help reduce negative attitudes and
improves quality of EOLDC (Khader et al, 2019). Death education in EOLDC ought
to focus on assessment and interventions in EOLDC, the dying process for a patient
with advanced dementia, nurse decision making in EOLDC, the impact of grief and

bereavement on family, carers and staff, and traumatic deaths (Corr, 2016).

6.6.2 Positive ontological view of death and dying in EOLDC

A positive ontological view of death and dying is essential to helping nurses
providing EOLDC cope with the death of patients. According to Testoni et al. (2015),
the representation of death as a passage between dimensions rather than a total
annihilation may enable nurses to cope with the death of patients with advanced

dementia. Khader et al, (2019) asserts that there is a relationship between the
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nurses’ attitude towards EOLDC and particular personal and professional factors
such as age, spirituality and quality of care. Death education can change attitudes

and views about death and dying.

6.6.3 Self-care to maintain health and wellbeing in EOLDC

Caring for patients with advanced dementia can be stressful. Cedar and Walker
(2020) argue that nurses and organisations must develop strategies to avoid work-
related stress and burnout, especially in EOLDC. Paradoxically, in a study by Ross
et al, (2019) nurses identified personal levels of fatigue and lack of motivation as the
main barriers to self-care. Therefore, it is essential that death education for EOLDC

includes self-care because self-care is not selfish (Lee, 2019).

6.6.4 Patient centred care in EOLDC

High-quality EOLDC for a patient with advanced dementia is dependent on good
guality death education and positive ontological views of death and dying. Person
centred care ought to be central to EOLDC education as it is essential that care
provided to individuals with advanced dementia recognises that there is more to an

individual with dementia that lack of capacity and a terminal illness (Kitwood, 1997).

This conceptual framework for EOLDC education provides what could be the basis
for EOLDC death education at pre-registration and post-registration nurse education.
It also important to note this education can be implemented in both clinical practice

and educational institutions to get full benefits of the opportunities it presents.

6.7 Chapter Summary
In this chapter, | outlined the purpose, provided an overview of the findings, followed

by a detailed discussion. Thus, the chapter located the findings of this thesis in the
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context of existing theory and literature. | have explored the lines of tension in end-
of-life dementia care and proposed a conceptual framework to underpin future nurse
education programmes in end-of-life dementia care. This framework offered four
tenets, namely death education in EOLDC, positive ontological view of death and
dying in EOLDC, self-care to maintain health and wellbeing in EOLDC and patient
centred care in EOLDC. This framework supports practical end-of-life dementia
training to achieve high-quality patient care. The following chapter discusses the

contribution of this thesis to the practice, policy and knowledge.
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CHAPTER SEVEN: CONTRIBUTION TO PRACTICE, POLICY AND
KNOWLEDGE

7.0 Introduction

My research offered insights into community nurses’ experiences of providing end-
of-life care. This chapter will discuss my thesis’ contribution to practice, policy and
knowledge. According to Rolfe and Davies (2009) research and knowledge
production needs to be developed for and used to promote quality of care. This is
supported by Curtis et al. (2017) who states that translating research to practice is
important and should be considered during research design. Dobrowolska et al.
(2021) ague that not only should research finding contribute to practice, knowledge
and policy but should be appropriately disseminated among peers through
presentations at professional forums and publications in journals. In line with this
argument my research finding were presented at three international multidisciplinary
conferences; Royal College of Nursing International Mental Health Research
conference in June 2021, 3" Global Conference: End-of-life Experience in February
2021 and the University of Wolverhampton Research conference in June 2020 (see
appendix 10, 11 and 12 for further details). | plan to publish the findings from this

study in reputable nursing journals.

The findings showed that providing end-of-life dementia care can result in nurses
experiencing paradoxical feelings of joy and despair (Nussbaum, 2016). In addition,
it illustrated with data from the interviews that despite being equipped with
transferable skills in end-of-life care, participants felt that they lacked specific
knowledge and skills in end-of-life dementia care. It also suggested that participants
providing EOLDC are susceptible to work-related stress, resulting in the use of

various coping strategies.
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7.1 Contribution to practice
The impact and significance of my research is enhanced by its focus on an ever-
increasing, topical issue of EOLDC, so far as it pertains to nursing practice as well as

health and social care generally .

The first main contribution of the study is that it sheds light on the emotional
vulnerabilities of qualified nurses who provide end-of-life dementia care and are
exposed to death frequently, this being a highly dismissed subject of study. The
study has revealed that the emotional labour and challenges associated with end-of-
life dementia care create emotional dissonance, resulting in nurses developing
mental health problems. During their interviews, it was indicated that the emotional
dissonance experienced by the participants emanated from the tensions between the
emotions nurses feel and those they think are permissible to display. This finding has
been supported by the conclusions made by Andela, Truchot and van der Doef
(2016), who claim that emotional dissonance is intricately linked to emotional labour
in caregiving roles. Furthermore, Indregard et al. (2018) also found that emotional
dissonance is prevalent in caring roles, contributing to work-related stress. This
ambivalence in EOLDC was observed in this study; participants attributed
dissonance to task uncertainty, emotional overload and lack of sufficient resources

needed to effectively carry out their tasks.

The second contribution is that it demonstrates that nurses’ lack of emotional and
practical support would compel them to shift from the ethics and norms of the
profession during end-of-life care for dementia patients. The study showed how
dementia care nurses may use objectification as a strategy to shield themselves

from compassion fatigue and burnout. This study has also identified the need for
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effective self-care methods and occupational wellbeing for nurses providing end-of-

life dementia care.

The synthesis of the study findings led to an equally significant contribution to
nursing practice, which is the development of a conceptual framework in EOLDC
training that has been discussed in chapter 6. As previously stated, this conceptual
framework has four key pillars namely EOLDC death education, positive ontological
view in EOLDC, patient centred care in EOLDC and nurses’ self-care. This
conceptual framework offers an underpinning for advancing nurse training in
EOLDC. It can be used to contribute to the further development of both pre-
registration and post registration nurse education with the objective to ameliorate
some of the challenges to EOLDC highlighted in this study findings such as need for
more dementia specific training, emotional vulnerabilities and objectification as a
strategy to shield themselves from compassion fatigue and burnout. The conceptual
framework achieve this by providing a framework for the development of learning
materials on death education in EOLDC, positive ontological perspectives on death
and dying EOLDC, patient centred care in EOLDC and self-care for nurses providing

EOLDC.

7.2 Policy implication of this study

Another contribution this study makes is an appeal to policymakers to consider
making changes in nursing education training tactics and curricula to emphasise the
importance of death education during end-of-life dementia care. It also illustrated the
knowledge and skill gap among nurses who provide end-of-life dementia care,
suggesting that additional specialised training will benefit the nurses and increase

the quality of care provided. Policymakers may want to explore how best to address
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fragmentation in dementia care across the mental healthcare and general nursing
practice. For example, in the first stages, dementia is regarded as a psychiatric
condition. However, as the illness progresses, care is predominantly provided by
physical health teams. This differentiation can result in fragmentation of resources
allocation, resulting in barriers to effective care. Therefore, policymakers and nurse
educators need to consider developing specialist end-of-life dementia training for
nurses at pre- and post-registration levels. For example, although there appears to
be extensive end-of-life cancer care training available to nurses, the findings

highlight a lack of specialist training in EOLDC.

In my view, dementia should not be branded as a purely psychiatric illness, but also
as a physical health and social issue. This clarification is necessary for the
assimilation of end-of-life dementia training in nursing curricula. Sampson et al.
(2011) argue that “the focus of many psychiatric services on a recovery model and
the important emphasis on early detection and management of dementia may
conflict with taking a more palliative approach”. Therefore, it is reasonable for end-of-
life dementia care to be shifted under the purview of general adult health care, as
opposed to the current practice of managing dementia care within mental health
services and considering advanced dementia care within adult health care during the

initial stages.

Alternatively, universities need to explore how generic nursing degrees are offered,
ensuring a parity of esteem for the course’s general nursing and mental health
nursing content. | acknowledge that this is a contested proposition; some mental
health nurses might view this as a death knell to their valued profession. This

contested notion of generic nurse training is highlighted by Stephenson (2016), who
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noted a rift among mental health nurses over educational reforms towards generic
nursing degrees. Contrary to this, Jones (2016) argues that there is a great benefit to
organising a generic nursing course. However, times have changed. Generic nursing
associate foundation degree programmes have successfully run since 2017 (Health
Education England, 2017). This study showed that nurses working in end-of-life
dementia care lack a holistic, comprehensive training. Therefore, | propose that a

generic nursing degree may be allowed to meet such a need.

7.3 Contribution to knowledge

Firstly, this study makes an essential contribution to knowledge by being the first
study, as per my knowledge, to explore community nurses’ experience of providing
end-of-life dementia care using a methodology that incorporates IPA (Smith, Flowers
and Larkin, 2009). The study design allowed a tripartite interrogation of the research
guestion through an idiographic, phenomenological and interpretative lens. The use
of IPA in the study makes it a unique and original work of research. Secondly, this
study contributes to the nursing literature by detailing how nurses can experience
positive and negative emotions when providing EOLDC. This paradoxical experience
contradicts Boogaard et al. (2019), who claim that end-of-life dementia care is
associated with very few positive experiences. This study showed that end-of-life

dementia care can be both stressful and rewarding for caregivers.

Another contribution to the existing knowledge is the role of my position as a nurse
and academic practitioner to explore the participants’ experiences, as it provided me
with access to academic and clinical knowledge that helped me to understand their

perspectives much more than the typical researcher.

112



7.4 Suggestions for future research

This study provides insights into community nurses’ experiences of providing end-of-
life dementia care; the findings showed that there are lines of tension in EOLDC.
Future research could focus on the tensions highlighted in the emotional ambiguity

and liminal doublethink in EOLDC by exploring how nurses navigate these tensions.

Such a study could explore nurses' ontological views of death and care for patients
with end-stage dementia to explore the extent to which these specific views are
linked to liminal doublethink. Furthermore, future research may also explore the

application of this conceptual framework to death education in EOLDC for nurses.

This study showed that participants understood death as a medical failure
(Hinerman, 2012). Future research could potentially focus on how nurses’ spiritual
views may influence their narratives and sense-making of end-of-life dementia care.
Such a study could explore nurses’ ontological views of death and care for patients
with end-stage dementia to explore the extent to which emotional labour affects their
mental wellbeing. Furthermore, future research could also focus on nurses'
perceptions of the double effect of using opioid painkillers on end-of-life dementia
patients. Retrospectively, | believe that this subject could have been explored in the
current study - Do nurses perceive the administration of opioid painkillers as pain
management and keeping the patient comfortable while the disease takes its natural
course, or are they conscious of how opioid painkillers could affect the patient’s

breathing and heart rate, increasing the likelihood of death?

7.5 Limitations of the study
Several limitations need to be considered in this study, sensitivity being the first of
the many. The question arises — can IPA as a study design accurately capture the
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lived experience or the meanings attributed to those experiences in a form
accessible to the researcher? (Tuffour, 2017). Smith, Flowers and Larkin (2009)
pointed out that although lived experiences cannot be accessed directly in their
purest form, they can be interpreted through the participants’ narratives and meaning
making of their experience. Therefore, the accuracy of the narratives depended on
the participant’s ability to accurately recall the experience. Furthermore, participants
may have changed certain aspects of their narratives to avoid implicating themselves
in contexts of bad nursing practice. It is possible that different research approaches
such as narrative inquiry could reveal more information about the experiences of

caregiving among this population of community nurses.

Secondly, a relatively small number of participants were interviewed using semi-
structured interviews to capture their experiences. Additionally, the sample was
homogeneous, consisting of female nurses with experience in end-of-life dementia
care. The inclusion of male nurses or nurses from an Afro-Caribbean background
may have brought a unique perspective to the research study. Finally, this IPA study

limits the generalisability of the findings to different contexts as a qualitative study.

An integrative literature review presents numerous benefits, however, the used of
diverse qualitative and quantitative studies presents several limitations. Whittemore
and Knafl (2005) highlighted that the inclusion of diverse methodologies can result in
lack of rigour, inaccuracy and bias of the integrative review. Toronto and Remington
(2020) agrees that the use of different methodologies presents challenges,
moreover, they argue that integrative literature reviews are notorious for poorly
formulated methods of analysis, synthesis and conclusions. This was evident in the

literature review for this study as all the articles use a qualitative methodology.
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7.5 Chapter Summary

In this chapter, | discussed how my thesis contributed to the nursing knowledge,
practice and the area of nursing policy. Additionally, | have made recommendations
for professional practice and relevant local, national or international policy. The
chapter also explored and discussed study limitations and suggestions for future
research. Following this, the limitations of the study were deliberated on. In the next

chapter, | provide concluding remarks and summarise the study.
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CHAPTER EIGHT: CONCLUDING REMARKS

8.0 Introduction

This chapter aims to restate the purpose of the study and summarise the findings
that have emerged from this research study. Additionally, as part of a reflexive
approach, I retrospect and consider changes | would propose for the current study

were | to repeat it, along with my justifications for the same.

As stated previously, this study set out to explore community nurses’ experiences of
providing EOLDC by seeking to answer the question: What is the lived experience of
community nurses providing end-of-life care for patients with dementia? This is
significant because at the time of this study, many more families and patients with
advanced dementia have been opting to be cared for in community settings such as
their own homes, with significant nursing input (National Partnership for Palliative
and End of Life Care Partnership, 2015). Yet, there is a scarcity of qualitative
research studies exploring the experiences of community nurses providing EOLDC

for patients in community settings.

The research question was answered using Interpretative Phenomenological
Analysis (IPA), in which six community nurses took part in the study. IPA was
considered a suitable study design for this thesis as it provides a distinct perspective
for individual participants because of its combined idiographic, psychological and
double hermeneutic perspectives. In essence IPA allowed for the detailed
exploration of particular meanings and sense making research participants attribute
to their personal and social world while providing EOLDC. Furthermore, it allowed for
a two-stage interpretation process of the study findings which is a double

hermeneutic, which involves the research participants attempt to make sense of their
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experience and | as the researcher try to make sense of the participants
experiences. More importantly, IPA gave a voice to community nurses in an area of

nurses care generally overlooked by researchers.

The study’s findings are encapsulated in five superordinate themes, namely ‘pride
and pleasure’, ‘It's overwhelming’, ‘objectification’ and ‘upskilling’. The results of this
study showed that nurses providing EOLDC are prone to work-related stress and
disenfranchised grief. However, despite the complex personal and professional
challenges associated with EOLDC the participants in this study demonstrated
resilience and the ability to continue bounce back in spite of the challenges.
Significantly, my study also highlighted that despite the challenges associated with
EOLDC, nurses found great pride and pleasure in providing good quality EOLDC.
The study also illustrated the existence of lines of tension in providing EOLDC,
resulting in silences that can negatively affect the nurses' mental wellbeing as the
nurse captured in the theme ‘It's overwhelming’. Another theme linked to stress
associated with EOLDC that emerged from this study is ‘objectification’ which

highlighted coping strategies used by nurses providing EOLDC.

The final theme highlighted from this study is ‘upskilling’ in which community nurses
providing EOLDC identified that the role requires specialist knowledge and skills in
order to meet the care needs specific to EOLDC. The study participants
acknowledged that there are transferable skills between generic end-of-life care and
EOLDC. However, they clearly identified that there is a knowledge and skills gap that
needs to be address in order to equip nurses with particular competencies unique to

EOLDC. This was capture through the superordinate theme ‘upskilling’.
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This study and the emergent themes led to the development of a conceptual
framework that could be used to improve EOLDC through enhancement of death
education, positive ontological views of death and dying in dementia, self-care to
maintain health and wellbeing and patient centred care in EOLDC as outlined in
chapter 6, figure 4. This conceptual framework could be used in contributing to and
improving education in end-of-life dementia care in pre and post registration nurse
education which could, in turn, improve the quality of EOLDC and the wellbeing of

nurses providing EOLDC.

The findings from this study, have highlighted the emergence of lines of tension
resulting from providing EOLDC, this was unexpected as no previous literature has
discussed this notion. These lines of tension are associated with the ambiguity of
feelings that emanate from the interplay between satisfaction, stress and despair
experienced by participants in this study. The notion of satisfaction and despair
versus stress is highlighted in this study as shown in the superordinate themes,
‘pride and pleasure’, and ‘it's overwhelming’. These lines of tension led participants
to seek out coping strategies to manage work-related stress as highlighted in the
superordinate theme, ‘syringe driver’. Additionally, participants identified skills and
knowledge gaps in dementia-specific end-of-life knowledge, as highlighted by the
theme ‘upskilling’. The lines of tension in EOLDC can be further exacerbated by the
personal-professional overlap where caring for individuals with dementia could

generate countertransference resulting in blaring of professional boundaries.

On further reflection on this research study, | have considered areas that | could
have explored or that | could explore in the future. If | could expand on this study, |

would explore the relationship between individual nurses' spirituality and its potential
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influence on their ontological view of end-of-life among dementia patients. In this
case, spirituality should not be conflated with religious belief and practice, as it is a
broader and distinct notion. Furthermore, | would try to identify if their spirituality and
view of death had any bearing on the nurses' inherent tensions between compassion
orientation and subsequent work-related stress. Additionally, | would include a more
diverse group of participants from different ethnic backgrounds, with the addition of
male participants and registered mental health nurses to represent the larger body of

nurses providing EOLDC.

8.1 Chapter summary

In this chapter, | revisited the research question, followed by a summary of the
research findings. Overall, my study captured lived experiences of a group of
community nurses of providing end-of-life dementia care. Moreover, the emergent
conceptual framework offers an opportunity to pre-registration and post-registration

nurse educators to use the framework to enhance educational materials in EOLDC.

119



REFERENCES:

Aboseif, A. and Woo, B.K.P. (2020) Chapter 40 - The stigma of dementia. in Matrtin,
C. R. and Preedy, V. R. (eds). Genetics, Neurology, Behaviour, and Diet in
Dementia. Cambridge: Academic Press.

Age, U.K. (United Kingdom). (2013) ‘Agenda for later life 2013: Improving later life in
tough times’. Age UK London. [Online accessed 1.4.2018]

https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-

publications/reports-and-briefings/health--

wellbeing/rb feb13 understanding the oldest old improving later life.pdf

Albers, G., Van den Block, L. and Vander Stichele, R. (2014) ‘The burden of caring
for people with dementia at the end of life in nursing homes: a post death study

among nursing staff’, International Journal of Older People Nursing, 9, pp. 106-117.

Alzheimer’s Society (2021) ‘End of Life Care: Factsheet 531 LP’. [Accessed online
30.11.21] https://www.alzheimers.org.uk/sites/default/files/pdf/factsheet end-of-

life_care.pdf

Alzyood, M., Jackson, D., Brooke, J. and Aveyard, H. (2018) ‘An integrative review
exploring the perceptions of patients and healthcare professionals towards patient
involvement in promoting hand hygiene compliance in the hospital setting’, Journal of
clinical nursing, 27(7-8), pp. 1329-1345.

Andela, M., Truchot, D. and van der Doef, M. (2016) ‘Job Stressors and Burnout in
Hospitals: The Mediating Role of Emotional Dissonance’, International Journal of
Stress Management, 23(3), pp. 298-317, online publication.
http://dx.doi.org/10.1037/str0000013

Anderson, P. (2014) ‘Getting the priorities right in end-of-life care’. Nursing times,
110(32-33), pp. 19-20.

Andoh-Arthur, J. (2019) Gatekeepers in Qualitative Research. In: Paul Atkinson, ed.,
SAGE Research Methods Foundations. London: SAGE Publications, Ltd.

120


https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health--wellbeing/rb_feb13_understanding_the_oldest_old_improving_later_life.pdf
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health--wellbeing/rb_feb13_understanding_the_oldest_old_improving_later_life.pdf
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health--wellbeing/rb_feb13_understanding_the_oldest_old_improving_later_life.pdf
https://www.alzheimers.org.uk/sites/default/files/pdf/factsheet_end-of-life_care.pdf
https://www.alzheimers.org.uk/sites/default/files/pdf/factsheet_end-of-life_care.pdf
http://dx.doi.org/10.1037/str0000013

Arcand, M., Monette, J., Monette, M., Sourial, N., Fournier, L., Gore, B. (2009)
‘Educating nursing home staff about the progression of dementia and the comfort
care option: impact on family satisfaction with end-of-life care’, Journal of the

American Medical Directors Association, 10, pp. 50-55.

Arruda, E. H. and Paun, O. (2017) ‘Dementia Caregiver Grief and Bereavement: An
Integrative Review’, Western journal of nursing research, 39(6), 825-851.

Aveyard, H. (2010) Doing a Literature Review in Health and Social Care. A Practical

Guide. 2nd ed. Berkshire: Open University Press.

Aveyard, H., Payne, S. A. and Preston, N. J. (2016) A post-graduate's guide to doing
a literature review in health and social care. Oxford: Oxford University Press.

Bailey, C., Murphy, R. and Porock, D. (2011) ‘Professional tears: developing
emotional intelligence around death and dying in emergency work’, Journal of
Clinical Nursing, 20, pp. 3364-3372.

Banks, J. A. (1998) ‘The Lives and Values of Researchers: Implications for
Educating Citizens in a Multicultural Society’, Educational Researcher, 27(7), pp. 4—
17.

Bates, M.J. (1989) ‘The design of browsing and berry-picking techniques for the
online search interface’, Online Review, 13, pp. 407-423.

Beardon, S., Patel, K., Davies, B., & Ward, H. (2018) ‘Informal Carers’ Perspectives
on the Delivery of Acute Hospital Care for Patients with Dementia: A Systematic
Review’, BMC geriatrics, 18 (1), pp.23-34.

Belanger, F., Cefaratti, M., Carte, T. and Markham, S.E. (2014) ‘Multilevel Research
in Information Systems: Concepts, Strategies, Problems, and Pitfalls’, Journal of the

Association for Information Systems, 15(9).

Birch, D. and Draper, J. (2008) ‘A critical literature review exploring the challenges of
delivering effective palliative care to older people with dementia in the acute hospital
setting’, Journal of Clinical Nursing, 17(9), pp. 1144-1163.

121



Bolt, S.R., Meijers, J.M.M., van der Steen, J.T., Schols, J.M.G.A. and Zwakhalen,
S.M.G. (2020) ‘Nursing Staff Needs in Providing Palliative Care for Persons with
Dementia at Home or in Nursing Homes: A Survey’, Journal of nursing scholarship
[online], 52(2), pp. 164-173.

Bonner, A. and Tolhurst, G. (2002) ‘Insider/outsider perspectives of participant
observation’, Nurse Researcher, 9(4), pp. 7-19.

Boogaard, J. A., Van der Steen, J. T., de Boer, A. H. and van Groenou, M.1.B. (2019)
‘How is end-of-life care with and without dementia associated with informal
caregivers’ outcomes?’, American Journal of Hospice and Palliative Medicine,
36(11), pp. 1008-1015.

Boyle, D. (2011) ‘Countering Compassion Fatigue: A Requisite Nursing Agenda’,

The Online Journal of Issues in Nursing, 16(1), Manuscript 2.

Brighton, L. J., Selman, L. E., Bristowe, K., Edwards, B., Koffman, J. and Evans, C.
J. (2019) ‘Emotional labour in palliative and end-of-life care communication: A
qualitative study with generalist palliative care providers’, Patient Education and
Counselling, 102(3), pp. 494-502.

Broadway-Horner, M. (2018) ‘Compare and contrast two different ontological
perspectives that might apply to qualitative research in psychology evaluating the
impact on epistemology and choice of data collection method in studying straight
men who sleep with men (MSMY’, International Journal of Culture and Mental Health
11(2), pp. 171-175.

Brocki, J. M. and Wearden, A. J. (2006) ‘A critical evaluation of the use of
interpretative phenomenological analysis (IPA) in health psychology’, Psychology &
Health, 21(1), 87-108.

Browall, M., Henoch, I., Melin-Johansson, C., Strang, S. and Danielson, E. (2014)
‘Existential encounters: Nurses' descriptions of critical incidents in end-of-life cancer

care’. European Journal of Oncology Nursing [online], 18(6), pp. 636-644.

122



Burnard, P. and Chapman, C. (2004) Professional and Ethical Issues in Nursing.
London: Bailliere Tindall.

Burns, N. and Grove, S.K. (2005) The Practice of Nursing Research: Conduct,

Critique and Utilization. 5th ed. Elsevier Saunders, Missouri.

Carr, N. (2016) ‘Sex in tourism: reflections and potential future research directions’,
Tourism Recreation Research, 41:2, pp. 188-198.

Cedar, S. H. and Walker, G. (2020) ‘Protecting the wellbeing of nurses providing
end-of-life care’. Nursing Times [online]; 116: 2, 36-40.

Chamorro-Premuzic, T. and Lusk, D. (2017) The Dark Side of Resilience. Available
at: http://www.daedalustrust.com/the-dark-side-of-resilience-2017 (Accessed: 1
February 2020).

Champion, E. (2017) ‘What support do nurses need to provide palliative care for
people with dementia?’, Nursing Older People [online], 29(7), pp. 34-39, Available at:
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=125590563&site=e
host-live&custid=s7108731&authtype=ip,shib

Chen, 1., Lin, K., Hu, S.H., Chuang, Y., Long, C.O., Chang, C. and Liu, M.F. (2018)
‘Palliative care for advanced dementia: Knowledge and attitudes of long-term care
staff’, Journal of Clinical Nursing (John Wiley & Sons, Inc.) [online], 27(3-4), pp. 848-
858. Available at:
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=128175563&site=e
host-live&custid=s7108731&authtype=ip,shib

Chochinov, H.M. (2007) ‘Dignity and the essence of medicine: The A, B, C, and D of
dignity conserving care’, BMJ, 335, pp. 184-187.

Conner, O. (2018) Key Concepts: Structure of Feeling. [Online]

https://oliconner.medium.com/key-concept-structure-of-feeling-42fecc8f7430

Cooper, B. and Glaesser, J. (2011) 'Introduction to the special issue: case-based
approaches to the analysis of quantitative data.', Methodological innovations online,
6 (2). pp. 1-5.

123


http://www.daedalustrust.com/the-dark-side-of-resilience-2017
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=125590563&site=ehost-live&custid=s7108731&authtype=ip,shib
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=125590563&site=ehost-live&custid=s7108731&authtype=ip,shib
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=128175563&site=ehost-live&custid=s7108731&authtype=ip,shib
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=128175563&site=ehost-live&custid=s7108731&authtype=ip,shib
https://oliconner.medium.com/key-concept-structure-of-feeling-42fecc8f7430

Corr, C. A. (2016) ‘Teaching About Life and Living in Courses on Death and Dying’.
OMEGA - Journal of Death and Dying, 73(2), 174-187.
https://doi.org/10.1177/0030222815575902

Costello, J. (2001) ‘Nursing older dying patients; findings from an ethnographic study
of death and dying in elderly care wards’, Journal of Advanced Nursing, 35(1), pp.
59-68.

Cottrell, L. (2018) Joy at the End of life: An Interpretative Description. PhD thesis.

University of Alberta, Edmonton.

Critical Appraisal Skills Programme (2018) CASP Systematic Review Checkilist.
Available at: https://casp-uk.net/casp-tools-checklists/ (Accessed: 2 June 2020).

Cross, L. A. (2019) ‘Compassion Fatigue in Palliative Care Nursing: A Concept
Analysis’, Journal of hospice and palliative nursing: JHPN: the official journal of the

Hospice and Palliative Nurses Association, 21(1), 21-28.

Crotty, M. (2003) The Foundations of Social Research: Meaning and Perspectives in

the Research Process, London: Sage Publications, 3rd edition, 10.

Crowther, J., Wilson, K.C., Horton, S. and Lloyd-Williams, M. (2013) ‘Palliative care
for dementia--time to think again?’, QJM: Monthly Journal of the Association of
Physicians, 106(6), pp. 491-494. Available at: https://doi.org/10.1093/gjmed/hct078

Cunliffe, A.L. (2016) “On Becoming a Critically Reflexive Practitioner” Redux: What
Does It Mean to Be Reflexive?’. Journal of Management Education, 40(6), pp. 740-
746.

Cunliffe, A. L. and Alcadipani, R. (2016) ‘The Politics of Access in Fieldwork:
Immersion, Backstage Dramas, and Deception’, Organizational Research Methods,
19(4), pp. 535-561.

Davies, N., Maio, L., Vedavanam, K., Manthorpe, J., Vernooij-Dassen, M. and lliffe,
S. (2014). ‘Barriers to the provision of high-quality palliative care for people with

dementia in England: A qualitative study of professionals’ experiences’, Health and

124


https://doi.org/10.1177/0030222815575902
https://doi.org/10.1093/qjmed/hct078

Social Care in the Community, 22(4), pp. 386—394. Available at:
https://doi.org/10.1111/hsc.12094

Department of Health, (2011) Healthy Staff, Better Care for Patients: Realignment of
Occupational Health Services to the NHS in England, DoH. http://tinyurl.com/3wvlf70

(Last accessed: September 6, 2021).

Dixon-Woods, M., Cavers, D., Agarwal, S., Annandale, E., Arthur, A., Harvey, J.,
Hsu, R., Katbamna, S., Olsen, R., Smith, L., Riley, R. and Sutton, A. J. (2006)
‘Conducting a critical interpretive synthesis of the literature on access to healthcare

by vulnerable groups’, BMC medical research methodology, 6, pp. 35.
Doka, J. (1999) ‘Disenfranchised Grief’, Bereavement Care, 18 (3), pp. 37-39.

Durdella, N. (2019) Qualitative Dissertation Methodology: A Guide for Research
Design and Methods. Thousand Oaks, CA: SAGE Publications.

Dwyer, L.L., Hansebo, G., Andershed, B. and Ternestedt, B.M. (2010) ‘Nursing
home residents’ views on dying and death: nursing home employee’s perspective’,

International Journal of Older People Nursing, 6(4), pp. 251-260.

Eatough, V. and Smith, J. 2017. Interpretative Phenomenological Analysis. In: The
SAGE Handbook of Qualitative Research in Psychology, London: SAGE
Publications Ltd pp. 193-209.

Emanuel, L. and Scandrett, K. G. (2010) ‘Decisions at the end of life: have we come
of age?’. BMC medicine, 8, 57. https://doi.org/10.1186/1741-7015-8-57

Engel, S. E., Kiely, D. K. and Mitchell, S. L. (2006) ‘Satisfaction with end-of-life care
for nursing home residents with advanced dementia’. Journal of the American
Geriatrics Society, 54(10), 1567-1572.

Equality and Human Rights Commission, (2011) ‘Inquiry into home care of older

people’. Available at http://www.equalityhumanrights.co/egal-and-polic/nquiries-and-

assessment/nquiry-into-home-care-of-older-people/

125


https://doi.org/10.1111/hsc.12094
http://tinyurl.com/3wvlf7o
http://www.equalityhumanrights.co/egal-and-polic/nquiries-and-assessment/nquiry-into-home-care-of-older-people/
http://www.equalityhumanrights.co/egal-and-polic/nquiries-and-assessment/nquiry-into-home-care-of-older-people/

Erel, M., Marcus, E. L. and Dekeyser-Ganz, F. (2017) ‘Barriers to palliative care for

advanced dementia: a scoping review’, Annals of palliative medicine, 6(4), 365-379.

Estabrooks, C.A., Hoben, M., Poss, W., Chamberlain, S.A., Thompson, G.N., Silvius,
J.L. and Norton, P.G. (2015) ‘Dying in a nursing home: Treatable symptoms burden
and its link to modifiable features of work context’, Journal of Acute and Long-term
care medicine, 16(6), pp. 444-445.

Etherington, K. (2004) Becoming a reflexive researcher: using ourselves in research,

Jessica Kingsley, London.

Etkind, S.N., Bone, A.E., Gomes, B., Lovell, N., Evans, C.J., Higginson, 1.J. and
Murtagh, F.E.M. (2017) ‘How many people will need palliative care in 2040? Past

trends, future projections and implications for services’, BMC, 15(104).

Eze, M.O. (2008) ‘What is African Communitarianism? Against Consensus as a
regulative ideal’, South African Journal of Philosophy. 27 (4), pp. 106-119.

Field, M. J. and Cassel, C. K. (1997) ‘Approaching Death: Improving Care at the End
of Life’. National Academies Press (US).

Finlay, L. (2008). ‘A dance between the reduction and reflexivity: Explicating the
phenomenological psychological attitude’, Journal of Phenomenological Psychology,
39, pp. 1-32.

Flin, R., O’Connor, P. and Crichton, M. (2008) Safety at the Sharp End: A Guide to
Non-Technical Skills. Farnham: Ashgate.

Flinkman, M., Leino-Kilpi, H. and Salantera, S. (2010) ‘Nurses' intention to leave the

profession: integrative review’, Journal of Advanced Nursing, 66(7), pp. 1422-1434.

Flinkman, M., Isopahkala-Bouret, U. and Salantera, S. (2013) ‘Young Registered
Nurses' Intention to Leave the Profession and Professional Turnover in Early Career:
A Qualitative Case Study’, ISRN Nursing, 2013, Article ID: 916061, p. 12.

Fohr, S. A. (1998) ‘The double effect of pain medication: separating myth from
reality’, Journal of palliative medicine, 1(4), 315-328.

126



Fook, J. and Gardner, F. (2007) Practicing critical reflection: A resource handbook,
London: Open University Press.

Foote, M. and Bartell, T. (2011) ‘Pathways to equity in mathematics education: how
life experiences impact researcher positionality’, Educational Studies in
Mathematics, 78(1), 45-68.

Francis, N. and Hanna, P. (2020) ‘Informal carer experiences of UK dementia
services—A systematic review’, Journal of Psychiatric and Mental Health Nursing,
001 pp' 1_ 14.

Frechette, J., Bitzas, V., Aubry, M., Kilpatrick, K., Lavoie-Tremblay, M. (2020)
‘Capturing Lived Experience: Methodological Considerations for Interpretive
Phenomenological Inquiry’, International Journal of Qualitative Methods. Doi:
10.1177/1609406920907254.

Gartner, F.R., Nieuwenhuijsen, K., van Dijk, F.J. and Sluiter, J.K. (2012) ‘Impaired
work functioning due to common mental disorders in nurses and allied health
professionals: the Nurses Work Functioning Questionnaire’, International archives of
occupational and environmental health, 85(2), pp. 125-138.
https://doi.org/10.1007/s00420-011-0649-0

Gauntlett, L., Bickle, E., Thomas, G., Collins, B., Heaslip, V. and Eccles, S. (2017)
Interpretative Phenomenological Analysis: a means of exploring aspiration and
resilience amongst Widening Participation students. Widening participation and

lifelong learning [online], 19 (2), pp. 63 - 86.

Gilbert, P. (2019) Explorations into the nature and function of compassion. Current

Opinion in Psychology, 28, pp. 108-114.

Hanson, E., Hellstrom, A., Sandvide, A., Jackson, G.A., MacRae, R., Waugh, A.,
Abreu, W. and Tolson, D. (2019) ‘The extended palliative phase of dementia — An
integrative literature review’, Dementia, 18 (1), pp. 108-134.

127


https://doi.org/10.1007/s00420-011-0649-0

Harrad, R. and Sulla, F. (2018) ‘Factors associated with and impact of burnout in
nursing and residential home care workers for the elderly’, Acta Biomedica Atenei
Parmensis, 89(7-S), pp. 60—69.

Harris, D. (2007) ‘Forget me not: palliative care for people with dementia’.
Postgraduate Medical Journal, 83(980), pp. 362—366.

Harrison Dening, K., Sampson, E.L. and De Vries, K. (2019) ‘Advance care planning
in dementia: recommendations for healthcare professionals’, Palliative care, 12.
Available at: https://doi.org/10.1177/1178224219826579.

Health Education England, (2017) ‘Nursing Associate: A new Role in Patient Care’.
Available at: https://www.hee.nhs.uk/our-work/nursing-associates (Accessed on 14
August 2021).

Health Education England (2018) Nurses Leaving Practice — Literature Review.
Available at:
https://www.hee.nhs.uk/sites/default/files/documents/Nurses%?20leaving%20practice
%20-%20Literature%20Review.pdf (Accessed on 1 February 2020).

Health Education England (2019) NHS Staff and Learners’ Mental Wellbeing
Commission. Available at:
https://www.hee.nhs.uk/sites/default/files/documents/NHS%20%28HEE%29%20-
%20Mental%20Wellbeing%20Commission%20Report%20%28Summary%29.pdf

Heaslip, V. and Boarde, M. (2012) ‘Does nurses’ vulnerability affect their ability to
care? British Journal of Nursing’, 21(15), pp. 912-916.

Hegney, D.G., Craigie, M., Hemsworth, D., Osseiran-Moisson, R., Aoun, S., Francis,
K. and Drury, V. (2014) ‘Compassion satisfaction, compassion fatigue, anxiety,
depression and stress in registered nurses in Australia: study 1 results’, Journal of

nursing management, 22(4), pp. 506-518.

Heidegger, M. (1927) Being and Time. [1962 text J. Macquarrie and E. Robinson,

Trans.]. Oxford: Blackwell.

128


https://doi.org/10.1177/1178224219826579
https://www.hee.nhs.uk/our-work/nursing-associates
https://www.hee.nhs.uk/sites/default/files/documents/Nurses%20leaving%20practice%20-%20Literature%20Review.pdf
https://www.hee.nhs.uk/sites/default/files/documents/Nurses%20leaving%20practice%20-%20Literature%20Review.pdf
https://www.hee.nhs.uk/sites/default/files/documents/NHS%20%28HEE%29%20-%20Mental%20Wellbeing%20Commission%20Report%20%28Summary%29.pdf
https://www.hee.nhs.uk/sites/default/files/documents/NHS%20%28HEE%29%20-%20Mental%20Wellbeing%20Commission%20Report%20%28Summary%29.pdf

Hinerman, N. (2012) ‘Preserving the Dead in the Lives of the Living’. In The
Presence of the Dead in Our Lives. Leiden, The Netherlands: Brill. doi:
https://doi.org/10.1163/9789401208529 011

Hinshaw, D. B., Pawlik, T., Mosenthal, A. C., Civetta, J. M. and Hallenbeck, J. (2003)
‘When do we stop, and how do we do it? Medical futility and withdrawal of care’.
Journal of the American College of Surgeons, 196(4), pp. 621—-651.

Hirt, J., Karrer, M., Adlbrecht, L., Saxer, S. and Zeller, A. (2021) ‘Facilitators and
barriers to implement nurse-led interventions in long-term dementia care: a
qualitative interview study with Swiss nursing experts and managers’, BMC
geriatrics, 21(1), pp. 159.

Hochman, G. and Yechiam, E. (2011) ‘Loss Aversion in the Eye and in the Heart:
The Autonomic Nervous System’s Responses to Losses’, Journal of Behavioural
Decision Making, 24, pp. 140-156.

Holmes, A. G. D. (2020) ‘Researcher Positionality — A Consideration of Its Influence
and Place in Qualitative Research — A New Researcher Guide’, Shanlax

International Journal of Education, vol. 8, no. 4, 2020, pp. 1-10.

Holyoake, D.D. (2002) ‘Male identity in mental health nursing’, Nursing Standard,
6(48), pp. 33-7.

Hong, Q.N., Fabregues, S., Bartlett, G., Boardman, F., Cargo, M., Dagenais, P.,
Gagnon, M.P., Griffiths, F., Nicolau, B., O'Cathain, A., Rousseau, M.C., Vedel, I. and
Pluye, P. (2018) ‘The Mixed Methods Appraisal Tool (MMAT) for information
professionals and researchers’, Education for Information, 34(4).

Hunt, P.A., Denieffe, S. and Gooney, M. (2017) ‘Burnout and its relationship to
empathy in nursing: a review of the literature’, Journal of Research in Nursing, 22(1-
2), pp. 7-22.

Husserl, E. (1970) The Crisis of European Science and Transcendental
Phenomenology. An Introduction to Phenomenological Philosophy, Evanston, D.C.

North Western University Press.

129


https://doi.org/10.1163/9789401208529_011

Inci, F. and Oz, F. (2009) ‘Effects of death education on nurses' death anxiety,
depression regarding death and attitudes towards the dying patient’. Anatolian
Journal of Psychiatry, 10(4): 253-260.

Indregard, A.R., Ulleberg, P., Knardahl, S. and Nielsen, M.B. (2018) ‘Emotional
Dissonance and Sickness Absence Among Employees Working with Customers and
Clients: A Moderated Mediation Model via Exhaustion and Human Resource

Primacy’, Frontiers in psychology, 9, p. 436.

Jabareen, Y. (2009) ‘Building a Conceptual Framework: Philosophy, Definitions, and

Procedure’, International Journal of Qualitative Methods, 12(09), pp. 49-62.

Johnsen, S. and Fitzpatrick, S. (2021) 'Faith, values and metaphysical positionality in
gualitative research’, Transactions of the Institute of British Geographers.
https://doi.org/10.1111/tran.12487

Johnson, M., Attree, M., Jones, |., Al Gamal, E. and Garbutt, D. (2014) ‘Diagnosis,
prognosis and awareness of dying in nursing homes: towards the Gold Standard?’

International Journal of Older People Nursing; 9(2): 95-105.

Johnson, M., Attree, M., Jones, |., Gamal, E., & Garbutt, D. (2011). The
conversation: developing confidence to provide end of life care in Salford nursing
homes. [online accessed 31.03.2020] http://usir.salford.ac.uk/id/eprint/17259/

Johnstone, M. (2011) ‘Metaphors, stigma and the ‘Alzheimerisation’ of the
euthanasia debate’, Dementia, 12(4), pp. 377-393.

Jones, P. (2016) Future of Mental Health Nurse Training —Generic Course. [Online
accessed 2.3.2020] https://hodges-model.blogspot.com/2016/08/future-of-mental-

health-nurse-training.html

Karnik, S. and Kanekar, A. (2016) ‘Ethical Issues Surrounding End-of-Life Care: A
Narrative Review'. Healthcare (Basel, Switzerland), 4(2), 24.
https://doi.org/10.3390/healthcare4020024

Kay, L. (2019) ‘Guardians of research: negotiating the strata of gatekeepers in

research with vulnerable participants’, PRACTICE, 1:1, pp. 37-52.

130


https://doi.org/10.1111/tran.12487
http://usir.salford.ac.uk/id/eprint/17259/
https://hodges-model.blogspot.com/2016/08/future-of-mental-health-nurse-training.html
https://hodges-model.blogspot.com/2016/08/future-of-mental-health-nurse-training.html
https://doi.org/10.3390/healthcare4020024

Kazi, A.M. and Khalid, W. (2012) ‘Questionnaire designing and validation’, The
Journal of the Pakistan Medical Association, 62(5), pp. 514-516.

Kinman, G. and Leggetter, S. (2016) ‘Emotional Labour and Wellbeing: What
Protects Nurses?’, Healthcare: Basel, Switzerland. 4(4), p. 89. Available at:
https://doi.org/10.3390/healthcare4040089

Kitwood, T. (1997) ‘Dementia reconsidered: The person comes first’. Berkshire, UK:

Open University Press.

Kumar, C. and Kuriakose, J.R. (2013) ‘End of life care Issues in Advanced
Dementia’, Mental Health Family Medicine, 10(3), pp. 129-132.

Kvale, S. (2013) Doing Interviews. London: SAGE Publications.

Larkin, M. (2013) ‘Interpretative phenomenological analysis — introduction’,

[accessed online] https://prezi.com/dnprvc2nohijt/interpretative-phenomenological-

analysis-introduction/

Larkin, M. and Thompson, A. (2012) Interpretative phenomenological analysis. In A.
Thompson, & D. Harper (Eds.), Qualitative research methods in mental health and
psychotherapy: a guide for students and practitioners (pp. 99-116). John Wiley &

Sons.

Lawrence, V., Samsi, K., Murray, J., Harari, D. and Banerjee, S. (2011) ‘Dying well
with dementia: qualitative examination of end-of-life care’, The British Journal of
Psychiatry, 199, pp. 417-422.

Lazarus, R.S. and Folkman, S. (1984) Stress, appraisal, and coping. Springer
publishing company.

Learning and Information Services (LIS). (2017) Literature Searching for the Health
Professions (online). Wolverhampton: University of Wolverhampton. Available at:
http://www.ac.uk/lib/research (Accessed multiple times between September 2019
and January 2020).

131


https://doi.org/10.3390/healthcare4040089
https://prezi.com/dnprvc2nohjt/interpretative-phenomenological-analysis-introduction/
https://prezi.com/dnprvc2nohjt/interpretative-phenomenological-analysis-introduction/
http://www.ac.uk/lib/research

Lee, R. P., Bamford, C., Poole, M., McLellan, E., Robinson, L. and Exley, C. (2017)
‘End of life care for people with dementia: The views of health professionals, social
care service managers and frontline staff on key requirements for good practice’,
PLoS ONE [online], 12(6), pp. 1-19. Available at:
http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=123642417&site=

ehost-live.

Liu, Y. and Chiang, H. (2017) From vulnerability to passion in the end-of-life care:
The lived experience of nurses. European Journal of Oncology Nursing [online],
31pp. 30-36.

Livingston, G., Pitfield, C., Morris, J., Manela, M., Lewis-Holmes, E. and Jacobs, H.
(2012) ‘Care at the end of life for people with dementia living in a care home: a
gualitative study of staff experience and attitudes’, International journal of geriatric
psychiatry, 27(6), pp. 643—650.

Low, A., Lang, P.J., Smith, J.C. and Bradley, M.M. (2008) ‘Both predator and prey:

Emotional arousal in threat and reward’, Psychological Science, 19, pp. 865-873.

Lutz, D.W. (2009) ‘African Ubuntu Philosophy and Global Management’, Journal of
Business Ethics, 84, 313.

Maben, J., Adams, M., Peccei, R., Murrells, T. and Robert, G. (2012) ‘Poppets and
parcels: the links between staff experience of work and acutely ill older peoples'
experience of hospital care’, International Journal of Older People Nursing, 7(2), pp.
83-94.

Machado, N. (2005) ‘Discretionary death: Conditions, dilemmas, and normative
regulation’, Death Studies. 29(9), pp. 791-809.

Marie Curie. (2019) End of life care: what thousands of nurses told our annual

survey. Available at: www.mariecurie.org.uk (Accessed on 10 February 2020)

Mark, G. and Smith, A.P. (2012) ‘Occupational stress, job characteristics, coping,
and the mental health of nurses’, British Journal of Health Psychology, 17(3), pp.
505-521.

132


http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=123642417&site=ehost-live
http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=123642417&site=ehost-live
http://www.mariecurie.org.uk/

May, W.F. (2012) ‘Testing the Medical Covenant: Caring for Patients with Advanced
Dementia’. Journal of Law, Medicine & Ethics [online], 40(1), pp. 45-50 Available
at:http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=73931323&site

=ehost-live

Maybin, J., Charles, A. and Honeyman, M. (2016) Understanding quality in district

nursing services. Available at:
https://www.kingsfund.org.uk/sites/default/files/field/field publication file/quality distr
ict_nursing_aug_2016.pdf (Accessed on 13 August 2021).

McCreight, B. (2004) ‘Perinatal grief and emotional labour; a study of nurses'
experiences in gynaecology wards’, International journal of nursing studies, 42, pp.
439-448.

McQueen, A. (2004) ‘Emotional intelligence in nursing work’, Journal of advanced
nursing. 47. 101-108.

McTaggart, J. (1908). ‘The Unreality of Time’, Mind: A Quarterly Review of
Psychology and Philosophy, 17, pp. 456— 473.

Meier, E. A., Gallegos, J. V., Thomas, L. P., Depp, C. A,, Irwin, S. A. and Jeste, D. V.
(2016) ‘Defining a Good Death (Successful Dying): Literature Review and a Call for
Research and Public Dialogue’. The American journal of geriatric psychiatry: 24(4),
261-271. https://doi.org/10.1016/j.jagp.2016.01.135

Meller, N., Parker, D., Hatcher, D. and Sheehan, A. (2019) ‘Grief experiences of
nurses after the death of an adult patient in an acute hospital setting: an integrative

review of literature’, Collegian, 26(2), pp. 302-310.

Mercer, J. (2007) ‘The challenges of insider research in educational institutions:
wielding a double - edged sword and resolving delicate dilemmas’, Oxford Review of

Education, Vol 33 (1), pp. 1-17.

Meyers, L. (2019) ‘Grieving everyday losses’. Counselling Today, [Online accessed
10.12.21] https://ct.counseling.org/2019/04/grieving-everyday-losses/

133


http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=73931323&site=ehost-live
http://search.ebscohost.com/login.aspx?direct=true&db=a9h&AN=73931323&site=ehost-live
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/quality_district_nursing_aug_2016.pdf
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/quality_district_nursing_aug_2016.pdf
https://doi.org/10.1016/j.jagp.2016.01.135
https://ct.counseling.org/2019/04/grieving-everyday-losses/

Midtbust, M.H., Alnes, R.E., Gjengedal, E. and Lykkeslet, E. (2018a) ‘Perceived
barriers and facilitators in providing palliative care for people with severe dementia:
the healthcare professionals' experiences’, BMC health services research, 18(1), p.
709.

Midtbust, M.H., Alnes, R.E., Gjengedal, E. and Lykkeslet, E. (2018b) ‘A painful
experience of limited understanding: Healthcare professionals' experiences with
palliative care of people with severe dementia in Norwegian nursing homes’, BMC
Palliative Care, 17(1), p. 25-30.

Mitchell, A.J., Meader, N. and Pentzek, M. (2011) ‘Clinical recognition of dementia
and cognitive impairment in primary care: a meta-analysis of physician accuracy’,

Acta Psychiatrica Scandinavica, 124: pp.165-183.

Moriarty, J., Rutter, D., Ross, P. and Holmes, P. (2012) ‘End of life care for people
with dementia living in care homes’, Vol. 4 London: Social Care Institute for
Excellence.

Morley, G. and Jackson, J. (2017) ‘Is the art of nursing dying? A call for political
action’. Journal of Research in Nursing, 22(5), 342-351.
https://doi.org/10.1177/1744987117713043

Morris, J.A. and Feldman, D.C. (1997) ‘Managing emotions in the workplace’,

Journal of Managerial Issues, 9(3), pp. 257-274.

National Partnership for Palliative and End of Life Care Partnership (2015) Ambitions
for palliative and end of life care: a national framework for local action: 2015-2020.
London: National Palliative and End of Life Care Partnership.

Newell, S. and Jordan, Z. (2015) ‘The patient experience of patient-centered
communication with nurses in the hospital setting: a qualitative systematic review
protocol’, JBI Database of Systematic Reviews and Implementation Reports, 13(1),
pp. 76-87. doi: 10.11124/jbisrir-2015-1072. PMID: 26447009.

134


https://doi.org/10.1177/1744987117713043

Newman, D., O'Reilly, P., Lee, S.H. and Kennedy, C. (2015) ‘Mental Health service
users' experiences of mental health care: an integrative literature review’, Journal of
Psychiatric and Mental Health Nursing, 22, pp. 171-182.

NHS Digital (2021) NHS sickness absence rates July 2020 to September 2020, provisional

statistics. https://digital.nhs.uk/data-and-information/publications/statistical/nhs-sickness-

absence-rates/july-2020-to-september-2020-provisional-statistics

NHS Employers (2018) NHS Health and Wellbeing Framework. Available from:
https://www.nhsemployers.org/case-studies-and-resources/2018/05/nhs-health-and-

wellbeing-framework

Nowell, L., Norris, J., White, D., and Moules, N. (2017) ‘Thematic analysis: Striving to
meet the trustworthiness criteria’. International Journal of Qualitative Methods, 16,
pp. 1-13.

Nursing & Midwifery Council (NMC). (2018) The code: Professional standards of
practice and behaviour for nurses, midwives and nursing associates. London:

Nursing & Midwifery Council.

Nussbaum, M. (2016) cited in Popova (2016). Philosopher Martha Nussbaum on
Human Dignity and the Nuanced Relationship Between Agency and Victimhood.

Available at: www.Brainpicking.org (Accessed on 18 July 2020).

Nyashanu, M. (2021) ‘Insider and outsider researcher positionality impact: Lessons
from researching the social construction of HIV stigma and sexual health seeking
behaviour within Black sub-Sahara African communities’, Qualitative Research
Journal, ISSN 1443-9883.

O’Connor, P. (2014) ‘Make it a Double!, Think and Scotch’, Psychology Today,
[Online accessed 10.8.20] https://www.psychologytoday.com/gb/blog/philosophy-
stirred-not-shaken/201402/make-it-double

O'Hagan, S., Manias, E., Elder, C., Pill, J., Woodward-Kron, R., McNamara, T.,
Webb, G. and McColl, G. (2014) ‘What counts as effective communication in

nursing? Evidence from nurse educators' and clinicians' feedback on nurse

135


https://digital.nhs.uk/data-and-information/publications/statistical/nhs-sickness-absence-rates/july-2020-to-september-2020-provisional-statistics
https://digital.nhs.uk/data-and-information/publications/statistical/nhs-sickness-absence-rates/july-2020-to-september-2020-provisional-statistics
https://www.nhsemployers.org/case-studies-and-resources/2018/05/nhs-health-and-wellbeing-framework
https://www.nhsemployers.org/case-studies-and-resources/2018/05/nhs-health-and-wellbeing-framework
https://www.psychologytoday.com/gb/blog/philosophy-stirred-not-shaken/201402/make-it-double
https://www.psychologytoday.com/gb/blog/philosophy-stirred-not-shaken/201402/make-it-double

interactions with simulated patients’. Journal of Advanced Nursing, 70(6), pp. 1344-
1355.

Opdenakker, R. (2006) ‘Advantages and Disadvantages of four interview techniques

in qualitative research’, Qualitative social research, 7(4).

Ormston, R., Spencer, L., Barnard, M., and Snape, D. (2014) ‘The foundation of
Qualitative Research’, in Ritchie J., Lewis J., McNaughton Nicholls, C. and Ormston,
R. (eds.) Qualitative Research Practice: A Guide for Social Science Students and

Researchers. 2nd edn. London: Sage.
Orwell, G. (1949) 1984. New York: Signet Classic.

Paulsen, J.E. (2011) ‘Ethics of Caring and Professional Roles’, Nursing Ethics, 18(2),
pp. 201-208.

Pedersen, R. L. and Nikulina, V. (2021) Understanding researcher positionality using
the insider-outsider continuum [Blog post]. Integration and Implementation Insights.
Retrieved from https://i2insights.org/2021/12/14/insider-outsider-continuum/

Pennbrant, S., Hjorton, C., Nilsson, C. and Karlsson, M. (2020) “The challenge of
joining all the pieces together” — Nurses’ experience of palliative care for older
people with advanced dementia living in residential aged care units’, Journal of
Clinical Nursing, 29(19-20), pp. 3835-3846.

Peters, L., Cant, R., Payne, S., O'Connor, M., McDermott, F., Hood, K., Morphet, J.
and Shimoinaba, K. (2013) ‘How death anxiety impacts nurses' caring for patients at

the end of life: a review of literature’. The open nursing journal, 7, pp. 14-21.

Peterson, J., Johnson, M.A., Halvorsen, B., Apmann, L., Chang, P.C., Kershek, S.,
Scherr, C., Ogi, M. and Pincon, D. (2010) ‘What is it so stressful about caring for a
dying patient? A qualitative study of nurses' experiences’, International journal of

palliative nursing, 16(4), pp. 181-187.

Pluye, P., Robert, E., Cargo, M., Bartlett, G., O’cathain, A., Griffiths, F., Boardman,
F., Gagnon, M.P. and Rousseau, M.C. (2011) ‘Proposal: A mixed methods appraisal

tool for systematic mixed studies reviews’. Montréal: McGill University, Vol 2, pp.1-8.

136


https://i2insights.org/2021/12/14/insider-outsider-continuum/

Polit, D. and Beck, C.T. (2012) Nursing Research: Generating and Assessing
Evidence for Nursing Practice. 9th edn. London: Lippincott Williams and Wilkins.

Polit, D.F. and Beck, C.T. (2014) Essentials of Nursing Research: Appraising
Evidence for Nursing Practice. 8th Edition. Philadelphia: Lippincott Williams and
Wilkins.

Popova, M. (2018) ‘When Things Fall Apart: Heart Advice for Difficult Times’. [Online
accessed 10.10.2019] https://www.dailygood.org/story/1948/when-things-fall-apart-

maria-popova/

Pringle, J., Drummond, J., McLafferty, E. and Hendry, C. (2011) 'Interpretative
phenomenological analysis: a discussion and critique', Nurse Researcher, 18(3), pp.
20-24.

Public Health England. A review of recent trends in mortality in England (2018)
(https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attach
ment data/file/827518/Recent trends in mortality in England.pdf).

Reisberg, B. (2006) The Global Deterioration Scale (GDS), Psychopharmacology
Bulletin, 24, pp. 661-663. Available at: ttps://geriatrictoolkit.missouri.edu/cog/Global-
Deterioration-Scale.pdf (Accessed on 13 August 2021).

Riese, J. (2019) ‘What is ‘access’ in the context of qualitative research?’, Qualitative
Research, 19(6), pp. 669-684.

Riley, S., Schouten, W., & Cahill, S. (2003). Exploring the Dynamics of Subjectivity

and Power Between Researcher and Researched. Qualitative Social Research, 4(2).

Rizo-Baeza, M., Mendoola-Infante, S.V., Sepehri, A., Palazou-Bru, A., Gil-Guillen, V.
F. and Cortes-Castell, E. (2018) ‘Burnout Syndrome in nurses working in palliative
care units: An analysis of associated factors’, Journal of Nursing Management, 26,
pp. 19-25.

Rodger, D. and Atwal, A. (2018) ‘How to mitigate the effects of peri-operative death
on nursing staff’, Nursing Times [online], 114, pp. 8, 26-29.

137


https://www.dailygood.org/story/1948/when-things-fall-apart-maria-popova/
https://www.dailygood.org/story/1948/when-things-fall-apart-maria-popova/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/827518/Recent_trends_in_mortality_in_England.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/827518/Recent_trends_in_mortality_in_England.pdf

Sampson, E., Burns, A. and Richards, M. (2011). ‘Improving end-of-life care for
people with dementia’, British Journal of Psychiatry, 199(5), pp. 357-359.

Sarafis, P., Rousaki, E., Tsounis, A., Malliarou, M., Lahana, L., Bamidis, P., Niakas,
D. and Papastavrou, E. (2016). ‘The impact of occupational stress on nurses’ caring

behaviours and their health-related quality of life’, BMC Nursing, 15.

Savin-Baden, M. and Major, C. (2013) Qualitative research: The essential guide to

theory and practice. Routledge, London.

Scarre, G. (2012) ‘Can there be a good death?’. Journal of Evaluation in Clinical
Practice, Vol 18: pp. 1082-1086. https://doi.org/10.1111/j.1365-2753.2012.01922.

Schwiter, K., Nentwich, J. and Keller, M. (2021) ‘Male privilege revisited: How men in
female-dominated occupations notice and actively reframe privilege’, Gender, Work
& Organization, 28(6), 2199— 2215.

Scotland, J. (2012) ‘Exploring the Philosophical Underpinnings of Research: Relating
Ontology and Epistemology to the Methodology and Methods of the Scientific,
Interpretive, and Critical Research Paradigms’, English Language Teaching, 5(9) pp.
9-16.

Seale, C., Raus, K., Bruinsma, S., van der Heide, A., Sterckx, S., Mortier, F., Payne,
S., Mathers, N. and Rietjens, J. (2015) ‘The language of sedation in end-of-life care:
The ethical reasoning of care providers in three countries’, Health, 19(4), pp. 339—
354,

Serrant-Green, L. (2011) “The sound of ‘silence’: a framework for researching
sensitive issues or marginalised perspectives in health’, Journal of Research in
Nursing, 16(4), pp.347-360.

Simpson, R. (2004) ‘Masculinity at Work: The Experiences of Men in Female
Dominated Occupations’, Work, Employment and Society, 18(2), pp. 349—368.

Sims-Gould, J., Wiersma, E., Arseneau, L., Kelley, M.L., Kozak, J., Habjan, S. and
MacLean, M. (2010) ‘Care provider perspective in end-of-life care in long-term-care

homes: Implications for whole-person and palliative care’, Journal of palliative care

138


https://doi.org/10.1111/j.1365-2753.2012.01922

[online], 26(2), pp. 122-129. Available at:
http://search.ebscohost.com/login.aspx?direct=true&db=psyh&AN=2010-13802-
006&site=ehost-live (Accessed 17 February 2021).

Slevitch, L. (2011) Qualitative and Quantitative Methodologies Compared:
Ontological and Epistemological Perspectives, Journal of Quality Assurance in
Hospitality & Tourism. 12. 73-81.

Smith, J. A., Flowers, P., & Larkin, M. (2009) Interpretative phenomenological

analysis: Theory, method and research. London: Sage.

Smith, J.A. and Osborn, M. (2008) Interpretative phenomenological analysis. In J.A.
Smith (Ed.) Qualitative Psychology: A practical guide to research methods (pp. 53-
80). London: Sage.

Smith, J. A. and Shinebourne, P. (2012) ‘Interpretative phenomenological analysis’.
In H. Cooper, P. M. Camic, D. L. Long, A. T. Panter, D. Rindskopf, & K. J. Sher
(Eds.), APA handbook of research methods in psychology, Vol. 2. Research designs:

Quantitative, qualitative, neuropsychological, and biological (pp. 73-82).

Smith, S.J., Parveen, S., Sass, C., Drury, M., Oyebode, J.R. and Surr, C.A. (2019)
‘An audit of dementia education and training in UK health and social care: a
comparison with national benchmark standards’, BMC health services research,
19(1), p. 711. Available at: https://doi.org/10.1186/s12913-019-4510-6.

Smith, V., Devane, D. and Begley, C.M. (2011) Methodology in conducting a
systematic review of systematic reviews of healthcare interventions, BMC Med Res
Methodol 11, (15).

Smythe, A., Jenkins, C., Harries, M., Atkins, S., Miller, J., Wright, J., Wheeler, N.,
Dee, P., Bentham, P. and Oyebode, J. (2014). ‘Evaluation of Dementia Training for
Staff in Acute Hospital Settings’, Nursing older people, 26(2), pp. 18-24.

Stephenson, J. (2016). ‘Rift over move to 'generic’' courses’, Nursing Times, 112(29),

pp. 2-3.

139


https://doi.org/10.1186/s12913-019-4510-6

Stevens, J.A. (2011) ‘Student nurses’ career preferences for working with older
people: A replicated longitudinal survey’, International journal of nursing studies
[online], 48(8), pp. 944-951.

Testoni, I., Ancona, D., and Ronconi, L. (2015) ‘The Ontological Representation of
Death: A Scale to Measure the Idea of Annihilation Versus Passage’. Omega, 71(1),
60-81.

Thompson, G.N. and McClement, S.E. (2019) ‘Critical nursing and health care aide
behaviours in care of the nursing home resident dying with dementia’, BMC

Nursing [online], 18(1). Available at:
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=139922205&site=e
host-live&custid=s7108731&authtype=ip,shib

Thorne, S. (2000) ‘Data analysis in qualitative research’, Evidence-Based Nursing, 3:
pp.68-70.

Thorns, A. (2010) ‘Ethical and legal issues in end-of-life care’. Clinical medicine
(London, England), 10(3), pp. 282-285.

Thune-Boyle, I.C.V., Sampson, E.L., Jones, L., King, M., Lee, D.R. and Blanchard,
M.R. (2010) ‘Challenges to improving end of life care of people with advanced
dementia in the UK’, Dementia, 9, pp. 259-284.

Timmermans, S., and Almeling, R. (2009) ‘Objectification, standardization, and
commodification in health care: a conceptual readjustment’, Social science &
medicine, 69, 1, pp. 21-27.

Toronto, C. E., and Remington, R. (2020) A Step-By-Step Guide to Conducting an

Integrative Review (1st ed.). Springer International Publishing AG

Torraco, R. J. (2016) ‘Writing Integrative Literature Reviews: Using the Past and
Present to Explore the Future’, Human Resource Development Review, 15(4), pp.
404-428.

140


http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=139922205&site=ehost-live&custid=s7108731&authtype=ip,shib
http://search.ebscohost.com/login.aspx?direct=true&db=c8h&AN=139922205&site=ehost-live&custid=s7108731&authtype=ip,shib

Tuffour, 1. (2017) ‘A Critical Overview of Interpretative Phenomenological Analysis: A
Contemporary Qualitative Research Approach’, Journal of Healthcare

Communications, 2, p. 52.

Turner, V.W. (1964) Betwixt and Between: The Liminal Period in Rites De Passage
the Forest of Symbols. Ithaca: Cornell University Press, 1967.

Van den Block, L. (2014). The need for integrating palliative care in ageing and

dementia policies. European journal of public health, 24(5), 705-706.

Van der Geugten, W. and Goossensen, A. (2020) ‘Dignifying and undignifying
aspects of care for people with dementia: A narrative review’, Scandinavian journal
of caring sciences, 34(4), 818-838.

Van der Steen, T. J., Radbruck, L., Hertogh, C., de Boer, M. E., Hughes, J.C.,
Larkin, P., Francke, A.L., Junger, S., Gove, D., Firth, P., Koopmans, R. and Volicer,
L. (2014) ‘White Paper defining optimal palliative care in older people with dementia:
A Delphi study and recommendations from the European Association of Palliative
Care’, Palliative Medicine, 28(3), pp. 197-209.

Vandrevala, T., Samsi, K., Rose, C., Adenrele, C., Barnes, C., and Manthorpe, J.
(2017) ‘Perceived needs for support among care home staff providing end of life care
for people with dementia: a qualitative study’, International Journal Geriatric
Psychiatry, 32, pp. 155-163.

Van Gennep, A. (1909) The Rites of Passage. Chicago, IL: The University of
Chicago Press.

Vermandere, M., De Lepeleire, J., Smeets, L., Hannes, K., Van Mechelen, W.,
Warmenhoven, F., van Rijswijk, E., & Aertgeerts, B. (2011) ‘Spirituality in general
practice: A qualitative evidence synthesis’. The British journal of general practice: the

journal of the Royal College of General Practitioners, 61(592), pp749-760.

Whittemore, R. and Knafl, K.A. (2005) ‘The integrative review: updated
methodology’, Journal of Advanced Nursing, 52, pp. 546-553.

141



Williams, R. (1948) Structure of Feelings, cited in Buchanan, I. (2010) A dictionary of
Critical Theory, Oxford: Oxford University Press.

Wilson, J. and Kirshbaum, M. (2011) ‘Effects of patient death on Nursing Staff: a
literature review’, British Journal of Nursing, 20(9), pp. 559-563.

Wittenberg, R., Knapp, M., Hu, B., Comas-Herrera, A., King, D., Rehill, A. and
Kingston, A. (2019). ‘The costs of dementia in England’, International Journal of
Geriatric Psychiatry, 34(7), pp. 1095-1103. https://doi.org/10.1002/gps.5113

Yardley, L. (2011) Demonstrating validity in qualitative research. In J. A. Smith (Ed.),
Qualitative psychology: A practical guide to research methods (pp. 234-251).
London: SAGE.

Yechiam, E. and Hochman, G. (2013) ‘Loss-aversion or loss-attention: The impact of

losses on cognitive performance’, Cognitive Psychology, 66(2), pp. 212-231.

Zyga, S., Malliarou, M., Lavdaniti, M., Athanasopoulou, M. and Sarafis, P. (2011).
‘Greek renal nurses' attitudes towards death’, Journal of renal care, 37(2), 101-107.

142


https://doi.org/10.1002/gps.5113

APPENDIX 1: DATA EXTRACTION TABLE
Author Country of | Aim/Objectives Settings and Methodology/ Themes
Study Participants
(Year) Methods
Hirt, J., Switzerland | To explore Nursing Homes | Qualitative descriptive Organisational commitment and
Karrer, M., facilitators and design attitudes to EOLDC.
Adlbrecht, barriers for nurses Needs f q
idi -of- eeds focused care.
L.,dSEXEzr, S. I[_)frO\(/jldlng et_nd of (n=12) Nurses
Zn 20§1er’ Iie dementia care Semi structured Knowledge and competencies
. (2021) Interviews
Resources.
Pennbrant, Sweden To describe nurses | Residential Qualitative exploratory Advanced dementia care is
S., Hjorton, experience of aged care units. | and descriptive design complex and challenging.
C., Nilsson, providing end-of- o )
C. and life dementia care Need for specialised skills and
knowledge.
}<23CL)rlzsoson, M. (n=9) Nurses Semi-structured J
( ) interviews
Thompson, Canada To explore nursing | Nursing home Qualitative Interpretative | Positive attitude towards care of
G.N. and behaviours in care description the dying.
McClement, of residents dying R d ft fient death
i i esponding after patient death.
S.E. (2019) with dementia (n=8) nurses p 9 p
Semi-structured Collaborative working family and
(n=7) health Interviews other staff.
care assistants

143




Author Country of | Aim/Objectives Settings and Methodology/ Themes
Study Participants

(Year) Methods
Midtbust, Norway To explore nurses’ | Nursing homes | Qualitative Descriptive Lack of continuity in EOLDC.
M.H., Alnes, experiences of study )
E.R., barriers to Time pressure.
gjzr;%edal, ﬁff\ggmgnet{;dézf[e (n=20) Nurses Nurses feel conflicted when

' 20 in depth interviews unable to meet patient needs.
Lykkeslet, E.
(2018a)

4 Focus groups

Midtbust, Norway To explore nurses’ | Nursing homes. | Phenomenology Limited understanding of patient
M.H, Alnes, experience of needs.
E.R., providing palliative L ack of ity of
gi?}%edal’ ca?a for dementia (n=13) Nurses | In-depth interviews R

' patients Lack of agreement on patient’s
Lykkeslet, E. best interest
(2018b) '

(n=7) nursing
assistances

Chen, I., Lin, | Taiwan To investigate Long term care | Descriptive cross- Palliative care training and
K., Hu, S., knowledge and facility. sectional design education improved knowledge
H., Chuang, attitudes towards and skills in EOLDC.
Y., Long, C., advanced N S
0., Chang, dementia (n=125) nurses Additional training in EOLDC
C., Liu, M.,
F. (2018) (n=175) nursing

assistants

144




Author Country of | Aim/Objectives Settings and Methodology/ Themes
Study Participants
(Year) Methods
Lee, R. P, United To explore the Diverse service | Qualitative study Developing and supporting staff
Bamford, C., | Kingdom views of care staff | facilities. through additional training and
Poole, M., on end-of-life (n=87) staff peer support.
McLellan, E., dementia care n=of) sta ,
Exley, L.R. involved in Semi-structured Continuity of care.
groups Effective communication
and managers
Vandrevala, | United To explore Nursing homes | Qualitative exploratory EOLDC is stressful and anxiety-
T., Samsi, Kingdom perceived support study provoking.
K., Rose, C., needs of nurses EOLDC | fonall
idi -of- is emotiona
égfr:]égleéc.’ ﬁfrg\ggmgnetir;dczfre (n=20) care demanding. ’
and T home staff Semi-structured
Manthorpe, interviews Knowledge gap in EOLDC.
J. (2017)
Davies, N., | United To explore | Clinicians  with | Qualitative design Different  assumptions  about
Maio, L., | Kingdom perceived barriers | EOLDC EOLDC training needs.
Vedavanam, to delivery of high- | experience from
Vianthorpe care for ‘patients | o 9% | indvidual and  group
J.. Vernooii with dementia (n=39) clinicians _seml-_structured Lack of continuity in EOLDC.
interviews
Dassen, M.,
and lliffe, S.
(2014).

145




Author Country of | Aim/Objectives Settings  and | Methodology/ Themes
Study Participants
(Year) Methods
Livingston, To explore barrier | Nursing Home Qualitative study Lack of knowledge and training on
G., Pitfield, ) and facilitators for EOLC.
C., Morris, J., E_“'tedd good EOLC for batients soritual needs not full
ingdom i atient’s spiritual needs not fu

E/Ian_ela, M. J geople i with (n=58) nursing | Semi-structured met. g 4
He\;ws- e ementia home staff interviews

oimes, k., Poor communication among staff.
and Jacobs,
H. (2012)
Dwyer, L., Sweden To explore nurses’ | Nursing Home Qualitative descriptive Nurses’ attitudes about death and
Hansebo, views of death and study dying of patients with dementia.
G., dying while caring
,éndershed, fo_;r?gjer pef[)_ple (n=20) nursing
Ternestedt with dementia home Semi-structured Coping with the gap between
B. (2010) employees interviews. ideals and reality in EOLDC.
Sims-Gould,
J., Wiersma, o . .
E. Arseneau, Canada To explore the|Long Term care | Ethnography (Qualitative) | Time constraints.
L Kelley experiences of | Nursing Home .

- ' Importance of family-like bonds
M.L., Kozak, =oLbe with patients
J., Habjan, S. Semi-structured '
and (n=112) Nursing | interviews Effective communication.
MacLean, M. home
(2010) employees

146




Author Country of | Aim/Objectives Settings and Methodology/ Themes
Study Participants

(Year) Methods
Peterson, J., | USA To explore what Nursing homes | Grounded theory Stress and burnout among
Johnson, M., stresses nurses nursing staff proving EOLDC.
Halvorsen, when providing
E" éfp})g:%nn, ggtrﬁg;-tlilgecare (n=15) Nyrses .Face-.to-face and online o _
P" C ' and nursing interviews Communication challenges with

N students patients with advanced dementia.
Kershek, S.,
Scherr, C.,
Ogi, M.,
Pincon, D.
(2010).
Thune-Boyle | United To improve Acute Hospital Qualitative methodology | Poor knowledge and
I.C.V., Kingdom understanding of understanding of the trajectory of
Sampson end-of-life advanced dementia.
E.Lkiignl\is dementia care (n=21) health Semi-_structured
L" DR K care interviews
aﬁS’ T professionals _Staff attitudes of EOLDC were
Blanchard influenced by knowledge levels.
M.R. (2010)

Staff attitudes of EOLDC can be
a barrier to good quality care.

147




APPENDIX 2: MIXED METHOD APPRAISAL TOOL (MMAT)

MMAT appraisal questions for qualitative and quantitative studies:

The MMAT was used to appraise the selected articles guided by the questions below and summarised below.
Q1. Are there clear research questions?

Q2. Do the collected data allow the addressing of the research question?

Q3. Is the qualitative approach appropriate to answer the research question?

Q4. Are the qualitative data collection methods adequate to address the research question?

Q5. Are the findings adequately derived from the data?

Q6. Is the interpretation of results sufficiently substantiated by data?

Q7. Is there coherence between qualitative data sources, collection, analysis and interpretation?
Q8. Is the sampling strategy relevant to address the research question?

Q9. Is the sample representative of the target population?

Q10. Are the measurements appropriate?

Q11. Is the risk of non-response bias low?

Q12. Is the statistical analysis appropriate to answer the research question?
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Method
Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q10 | Q11 |Q12
Hirt et al. Qualitative | Y Y Y Y Y Y Y
(2021) design
Pennbrant et | Qualitative | Y Y Y Y Y Y Y
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Thompson Qualitative | Y Y Y Y Y Y Y
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(2019)
Midtbust et al. | Qualitative | Y Y Y Y Y Y Y
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Midtbust, et Qua}litative Y Y Y Y Y Y Y
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Chen, et al. Qualitative | Y Y Y Y Y Y Y
(2018) design
Lee, et al. Qualitative | Y Y Y Y Y Y Y
(2017) design
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APPENDIX 4: PARTICIPANT INVITATION LETTER

UNIVERSITY OF
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University of Wolverhampton
Millennium City Building

City Campus Wulfruna (South)
Wolverhampton

WV1 1LY

Telephone: 01902 321000

Dear ...

| am writing to invite you to participate in a research project, which | am conducting as part of a
Professional Doctorate in Health and Wellbeing at the University of Wolverhampton. | enclose an
information sheet, which explains the title and aims of the project and what taking part will involve.

The aim of the research study is to gain a deeper understanding of the emotional, professional or
personal impact on the individual nurse of withdrawing or withholding treatment for terminally ill
dementia patients.

If you were willing to be interviewed, the interview would take between 45 and 60 minutes.
Anything you say would be totally confidential and any notes made as a result of the interview
would be destroyed afterwards. The interview would take place at the University learning centre at a
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names so that you cannot be identified.

If you feel that, you would like to be interviewed, please indicate on the attached sheet and return
to the address above. If you would prefer not to be involved, please ignore this letter.

Yours sincerely,

Griffin Ganga

152



APPENDIX 5: PARTICIPANT INFORMATION

Study Title: How do community nurses make sense of their experience of providing end-
of-life care for people with dementia?: An Interpretative Phenomenological Analysis

You are invited to take part in a research study. Before you can decide, it is
important to understand the why and how the research will be conducted. Please
take time to read this information sheet carefully. If you need clarification about this
study, please email on [e-mail address redacted].

What is the purpose if the study?

The study looks to explore the experiences of nurses providing end of life dementia
care.

Why have | chosen to conduct this study?

| have chosen to undertake this study because the United Kingdom (UK) is facing a
formidable dementia crisis; there are currently 850 000 individuals diagnosed with
dementia, this figure is projected to rise to one million by 2025 (Alzheimer’s society,
2018). The most common cause of death in nursing home residents is Alzheimer’s
disease (Estabrooks, et al. 2015, Goldberg 2008). The implication is that nurses are,
and will increasingly be, providing end of life care for patients with end stage
dementia (Etkind, et al. 2017; McConnell 2007). However, there is a shortage of
studies that explore lived experiences of nurses who provide end of life dementia
care. This study focuses on the experience of qualified nurses providing end of life
dementia care. This qualitative study draws on interpretive phenomenological
analysis (IPA).

Who has reviewed this study?

The Faculty of Education, Health and Wellbeing (FEHW) Research Ethics
Committee at the University of Wolverhampton have reviewed this study.

Who is being asked to take part?

| am asking qualified nurses with first-hand experience of end-of-life dementia care
to participate in this study.

Do | have to take part?

It is voluntary and up to you to decide whether to take part. If you choose to
participate in this study, you will be given this information sheet to keep and be
asked to give written consent by signing a consent form. If you decide to participate
in this study, you are still free to withdraw without having to give an explanation.

What will happen if | decide to take part?

| will contact you and arrange to meet at a time convenient for you. The interview will
take place at the University of Wolverhampton. City campus. On the day of the
interview, | will meet you as agreed and will take you to a suitable room where we
can have a confidential discussion. You will be given an overview of the study and

153



asked to sign a consent form to confirm that you are happy to participate in the
study. The interview will take the form of a guided discussion that will last for up to
an hour. | will prompt you by asking open-ended questions to help you share your
experience of providing end of life dementia care. The interviews will be recorded; |
will then transcribe the recordings and send a copy of the transcript for you to check.

What are the potential benefits and risks of taking part?

Although there is no direct benefit for you by taking part in the study, you will help to
gain a deeper understanding of the emotional, professional or personal impact on
individual nurse of providing end of life dementia care.

There are no recognized risks to you in taking part in this study. However, you may
remember up setting clinical scenarios. If this occurs, | will ask you if you want to
continue taking part in the study and any decision you make will be respected. If you
need further support, you can contact University of Wolverhampton student
counselling services on 01902 322572.

Will my taking part be kept confidential?

All information collected during this study will be kept confidential except where there
are potential safeguarding issues. Only the researcher will have access to the raw
data interviews will be downloaded and held on an encrypted, password-protected
memory stick for a period not exceeding five years, after which the data will be
deleted. In all instances, confidentiality will be guaranteed to within the limits of the
law and the NMC code of conduct (NMC 2018). Your responses (identifiable
information) to the interview questions will not be linked to you in the research report.

Qualitative data will be subject to emergent themes using interpretive
phenomenological analysis (IPA).

What will happen at the end of the study?

At the end of the study, the finding will be disseminated through journal publications.
The thesis will be available through WIRE an online public repository. Results of this
study are expected to be published by December 2021. Participants can opt to have
a lay summary of findings emailed to them.

What if | have a problem or concern?

If you have a concern about any aspect of this study, you should ask to speak with
the researcher who will do their best to answer your questions. However, if you have
any questions and complaints about the method or conduct of the researcher, please
contact Dr David Matheson (supervisor & director of studies) via email:

[e-mail address redacted] or Will Foster on [e-mail address redacted]

Contact for further information

Griffin Ganga: University of Wolverhampton, City Campus, MC234, WV1 1LY Email:
[e-mail address redacted], Telephone number: [redacted]

Thank you for taking part in this study.
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APPENDIX 6: CONSENT FORM

CONSENT FORM (V1.0)

Title of Research: Phenomenological exploration of nurses’ experiences

in providing end of life dementia care
Researcher name:

Please initial the box(es) if you agree with the statement(s):
I have read and understood the information sheet (dated
22/10/18 V1.0) and have had the opportunity to ask questions

| agree to take part in this research project and agree for my data
to be used for the purpose of this study

| understand my participation is voluntary and | may withdraw at
any time without my legal rights being affected

| am aware that | can only withdraw my data up until the

commencement of the data analysis.

| understand that my data will be stored securely and
confidentially and that | will not be identifiable in any report or

| agree for my interview to be tape-recorded and for the data to be

used for the purpose of this study.

| agree to take part in the above study.

Data Protection

Please tick and initial boxes

| understand that information collected about me during my participation in this study will
be stored on a password-protected computer and that this information will only be used for
the purpose of this study. All files containing any personal data will be made anonymous.

Researcher Date Signature
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APPENDIX 7: INTERVIEW SCHEDULE

Interpretive Phenomenological Analysis
Semi-structured interview schedule:

Interview themes will be used (rather than questions) to guide an in-depth conversation with
participants. The semi-structured interview will avoid leading the interview, imposing meaning but
will strive to create an ambiance to a comfortable conversation (Zorn 2018).

Themes Interviewer’s Notes

Theme 1: Background and demographic data

Theme 2: Narrative of an episode of providing
end-of-life dementia care that stands out

Theme 3: Things that make the role of
providing end-of-life dementia care fulfilling

Theme 4: Personal Beliefs and values about
end-of-life care

Theme 5: Has the role of providing end of life
dementia care has affected their attitudes
about death if at all.

The interview will be concluded by asking ‘Is there anything else you would like to tell me?
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APPENDIX 8: INTERVIEW WITH TRACEY

Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

Thank you very much for agreeing to participate in this research project that’s
looking at nurse’s experiences of providing end of life dementia care. So how

long have you been qualified?

Erm, 2015, not very long. | worked as a carer before, | was probably a carer
for about 10 years then decided to do my nurse training. | was working in the
community, and I'd see the district nurses coming in and they did all the fun
stuff. So, | thought ‘Oh, | could do that.’ | did a year on the wards of an acute
hospital, worked in a community hospital, and then went into district nursing.
I've risen pretty quickly, 'm a community sister now and also doing the

specialist practitioners course.

Fantastic.

Yeah, it's been quick, but...it's because I'm so bossy.

I’m sure you deserve it [laughter].

Oh, thank you [laughter].

Is there any particular experience that you’ve had providing end-of-life

dementia care that stand out for you?

Yeah. There’s a few, there’s two actually. There was one in the district, they’re
usually residential home patients. Because by the time that their dementia
gets so bad, sometimes it can be quite dangerous when people are at home
on their own. So then they usually sort of end up in a residential home. So I've

done quite a lot there. Dementia is — it's quite a difficult one, it's quite a difficult
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Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

one. There is a particular lady who | can think of as well, erm she’s not passed
away yet, she’s still with this, but she keeps on doing this — her daughter’s

given up her life to look after her mother.

So you mean the trajectory of the illness is not linear?

No. With cancer, people tend to go downhill. You can see them going downhill,
you know — you could almost really put a time frame on it as a professional.
You know how to manage their symptoms, how to deal with things. With
dementia it's not like that at all. They can be really well and then they can look
like they’re deteriorating, look like they’re deteriorating. Then all of a sudden,
they can bounce back. So you'll go into the patient, give it a couple of days or
whatever, you'll go in and they’re sat up and eating and you're thinking ‘My
goodness’. Which is a real rollercoaster for the families because they feel like
they’re on a knife-edge all the time. They get themselves prepared and ready
for the eventual passing, which doesn’t come and then they feel bad for those

feelings. It's a difficult one.

Okay, so how do you feel about your role in providing end-of-life care?

In end-of-life care in general?

No, in particular of...

Particularly with dementia patients? | think that we can perhaps do with a little
bit more training on understanding dementia care. | think it's completely
different. | think the end-of-life aspect is completely different, a lot of the time

it's not just the support for the patient, a lot of the time it is the support for the
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Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

family as well. Because as much as you're the patient’s advocate, they’re their

advocate. They were their eyes and ears before you know, the dementia.

Before you get involved?

Yeah, they can tell us whats best really, and that’s really important, to listen to
them. Listen to what they think, their feelings as well. However, | don’t think
there’s enough education surrounding it. But then perhaps we don’t know

enough about it yet.

Yeah.

It's a difficult one.

Okay, so do you ever get stressed from providing end-of-life dementia care?

Yeah, very stressed. | mean all you want really is to make somebody
comfortable. And | think from my experience, when it comes to end-of-life
dementia care, your patient gets very agitated and it’s really difficult to try and
find out why the agitation is there. So a lot of time it’s just easier to medicate.
But of course, it's because they can'’t talk about their feelings, and you can't
reassure them. You try, but you’re not sure that you're reassuring the right

thing.

So how does that impact your therapeutic relationship with that patient?

It's really difficult because a lot of the time you go away thinking ‘I hope I've
done the right thing. Have | not?’. And as much as we're there to give

reassurance, it's the relationship with the patient that gives you the
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Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

reassurance back that you've done the right thing for them. And you don't

always have that.

So you don'’t get that feedback from the patient?

No. So it can be quite difficult. Sometimes you just have to trust in your
instincts and trust what you’re doing is right, but there’s never that validation

there.

So how would you cope with that type of stress?

Me personally? | go to the gym; | do a lot of exercise. That’s the only time |
can switch off and I've found that that seems to be the difference between
community and acute. Within the community, they’re in your head all the time;
your patients are in your head all the time. Even when you’re at home, you're

cooking, you're thinking about them. In hospital, you hand over the care.

As nurses in general, do you think we recognise that as professionals we could

actually be impacted by the work that we do?

| don’t think we do recognise that. | think it's getting better, but | think there’s
still a culture around stress isn’t there? And about going off sick from work with
stress and things. And | think there’s a lot of — especially in my team that I'm
in now — there’s a lot of work being done to try and support people. But | don’t
think we are very good at recognising that. | think we're used to giving and
giving and sometimes we give so much, that we forget about ourselves. We've
all been there, you know, my role is supposed to me 9 to 5, but it doesn’t

happen. You stay over. You’re rushing around to see all your patients, you're
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Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

not eating properly, you're not drinking properly. | think we're all really bad for
it. But it comes from a good place. We're not trying to self-sabotage ourselves;

but I think we could be better at recognising.

Have you ever felt the need to protect yourself from being vulnerable in that

way?

No. Cos I'm really bad at recognising it in myself as well. | think when | was a
student | got really stressed and | got quite ill at one point. | had some CBT
after that, which really helped in recognising. But | still don’t think I’'m brilliant
at it. But I've got to exercise. If | don’t exercise, | start feeling it. It’s not very

nice.

Okay, so have you ever felt bereaved after losing a patient, from dementia?

Yeah, definitely.

Tell me a little bit more about that.

We had a lady in a residential home, and we’d been going to see her for a
long time. And her dementia was such that she wasn’t violent. | suppose you'd
call it quite pleasantly muddled. She would go along with things you said, but
she was so sweet and so, lovely. And everybody just loved her. She started
to get, not aggressive, but she would get quite snappy, and she wasn'’t herself.
There was definitely a change in her and she ended up getting — she had an
abscess in her buttock, weirdly enough. Erm, which eventually led to — | think
she ended up sort of getting sepsis. The family had talked with the doctor, they

decided she was 93. They didn’t want her going into hospital. Her dementia
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Griffin:

Tracey:

Griffin:

was going downhill as well. And we nursed her in the residential home. We
had to fight to get her the right equipment because we just wanted to make
her as comfortable as possible. When she passed away, she passed away at
night and apparently, she was quite agitated throughout the night as well. And
we did, we all felt terrible. | had a little cry in my car. Cos, | felt that | should’ve
been able to do more for this lady. | felt like my hands were tied by the services.

So we all felt that one. We all did.

So, in nursing broadly speaking do you think nurses acknowledge that we

could actually get bereaved from the people that we look after?

I think we accept that it's part of our jobs, but | think — | think sometimes we
don’t quite realise how hard it's going to hit us, and you can’t always tell which
one it's gonna be. It's not like you can say beforehand ‘This is gonna really
upset me. We would never do that because you just want to make the best for
your patients. It's afterwards that you kind of go ‘I'm really feeling this. I'm
really feeling hurt and I'm really feeling sad’ and then you feel bad because
you weren’t a family member, but you still cared about that person. Especially
if you get someone who reminds you of someone that you love personally in
your life. | have had that before actually. We did have a lady, she was quite
cutting, she’d be quite rude. Which is the same as my nan, my nan’s — or was
the same [laughter]. Very, very cutting. But | couldn’t help it, | just adored her.
And she passed away and | did, | sobbed. Sat in my car and just sobbed. It's

strange, isn’t it?

Do you think teams are able to support nurses at that level or do they expect

nurses to be professional about it?
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Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

Griffin:

Tracey:

| think the higher managers expects us to be professional about it, but in our
team, we get it. We understand. Especially if you've had quite a lot of input
with that patient, it's gonna hit you really hard. And especially if — cos we
always talk about it as well, when we’re giving handover, you’ll say ‘Oh, this
person’s got this wrong with their leg and we’re treating this and then it might
be a little comment like ‘I just love her, she reminds me so much of my nan’.
So we always make sort of a mental note of that really. But then the idea of
taking time off for bereavement because of a patient is unheard of. You

wouldn’t do that.

Why?

| don’t know, it just — because | suppose we just accept it and see it as part of
our job. And if you were having time off for bereavement, you’d be having it all

the time. | suppose that’s what the culture would be. Strange, isn't it?

Yeah.

But if it was a family member or a friend, you wouldn’t even question it. I've
never thought about it before until you’ve just said. Oh, you’re gonna make me

think about it more all day now [laughter].

Okay, so if you have a new team member come into your team, what advice

would you give them in regard to providing end of life dementia care?

We definitely work with the family. The family are your eyes and ears to the
person with dementia, you might get something out of them, but there are little

quirks that they have that the families tend to know about or the carers if it's
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Griffin:

in a residential home. So and trust your instincts as well. If there are changes

and you can feel that there are changes, act upon them.

Tell me more about that.

Tracey: Sometimes, their personality might change or something that they’ve always

Griffin:

done, they stopped doing. Or if they always sit in a particular chair, they’re not
doing that anymore or they’re not being social with people. There’s little things
that you can pick up on, like with this lady, she started going downhill. She’d
always have her face done; she loved her makeup. She would always have
lipstick on her teeth, but you’d never say that to her, you know. She started
staying in bed a little bit longer in the morning. You’d go there early; she still
wouldn’t be up and that’s not like her. Personality-wise, she started to get a bit
sharp, which wasn'’t her either. There were just very, subtle changes that you
would only pick up if you'd been visiting her for a while. Which is often quite
difficult because by the time that we get pulled in, it might be much, much later.
I think sometimes as well, we could do with being in there a lot earlier. Rather
than it get to end-of-life and then we are called. Cos that can be quite difficult

sometimes.

So how would you describe yourself as an end-of-life dementia nurse? So |
know you look after other types of patients, but with that particular group, how

would you...

Tracey: Well you have to be an advocate. | think that’s the biggest thing. Because it’s

the communication, it's the barriers with communication. But also sometimes

as well, it's a difficult one. As I've said before, | don’t think there’s enough — |
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Griffin:

Tracey:

Griffin:

Tracey:

don't think there’s enough knowledge so far and enough information that we
have out there. | think sometimes we lack the services. | know we have admiral
nurses who are brilliant. They’re absolutely brilliant. We don’t have anything

like other areas.

Yeah, so how does that make you feel?

That really annoys me actually. It really annoys me. I'm glad it's recognised
that you know, it is a highly populated area, quite deprived. I'm glad they have
those services. But | do feel a bit let down that we don’t have those services
because our area is seen as a more affluent area, perhaps that's why we don’t
get those services, | don’t know. But just because somebody lives a mile over
the border doesn’t mean that they don’t need that service. It's wrong. | hate

that [laughter]. | do.

Okay, is there anything else that you want to discuss this with me that we

haven’t covered?

| think dementia is a fascinating subject and | don’t think — we’re nowhere near
there with dementia. | think there’s a lot more knowledge about cancer, about
heart disease. And | think sometimes a lot of it is the communication. | do think
that we should be looking after patients with dementia a lot earlier. That makes

me sad, | don’t think we’re equipped enough, that’s what | think.

Griffin: Thank you so, much.

Tracey:

No, you're very, very welcome.
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APPENDIX 9: EXAMPLE OF DATA ANALYSIS

Exploratory comments and emerging themes
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Emerging from six scripts cut into strips and grouped into tentative subordinate and

superordinate themes
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APPENDIX 10: PRESENTATION AT INTERNATIONAL MENTAL HEALTH
NURSING RESEARCH CONFERENCE

N

International Mental Health
Research

Royal College
of Nursing

Wednesday 9 June — Thursday 10
June 2021

Concurrent session

An Interpretative Phenomenological Analysis of Nurses Experiences of providing end
of life dementia care.

Lead Presenter: Griffin Ganga, MSc. BSc, RMN,

Senior Lecturer in Mental Health, University of Wolverhampton
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APPENDIX 11: PRESENTATION AT 3R> GLOBAL CONFERENCE: THE
END-OF-LIFE EXPERIENCE

@,
A Priory House

A g 149B Wroslyn Road

Freeland,
b

. . Oxfordshire 0X29 8HR
Progressive Connexions United Kingdom

Intendisciplinarny Life

Friday, 16 April 2021

Re: Online 3rd Global Conference: The End-of-Life Experience Saturday 6 February 2021 —
Sunday 7 February 2021

Letter of Confirmation of Attendance

This is to certify that Griffin Ganga has attended the Online 3'* Global Conference: The
End-of-Life Experience, held from Saturday 6 February 2021 — Sunday 7 February
2021.

At the conference Griffin presented a paper entitled “How do Nurses Make Sense of their
Experience of Providing End of Life Care for People with Dementia: An Interpretative
Phenomenological Analysis?”. The paper was well received by the conference delegates and
stimulated considerable academic dialogue. We are grateful for Griffin’s participation in
the conference and contribution to the global dialogues which took place virtually.

Please do not hesitate to contact us if there is anything further, we can

do.

Warmly,

Dr. Robert Fisher
Event Leader
Director/Deputy Director
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Conference ARC2020
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@ care for patients with
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Appendix 13: REFLEXIVITY

13.0 Introduction

In this appendix, | examine and discuss my preconceptions, judgements and
decisions made during the research process, thus questioning any assumptions that
| may have taken for granted. | also reflect on how SARS-CoV-2 pandemic
commonly known as COVID-19 affected my research. | maintained reflexivity
throughout the research process by keeping a research journal in which |
documented daily reflection and my thoughts and feelings as well as important
learning events. | also used regular meetings with my supervisors for reflexive

consideration.

Reflexivity in qualitative research is a process that allows the researcher to embrace
a subjective understanding of a phenomenon as well as think critically about one’s
own assumptions, beliefs and actions in relation to the research process and findings
(Cunliffe, 2016). As previously discussed in chapter 1, interest towards exploring this
research topic was a culmination of several factors, that is, an experience caring for
my late grandmother, my work with patients with advanced dementia as a registered
mental health nurse and my role as a senior lecturer in mental health nursing.
Throughout the data collection, data analysis and the reporting of my findings, | have
been critically aware of my role as a researcher and its impact on the research
process. | perceived my role as non-binary in so far as the insider-outsider
positionality but rather as nuanced and on a continuum. For example, my insights as
a qualified nurse and a mental health nurse educator with some experience of end-

of-life dementia had some similarities and differences with the research participants.
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My reflexivity throughout the research process has been guided by the elements of a

reflexivity framework devised by Tuffour (2017), as depicted below in figure 5.

Increased awareness post

\ data collection

//" \ N ‘
/ Raised Awareness: ‘
Insider — Outsiderness

Participants
Awareness of blind spots N\ 1
o \ Insider and divided self at
\ / Research site: My identity: data collection stage
> / Advantages — easy .
= access, flexibility. Adva_ntage. EREREE NN
/ identity A \
/ \x
Disadvantages - Disadvantage: /
/ Role ambiguity Entanglement ',/
: " Undivided self and self

submerged with biases at pre-
data collection stage

) Personal motivation, Prejudices, presumptions and Hidden
/ opinions,

Figure 5: Reflective Framework (Adapted from Tuffour, 2017; p. 254)

13.1 Insider/outsider perspectives

In qualitative research studies, it is common for the researcher to belong to the study
population (Bonner and Tolhurst, 2002). Researchers positioned in this group have
privileged access to professional knowledge unique to the group being researched
(Mercer, 2007). However, there are instances when the researcher's position is
ambiguous. According to Pedersen and Nikulina (2021), frequently researchers
occupy several positions on the insider-outsider continuum contingent on which facet

of their identity is considered. Therefore, my regarded my position in this study as
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dynamic on an insider-outsider continuum rather than being a distinct insider or

outsider. As previously mentioned, this presented both benefits and drawbacks.

13.2 Insiderness

My insiderness as far as my professional identity as a registered nurse was rather
tenuous as all the participants in this study were registered general nurses. There
was shared camaraderie as qualified nurses and my familiarity with the context of
providing end-of-life dementia care. However, there were elements of the

participant’s lived experiences that were unfamiliar to me.

My analysis aimed to make sense through the interpretation of participants’
experiences, facilitated by my devotion to the IPA principles. In some instances |
could easily relate to the participants' narratives from a personal level as they
described relatable emotions that | felt while providing end-of-life dementia care for
my grandmother. | could identify with the variety of emotions expressed by the
participants in their narratives, and it encapsulated a sense of the emotional interplay

between joy and despair that | have personally experienced as well.

The participants' accounts and some acquaintance with the research subject
increased my level of awareness by eliminating some blind spots (Tuffour, 2017, see
fig 5). An example of this was the realisation that nurses could experience moments
of joy and gratification while engaging in a poignant care experience such as

EOLDC.

13.3 Outsiderness
Again this was not clear cut but rather nuanced and subtle. There were elements of

role ambiguity which reinforced the sense of being neither an insider nor an outsider
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(Tuffour, 2017, see fig 5), in as far as though having a shared identity as registered
nurses, my role as a senior lecturer and researcher is different from the study
participants. Additionally, there is the issue of gender difference with the research
participants, this is significant so far as it relates to gender representations and
societal gender stereotypes and the subsequent gendered lenses through which one
interprets experiences (Holyoake, 2002). Therefore, it may be safe to assume that
female participants in my study are socialised to view the world with more sensitivity
and a feminine lens, as opposed to a macho stereotype. For the same reasons, |
recognise that for female participants in this study, the experiences of providing end-
of-life dementia care could be very dissimilar to my own. But then again this is a

rather a generalisation view which presents various limitations.

Spirituality is as it relates to EOLDC was not explored in this study, however, on
reflection it's an area | intend to cover in my future research. Johnsen and Fitzpatrick
(2021) argue that spirituality is a sensitive subject in nursing care. | can extend this
argument in relation to my perceived outsider-ness because during the data
gathering stage of my research study, | was hesitant to bring up and discuss issues
about spirituality and how this influenced compassion orientation in end-of-life
dementia care. | was hesitant because | perceived it as being too intrusive and would
be delving into a sensitive personal sphere. However, having reflected on this, these

were my prejudices, presumptions and biases (Tuffour, 2017, see fig. 5).

13.4 Impact of COVID-19 pandemic on this study
So far in this chapter, | have reflected on my insiderness-outsiderness, this following
subsection reflects how COVID-19 affected my research study. At the beginning of

the first lock down in March 2019, | had just finished data collection and was about to
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start data analysis. However, the COVID-19 pandemic and restrictions negatively
impacted my research as | had to suspend the data analysis due to overwhelming
demands from my other work activities. Teaching for first year nursing students was
brought forward as the NMC (2019) introduced emergency standards which meant
first year nursing students could not go on placement as supernumerary status had
been suspended. The emergency standards also allowed third year nursing students
to be deployed to support frontline staff. This required a lot of planning and support
for both students and colleagues to cope with this unprecedented situation we found
ourselves in. At that time, my research activities were somewhat neglected as | felt
that mentally, | did not have the headspace to focus on the research as well as deal

with the increased teaching and marking workload.

Notwithstanding the challenges posed by the pandemic, some of the impacts have
been positive. For example, as previously stated | presented my research findings at
two virtual research conferences, Royal College of Nursing International Mental
Health Research conference in June 2021, 3" Global Conference: End of life
Experience in February 2021 and the University of Wolverhampton Research
conference in June 2020 (see appendix 10, 11 and 12 for further details). Overall,
the pandemic has presented unparalleled challenges for health systems across the
world including researchers; however, it has also presented opportunities and new

ways of working that will continue to be used after the pandemic is gone.

13.5 Appendix Summary
In this section, | reflected on my tenuous position on the insider-outsider researcher
continuum. | acknowledge that my position in relation to the study participants cannot

be fully captured by the notion of insider or outsider in its strictest sense, but
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highlights the spaces in between insider and outsider positions. There were aspects
of insiderness and outsiderness as discussed above such as privileged access and
insights of fellow nurses. However, | am also aware that participants in this study are
individuals with unique idiographic perspectives and insights particular to them as
individuals with unique subjective emotional responses to the phenomenon under
study. Therefore, my positionality was more on a continuum and fluid. Finally, 1

reflected on how COVID-19 affected my study.
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