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Abstract

Background: Nurses working in an inpatient palliative care unit encounter patient
death frequently. Such frequent encounters leave an impact on these nurses and on
their nursing practice. However, relatively few studies focus on the impact such

frequent encounters have on nurses working in the palliative care unit.

Objectives: The aim of this study was to explore the lived experiences of nurses
who encounter patient death in a palliative inpatient setting. The objectives were to
explore the perceptions and attitudes of nurses about death, how these nurses
experience the death of their patients, identify the coping strategies these nurses
utilise, and examine nurses’ perception of supportive strategies that could be

implemented.

Design: A qualitative phenomenological design using the principles of Interpretative

Phenomenological Analysis.

Setting: The palliative care unit of the general oncology hospital in Malta is the

setting of this study.

Participants: Five Maltese staff nurses working in the palliative care unit.

Methods: The participants were recruited using purposive sampling. Data was
collected through two face-to-face semi-structured interviews with each participant,
which were audio recorded. The data was transcribed verbatim and analysis was

done using Interpretative Phenomenological Analysis.



Results: Two super-ordinate themes emerged that described the lived experience of

the nurses; Outlook on Death and Dealing with Patient Death.

Conclusion: Nurses working in the palliative care unit perceived death as an
inevitable part of life. They described some deaths of their patients as being ‘good’
or ‘bad’, and they always aimed to enable a ‘good’ death for their patients. The
nurses were affected by both types of these deaths, and also by the relationship they
had with their patients prior to their death. Witnessing patient death also shaped the
nurses’ perceptions on life and death generally. All participants found their own
combination of coping strategies to deal with patient death and find support from
their colleagues. Most participants however felt that they could be better supported at
work to better deal with patient death, citing training and group activities as methods

on how they could be better supported.
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Chapter 1: Introduction

1.1 General Introduction

Death is defined as the end-of-life of any living thing (Cambridge Advanced
Learner’s Dictionary, 2022), and is as much real as is birth, since it is the inevitable
end of human life (Ayten et al., 2009). Cancer is the cause of nearly 16% of deaths
worldwide (WHO, 2022), which amounts to 10 million deaths each year. Hospital
care is required for people suffering from cancer, for both physical care and
psychological support. This has led to an increase in demand for palliative care
(Dionne-Odom et al., 2015). Palliative care is a treatment that improves the quality
of life of people suffering from cancer, a high percentage of whom are at an
advanced stage. A palliative approach places a focus on preventing and offering
relief to symptoms and suffering, rather than curing the underlying condition.
Palliative care also takes into consideration the spiritual and psychosocial aspects of
the patients and their families (WHO, 2022). Death is anticipated in a palliative care
setting, both by the patient and family members (Iranmanesh et al., 2008). Hence,
nurses working in a palliative care setting face death on a daily basis, which
generally leads to an assumption that nurses working in this setting are at ease with

the acceptance of death (Peters et al., 2013).

1.2 Background of the Study

The work of the nurse, especially in the palliative care setting, reminds nurses of
their own mortality due to their confrontation with death (Vachon et al., 2012),
which can lead to anxiety in nurses (Lehto & Stein, 2009). In fact, end-of-life care is
considered as one of the most stressful parts of being a nurse (Holland & Neimeyer

2005). Indeed, nurses describe the death of a patient, witnessing a patient suffering,



and listening to patients talk about their impending death as stressful aspects of their
practice (Burnard et al., 2008), which are all situations that palliative care nurses
deal with in their everyday work. Unlike other healthcare professionals who care for
ill patients whose conditions often improve, nurses working in a palliative care
setting are constantly surrounded with dying patients and the intense emotions of
fear and sadness surrounding death, without any possibility of cure (Jocham et al.,
2009). Wilson and Kirshbaum (2011) highlighted how the stress that nurses
experience on the death of their patients can impact both their nursing care, as well
as their relationships with others and other factors outside of their work. Similar
findings emerged from a literature review by Peters et al (2013), leading these
authors to conclude that it is therefore essential for palliative care nurses to be

comfortable with death as this enables them to provide quality palliative care.

1.3 The Local Scenario

Locally, 27% of deaths are attributed to cancer, making it the second leading cause
of mortality (OECD/European Observatory on Health Systems and Policies, 2019).
In 2020, deaths from cancer in Malta equated to 966 deaths (Sung et al., 2021). The
public sector in Malta provides palliative care services mainly for adult oncology
patients, while Hospice Malta, a voluntary organisation, provides palliative care
services to oncology patients and people with other terminal illnesses (Azzopardi-
Muscat et al., 2017). At present, paediatric patients requiring palliative care are cared
for in the paediatrics ward of the local oncology hospital (Azzopardi-Muscat et al.,
2017). Further to this, Hospice Malta also plans to open the St Michael Inpatient

Hospice in the coming years for adult palliative patients (Hospice Malta, 2022).



No published studies on Maltese people’s perceptions of death were found; however,
an undergraduate dissertation with a phenomenological approach about Maltese
people’s perception of death was retrieved. The findings show that Maltese people
view death as a feared but inevitable part of life and as a mysterious event (Caprio,
2020). One published study (Grech et al., 2018) was found, which looked at Maltese
nurses’ experiences of encounters with patient death in a haematological setting. The
findings showed that the participants felt that they needed more support services to
assist them with providing end-of-life care, and the nurses felt distressed when their
concerns were not addressed. A postgraduate dissertation (Grima, 2018) was found
about Maltese nurses working in a cardiology setting and their encounter with
sudden death, which findings found that nurses were shocked but had to carry on
with their professional care, and participants described coping strategies that they
developed to deal with such deaths. Three undergraduate dissertations (Dimech,
2010; Fenech Adami, 1993; Scalpello Hammett, 2011) were found about Maltese
student nurses’ experiences of patient death and their perceptions and attitudes
towards caring for dying patients. The findings of the these three studies revealed
that Maltese student nurses fear death but have a positive attitude towards end-of-life

care.

1.4 Rationale of the Study

Numerous studies have explored the lived experiences of nurses caring for the dying
patient (Holms et al., 2014; Liu & Chiang, 2017; Limbu & Taylor, 2021; Parola et
al., 2018; Rafii et al., 2016). What is limited from the literature is palliative care
nurses’ lived experience of patient death which they encounter frequently in their

everyday working life. Research on palliative care nurses mostly focuses on their



experience of caring for the dying patient (Liu & Chiang, 2017; Parola et al., 2018).
There is also research focusing on the experiences of nurses in different settings who
experience death, and how this experience affects them (Holms et al., 2014; Limbu
& Taylor, 2021; Rafii et al., 2016). Literature also shows that attitudes towards death
which are influenced by their experiences impact the end-of-life care that these
nurses provide (Blazeviciené et al., 2020; Park & Oh, 2019; Shi et al., 2019).
Furthermore, although end-of-life care is considered as one of the most stressful
aspects of nursing practice, there is limited literature on how nurses, specifically
palliative care nurses, cope with patient death and how these nurses could be
supported. Understanding the nurses’ lived experiences of encounters with patient
death will help in identifying strategies that could support palliative care nurses to
cope with the resultant stress which ultimately, will enable them to provide quality

end-of-life care.

The opening of the aforementioned St Michael Inpatient Hospice, will lead to an
increase in demand for nurses working in an inpatient palliative setting locally.
Therefore, this study will provide culturally relevant findings, filling a gap in the
literature and furthermore, enabling evidence-based identification of supportive

strategies.

The author of this research study had frequently worked in a palliative care setting,
while working as a nurse in the nursing relieving pool of an oncology hospital. The
author was intrigued with how the nurses managed to work in this ward, where death
is usually the only outcome for their patients. From the author’s perspective, the

nurses working in an inpatient palliative care setting seemed unaffected by patient



death. In this regard, this study will provide a voice for these nurses to share their

experiences of frequently witnessing patient death.

1.5 Purpose of this Study
The aim of this research study was to explore the lived experiences of nurses who
encounter patient death in a palliative inpatient setting. The research objectives were
to:
1. Explore the perceptions and attitudes of nurses about personal and patient
death.
2. Explore how nurses experience the death of their patients.
3. Identify coping strategies that nurses utilise when encountering patient death.
4. Examine nurses’ perception of supportive strategies that could be

implemented.

The research question of this study is: “What is the lived experience of nurses who
encounter patient death in a palliative inpatient setting?”

Hermeneutic phenomenology is the guiding philosophy of this study, focusing on the
meanings and interpretations of an individual’s experiences (Smith et al., 2012). The
methodology used for this study is Interpretive Phenomenological Analysis (IPA) as
guided by Smith et al. (2012). Data was gathered by conducting semi-structured
interviews. Since local studies focusing on the lived experiences of nurses working
in a palliative care setting are limited, this study is anticipated to contribute to
culturally relevant information about these nurses’ experiences and support needs
that could guide the development of evidence-based organisational and educational

supportive strategies.



1.6 The Dissertation Structure

A brief description of the six chapters that make up this dissertation is presented
here. This chapter provided background information on this subject and the purpose
of this study. A review and critique of the available literature is presented in Chapter
2. A detailed description of the methodology and method used for this study is
presented in Chapter 3, as well as the ethical considerations. Chapter 4 presents the
findings of this study, that emerged from the data analysis of the participants’
narrations. These findings are then discussed in relation to the extant literature and
with reference to transactional theory (Lazarus, 1966) in Chapter 5. The strengths
and limitations of this study are also presented in this chapter. The final chapter

provides the recommendations for future research, clinical practice, and education.



Chapter 2: Literature Review

2.1 Introduction

This chapter presents a literature review of the experiences of nurses working in a
palliative inpatient setting and their encounters with patients’ death. The research
question and its population, exposure and outcome are presented in the first part of
the literature review, which is followed by a detailed description of the search
process. Finally, the chapter describes a critical appraisal of the included studies, as

well as a brief discussion of the results that will highlight the gaps in literature.

2.2 Inclusion and Exclusion Criteria

The PEO framework (Sackett et al., 2001) was used to formulate the research
question of this review and identify the inclusion and exclusion criteria. The aim of
this review was to explore the lived experiences of nurses who encounter death
working in a palliative inpatient setting. Hence, the research question was: “What are
the lived experiences of nurses’ encounters with patient deaths in a palliative
inpatient setting?”. The different components of the PEO framework are illustrated
in Table 2.1. The inclusion criteria for the literature search included nurses working
in an adult palliative care unit, since participants in the current study cared for adult
patients, and studies with their lived experience as an outcome, and encounter with
patient death as the exposure. Exclusion criteria included nurses working in any

other wards and studies with outcomes not including the nurses’ lived experience.



Table 2.1

The Different Components of the PEO Framework

Population Exposure Outcome

Nurses working in an Patient death Lived experience
adult palliative inpatient

setting

An exploratory search revealed that studies on the lived experiences of nurses who
encounter death whilst working in a palliative care unit are limited. The reserach
question for this literature review was amended to “What are the lived experiences of
nurses’ encounters with patient deaths?”” Hence, the population, exposure and
outcome of the PEO framework were expanded upon to include more related studies.
The outcome component was expanded to include perceptions and attitudes towards
death, in addition to lived experience. The exposure was expanded upon to also
include end-of -life care, since it is closely linked to attitudes and perceptions about
death. The population was expanded to include nurses working in other settings
where such nurses encounter patient death and provide end-of-life care. In addition
to palliative care, these settings also included: oncology, medical, surgical, and
intensive/critical care. Studies including nursing students were excluded. Studies
searched for had to be published and peer reviewed. Lastly, articles in languages
other than English were excluded due to a lack of translation facilities. Table 2.2

illustrates the inclusion and exclusion criteria.



Table 2.2

Inclusion and Exclusion Criteria

Inclusion Criteria

Exclusion Criteria

Nurses working in settings where
nurses both encounter patient death and

provide end-of-life care

Nurses working in settings where
patient death is not encountered, or
where nurses do not provide end-of-life

care

Nurses caring for adult pallaitive

patients

Nurses caring for paediatric palliative

patients

Nurses’ lived experiences, attitudes

and/or perceptions about death

Nursing students

Peer-reviewed studies

Studies not peer-reviewed and grey

literature

Studies in the English language

Studies not in the English language

2.3 Search Method

After developing the inclusion and exclusion criteria, a search strategy was

developed, which is described in the following sections.

2.3.1 Search Terms

Different search terms and Medical Subject Headings (MeSH) terms were identified

by using a thesaurus and from background reading. Where possible, truncations were

utilised to identify alternative terminology with respect to the search terms. These

terms are presented in Table 2.3 below, in conjunction with the revised PEO

elements.




Table 2.3

Terms Mapped to Database Vocabulary

PEO Elements Search Terms

Population — Nurses Hospice and Palliative Care Nursing
(MeSH), palliative nursing (MESH),
hospice nursing (MESH), hospice care
(MESH), Oncology Nursing (MeSH),
Critical Care Nursing (MeSH), Medical-
Surgical Nursing (MeSH), cancer nursing,
medical nursing, surgical nursing, general

nurses, ITU, CCU

Exposure — Patient death, end-of Death (MeSH), dying, patient death, end-of-

life care life, end-of-life care, end of life, end of life
care
Outcome — Lived experience, Life experiences (MeSH), personal
attitudes and/or experience (MESH), Perception (MeSH),
perceptions about Attitude (MeSH), view (MESH), lived
death experience, belief, outlook
2.3.2 The Search

In order to avoid search bias and to ensure that all relevant studies available are
found, several electronic databases were used (Randolph, 2009). Using the
University of Malta (UOM) online library, the following databases were searched:
PubMed, and Cochrane Library of Systematic Reviews, Medline Complete,

PsycINFO, and the Cumulative Index to Nursing Allied Health Literature (CINHAL)

10



databases which were accessed from the EBSCO host site. In addition, the CINHAL
database was also searched since it is a useful database especially for qualitative
studies (Chapman, 2009). The language restriction could have led to language bias
since results from articles published in other languages would have been overlooked
(The Cochrane Collaboration, 2011). The publishing date of the articles had to be
between 2012 and 2022, both years included. The rationale behind this date range

was to keep an updated and manageable number of studies for the review.

2.3.3 Database Search

After identifying the search terms and any truncations, the former were combined by
utilising the Boolean Operators ‘AND’ and ‘OR’ to generate the search strategies
that would be used for the electronic databases. These Boolean Operators are used to
combine or exclude the search terms in a search (Cooper et al., 2018). In addition,
phrases were enclosed in quotation marks, so that results with that particular word

order would be found. Table 2.4 presents the search strategy of the databases.

11



Table 2.4

Search Strategy used for Searching the Databases

Search Strategy

“nurs*”)

AND

“end of life care”)

AND

(“Life experiences” OR “personal experience” OR experience* OR “lived
experience” OR Attitude OR attitude* OR perception OR perceive* OR

perspective* OR view* OR belief OR outlook))

((palliative OR hospice™ OR Oncology OR “intensive care” OR ITU OR CCU OR

(Death OR dying OR “patient death” OR “end-of-life care” OR “end of life” OR

These searches were carried out during the month of March 2022. The number of

results found from each database is presented in Table 2.5.

Table 2.5

Results from Databases

Limiters Applied Database Accessed Hits
English language, peer-reviewed, CINHAL (EBSCO) 2,428
Published date: 2012 - 2022 Cochrane Library of Systematic 84
Reviews (EBSCO)
PubMed 2,747
Psychinfo (EBSCO) 862
Medline Complete (EBSCO) 3,532

12




2.3.4 Search Results and Selection

A total of 9,653 records were retrieved from searching the databases. 87 duplicates
were removed by using the bibliographic software RefWorks, which left 9,566
records. Through reading the titles and abstracts, 9,504 records were deemed to be
irrelevant and hence, removed. This left 62 records, where the full text was read to
determine if they were eligible according to the inclusion and exclusion criteria
presented in Table 2.2. Out of the remaining 62 records, 54 were removed due to
various reasons, namely: (i) 29 articles did not report the outcomes of interest; (ii) 18
articles included nurses who did not provide end-of-life care; (iii) 7 articles did not
report findings for palliative, oncology, medical-surgical, or intensive care nurses
only. From the review of the references of the remaining articles, one study was
found to be relevant but, on reading the full-text, it was deemed irrelevant since the
outcomes of interest were not reported. This selection process is summarised in

Figure 1 below, which was adopted from Page et al. (2021).

Eight studies were included in this review, of which five are qualitative studies and

three are quantitative studies. These studies were conducted in the United States of

America (USA) (n=2), Canada, China, South Africa, Portugal, Taiwan, and Turkey.
In the next section, a critical appraisal of these qualitative and quantitative studies

including ethical considerations is presented.

13



Identification

Figure 2.1

Prisma Flow Diagram (Page et al., 2021)
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Screening

)

Included

Records removed before screening:
Duplicate records removed
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Records identified from:
Citation searching (n=1)

Records screened
(n=9,566)

Records excluded due to
irrelevance by reading the title
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2.4 Critical Appraisal of Qualitative Studies

Critical appraisal enables the assessment of the validity of the methods that a study
employs, and the relevance and value of the results for the concerning population
(Lincoln & Guba, 2011). For the appraisal of the qualitative studies, the Critical
Appraisal Skills Programme (CASP) (2018) qualitative checklist was used
(Appendix A). This tool consists of ten questions, of which the first two are
screening questions that cover the aim and methodology of the study. The remaining
questions cover the research method to evaluate the quality of the research, with
questions about sampling, recruitment of participants, research design, data
collection, rigour of data analysis, methods, recounting of findings, and ethical

issues.

In this section, a critical appraisal of the qualitative research is presented. Table 2.6
presents the characteristics of the qualitative studies included in this literature

review. From the five qualitative studies, four had a phenomenological design. Two
of these studies utilised descriptive phenomenological analysis, whilst the other two
utilised interpretative phenomenological analysis. The other study did not specify a

design.
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Table 2.6

Qualitative Studies Characteristics

Sample Size Nurse
Authors Title of Study Country Methodology Method
(n=x) Population
Vachon et al. Death Confrontation, Spiritual- Canada n=11 Oncology Interpretative Semi-
(2012) Existential Experience and Caring nurses including | Phenomenological | structured
Attitudes in Palliative Care Nurses: palliative care Analysis interviews
An Interpretative nurses
Phenomenological Analysis
Hinderer Reactions to Patient Death The USA n=6 Critical Care Descriptive Semi-
(2012) Lived Experience of Critical Care nurses Phenomenological | structured
Nurses Analysis interviews
Naidoo & Experiences of critical care nurses | South n=4 Intensive Care Descriptive In-depth
Sibiya (2014) | of death and dying in an intensive Africa nurses Phenomenological | interview
care unit: a phenomenological Analysis
study
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Liu & Chiang | From vulnerability to passion in the | Taiwan n=13 Oncology Interpretative Focus
(2017) end-of-life care: The lived nurses including | Phenomenological | group
experience of nurses palliative care Analysis
nurses
Temelli & Perceptions of Palliative Care Turkey n=23 Palliative care Not specified Semi-
Cerit (2021) Nurses Related to Death and nurses structured
Palliative Care Practices interviews
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2.4.1 Introduction

These five studies explored different aspects of patient death and the experiences
surrounding it. Vachon et al. (2012) sought to understand how palliative care nurses
cope with proximity to death, and what their lived spiritual-existential experience is,
and possible links between the two. Hinderer (2012) and Naidoo and Sibiya (2014)
focused on critical nurses and their lived experiences of their encounters with patient
death and dying, while the study by Liu and Chiang (2017) explored the lived
experiences of oncology nurses in the provision of end-of-life care. The qualitative
study by Temelli and Cerit (2021) aimed to explore the perceptions of death and of
palliative care practices of palliative nurses. Vachon et al. (2012) and Liu and
Chiang (2017) chose interpretive phenomenological analysis, whilst Hinderer (2012)
and Naidoo and Sibiya (2014) chose descriptive phenomenology, which are
appropriate study designs to explore the lived experiences of the participants
(Creswell, 2014). The research design of the study by Temelli and Cerit (2021) was
not made explicit, and the researchers only stated that the study followed a
qualitative design. All studies clearly stated why they used a qualitative
methodology, and all studies except Temelli and Cerit (2021) explained and justified
their choice of research design, and how they addressed their research question.
Choice of designs were appropriate, in relation to the research questions being posed.

None of the studies referred to a theoretical framework.

2.4.2 Sampling

All included studies, bar the one by Temelli and Cerit (2021), used purposive
sampling to recruit participants which is appropriate to recruit from a population
with specific characteristics, who had experienced the phenomena being researched
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(Rodriguez & Smith, 2018). In the study by Temelli and Cerit (2021), no indication
of the recruitment strategy was mentioned, and the authors of this study only stated
that all nurses working in the ward from where the participants were recruited agreed
to participate in the study. Sample sizes of these studies were all small, which is
appropriate for acquiring an in-depth understanding of the phenomena under study
(Gill et al., 2008). No study provided a rationale for these sample sizes. Participation
was on a voluntary basis, and the participants were chosen according to eligibility
criteria, with the exception of Temelli and Cerit (2021) who did not mention
eligibility criteria. Characteristics of the participants were collected and presented in

all studies.

2.4.3 Data Collection

Vachon et al. (2012), Hinderer (2012), and Temelli and Cerit (2021) chose semi-
structured interviews; Naidoo and Sibiya (2014) chose unstructured interviews as the
method for data collection, while Liu and Chiang (2017) chose six reflective group
sessions. In view of the studies’ objectives to understand the participants’
experiences, interviews were deemed as an adequate choice (Gray & Grove, 2018).
The choice of focus groups by Liu and Chiang (2017) was also appropriate since
group dynamics could help participants express their views in a way that would not

occur in one to one interviews (Gray & Grove, 2018).

Vachon et al. (2012), Hinderer (2012), and Temelli and Cerit (2021) used an

interview guide, which was only provided by the former, while Naidoo and Sibiya

(2014) and Liu and Chiang (2017) started with one initial question and then used
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probing to facilitate the conversation and uncover the participants’ experiences. All

studies recorded these sessions digitally through audio recording.

None of the studies stated if a pilot study was carried out. A pilot study could have
given the researcher an opportunity to test the interview guide and practise the
interviewing techniques, and make appropriate changes (Majid et al., 2017). Only
Hinderer (2012) indicated that data was collected until there was data saturation.
Data saturation promotes validity and reliability of the findings (Gray & Grove,
2018). None of the studies mentioned if the researchers were trained in conducting
interviews and group sessions. If the researchers were not trained, the data collection
may have not been carried out appropriately, leading to unreliable data (Gill et al.,

2008).

Vachon et al. (2012) acknowledged the researcher’s interpretative input in
understanding the participants, and Hinderer (2012) used bracketing to set aside
personal opinions prior to starting data collection. This technique is important since
it decreases the influence of the preconceptions of the researcher from affecting the
research process (Tufford & Newman, 2012). Temelli and Cerit (2021) addressed
researcher bias by having the coding done independently by two researchers and an
agreement index was used to check for the reliability of the coding, which was
measured at 82%, which is above the 70% minimum suggested by Yildirim and
Simsek (2016). This minimised having one individual trying to validate a particular
theme or not recognise a particular theme (Berg & Lune, 2012). Naidoo and Sibiya
(2014) and Liu and Chiang (2017) stated that they followed the four principles of

trustworthiness by Lincoln and Guba (1986). No description how this was carried
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out was given, so it could not be determined how much the findings of the study
were influenced by the researchers themselves. No studies reported any changes

being made to their research design throughout the study.

2.4.4 Data Analysis and Findings

Vachon et al.’s (2012) and Liu and Chiang’s (2017) data analysis was guided by IPA
(Smith et al., 2012), while Hinderer’s (2012) data analysis was guided by the
Colaizzi’s method (Colaizzi, 1978). On the other hand, Naidoo and Sibiya’s (2014)
data analysis was guided by Giorgi’s method (Giorgi, 1985). Temelli and Cerit
(2021) analysed the data using content analysis, and a description of the analysis

process was provided.

All studies provided a section detailing the analysis process, which included
transcription of the recordings collected, and how literature was used to discuss their
findings. Vachon et al. (2012) and Liu and Chiang (2017) carried out reflexivity
during data analysis, which was important since it guided the reader to better
understand the research process and how the researchers reached their conclusions
(Braun & Clarke, 2019). Vachon et al. (2012), Hinderer (2012) and Liu and Chiang
(2017) validated the findings with the participants, while the former also validated
the findings with other researchers. Liu and Chiang (2017) also mentioned that the
analysis was peer reviewed by colleagues to notice if any potential bias may have
affected the analysis (Gill et al., 2008). Both these types of validation promote

validity of the findings (Gray & Grove, 2018).

21



Although different approaches were used, the findings were presented in a similar
manner, by presenting the super-ordinate themes and themes together with direct
quotes from the transcripts. Vachon et al. (2012) identified seven themes, Hinderer
(2012) identified four themes, Naidoo and Sibiya (2014) identified five themes,
whilst Liu and Chiang (2017) and Temelli and Cerit (2021) identified three themes.

In all studies, the findings were then discussed in relation to the research question.

2.4.5 Discussion

All studies discussed the findings in relation to the available literature and provided
recommendations for further research and study limitations. Due to the lack of a pilot
interview, these studies lacked reliability (Gill et al., 2008). Only Naidoo and Sibiya
(2014) provided an in-depth description of how the results from the study could be
implemented into education, institutional management and practice, and to develop
policy. While Temelli and Cerit (2021) provided suggestions for education and

nurses training, no suggestions for future research were provided by this study.

2.5 Cross-Sectional Studies

This section presents the critical appraisal of the quantitative studies included in this
review, which were all cross-sectional studies. For the appraisal of the quantitative
studies, the AXIS critical appraisal tool was used (Downes et al., 2016) (Appendix
B). This is a tool designed to appraise cross-sectional designs. Table 2.7 presents the
characteristics of the cross-sectional studies that are included in this literature

review.
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Table 2.7

Cross-Sectional Studies Characteristics

cross-sectional study

palliative care

nurses

Sample Nurse
Authors Title of study Country Methodology Method
Size (n=x) | population
Gama et al. Factors influencing nurses' Portugal | n=360 Nurses from Cross- Sociodemographic and
(2012) attitudes toward death three general sectional professional
hospitals questionnaire (QSDE),

Death Attitude Profile-

Revised (DAP-R), Adult

Attachment Scale (AAS
Guo and Zheng | Assessing oncology nurses' | China n=279 Oncology Cross- Death Attitudes Profile
(2019) attitudes towards death and nurses sectional Scale and the Maslach

the prevalence of burnout: A including Burnout Inventory
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Barnett et al.

(2020)

Death Attitudes, Palliative
Care Self-efficacy, and
Attitudes Toward Care of the
Dying Among Hospice

Nurses

USA

Hospice
centres,
hospitals,
nursing homes,
and other long-
term care

facilities

Cross-

sectional

The Death Attitude
Profile—Revised (DAP-
R), The Frommelt
Attitudes Toward Care
of the Dying Scale, The
Palliative Care Self-

Efficacy Scale
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2.5.1 Introduction

Through the use of cross-sectional studies, risk factors and outcomes can be
analysed. Further to this, cross-sectional studies are deemed as practical, since they
involve the gathering of data at a single point in time (Polit & Beck, 2010). Gama et
al. (2012) aimed to identify nurses’ attitudes towards death, and the training,
professional, and sociodemographic factors that affect these attitudes. The aim of
Guo and Zheng (2019) was to examine the occurrence and severity of burnout in
Chinese oncology nurses and examine its relationship with death attitudes. Barnett et
al. (2020) examined the relationship between hospice nurses' death attitudes,
palliative care self-efficacy and attitudes towards end-of-life care. All studies
addressed clear research questions and objectives. A cross-sectional study was
appropriate for all studies since the design is useful to give a description of a

population and test for any relationships (Leeuw et al., 2009).

2.5.2 Methodology and Sampling

Guo and Zheng (2019) recruited from one oncology hospital, while Gama et al.
(2012) recruited participants from three general hospitals, and Barnett et al. (2020)
recruited from hospice centres, hospitals, nursing homes, and other long-term care
facilities in one metropolitan area, making the sample more representative of the
population being studied and enabling broader conclusions to be made (Polit &
Beck, 2010). The target population was clearly defined in all three studies, but only
Guo and Zheng (2019) carried out a power calculation for sample size and presented
the methods used for this calculation. The sample size for the study by Guo and
Zheng (2019) was in accordance with the calculated required sample size, hence
reducing the possibility for type 11 and type I errors (Gray & Grove, 2018). Type Il
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error is when any significant results are not detected, even when they exist, and type
I is when significant conclusions are drawn, when they do not really exist (Gray &
Grove, 2018). For the other two studies, type | and type Il errors may have been an

issue due to a lack of a power calculation (Gray & Grove, 2018).

Guo and Zheng (2019) and Barnett et al. (2020) used convenience sampling, which
could lead to biases given that participants are included in the study by coincidently
being in the right place at the right time (Gray & Grove, 2018). Gama et al. (2012)
used purposive sampling to select their participants. This method is vulnerable to
errors in judgment from the researchers, and hence it is prone to bias and has low
level of reliability (Gray & Grove, 2018). None of the studies took measures to
address non-responders, which could have led to non-response bias which is when
the characteristics or responses of the non-responders differ significantly from the
responders (Cheung et al., 2017). All three studies presented their eligibility criteria

for the studies in a clear manner.

2.5.3 Data Analysis and Results

The instruments used by the three studies had all been previously tested and
demonstrated as reliable. All studies stated that the p-value was set at p<0.05 and
only Guo and Zheng (2019) stated that the confidence interval was set at 95%. This
p-value was set at an appropriate level to reduce the possibility of a type | error
(Greenland et al., 2016). By not providing a confidence interval, the relevance of the
results and their level of representation of the population could not be determined
(Greenland et al., 2016). Only Barnett et al. (2020) did not provide a description of

how the statistical tests were used in the data analysis. The three studies provided
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results that were adequately described and presented both in text and graphical form.
The Cronbach alpha coefficient was used by all studies to determine reliability, with
all studies reporting Cronbach’s values of a > 0.80, which indicates reliability (Gray
& Grove, 2018). The three studies presented the results for all of the mentioned tests
in the method, and a detailed discussion of all of the included results was presented

by all studies.

2.5.4 Discussion

All studies mentioned their limitations, particularly the lack of generality of their
results. Further to this, Barnett et al. (2020) mentioned that, due to the study design,
conclusions about causality and directionality of the results could not be drawn. This
applied to the three studies since cross-sectional designs only collect data at one
point in time, and hence changes in the phenomena being studied could not be
determined in these studies (Gray & Grove, 2018). All studies collected
demographic characteristics of the participants, which included characteristics that
could be considered as confounding factors, such as marital status, religious belief,
education, years of working experience, and frequency of end-of-life care. All
studies mentioned that these characteristics were controlled statistically to reduce
their effect on the findings (Gray & Grove, 2018). Other external confounding
factors that could not be measured or controlled could have affected the findings of

all studies (Gray & Grove, 2018).
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2.6 Ethical Considerations

Ethics concerns the way participants are treated by the researchers during a study.
The latter are responsible for ensuring that the participants do not undergo any
mental, physical, or emotional harm (World Medical Association, 2013). All
appraised studies obtained ethical approval from their respective board, however, not
all studies mentioned that informed consent was obtained from the participants. Only
Liu and Chiang (2017), Temelli and Cerit (2021), and Barnett et al. (2020) claim to
have acquired informed consent. The risks and benefits of the study were only
explained by Naidoo and Sibiya (2014). On the other hand, Temelli and Cerit (2021)
explained that participants could leave at any time or stop the interview recording at
any time. No study explained if they provided information about the researchers’ and

participants’ roles during the study, or the right to refuse without consequences.

Only Hinderer (2012) mentioned where most of the data was collected. This might
have impacted the results of the other studies since it is not clear how comfortable
the participants were during data collection, resulting in possible bias (Gray &
Grove, 2018). None of the qualitative studies provided details as to how they
safeguarded confidentiality, and whether the collected data was destroyed upon
completion of the studies, and accordingly, there is a possibility that, after the
publication of results, participants were unprotected from any damage, albeit

psychological and physical damage.
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2.7 Summary of Findings

Table 2.8 presents the main findings of each of the qualitative studies. In Table 2.9,
quantitative studies results are presented by presenting the scores for each subscale
of the “The Death Attitude Profile - Revised (DAP-R)” and the “The Death Attitude
Profile” (Chinese version). The former is a Likert scale ranging from one to seven,
whereby one is strongly disagree, seven is strongly agree, and four is neutral. The
latter is the Chinese version of the scale, having a five point Likert scale where one
is strongly agree, five is strongly disagree, and three is neutral. Only these findings
from the quantitative studies were included since only the results from these

subscales are relevant for the current literature review.
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Table 2.8

Summarised Findings of Qualitative Studies

Research Study

Main Findings

Vachon et al. (2012)

Witnessing death could make nurses more aware of death. Witnessing death also changes how nurses

live their everyday life to a more meaningful one.

Hinderer (2012)

Nurses accept death as inevitable part of life, but still are emotionally negatively affected. Nurses
described how they emotionally distance themselves and became hardened over time to not be affected

by death. This distancing though was not always possible with all patients.

Naidoo and Sibiya (2014)

Critical care nurses need support systems to help them cope with the emotional toll that patient death has
on them. This support helps both the nurses’ emotional wellbeing and also assists nurses to provide end-

of-life care.

Liu and Chiang (2017)

Caring for dying patients offer nurses an opportunity to reflect on their own selves and help them
improve themselves. Their experience of providing end-of-life care also helps them to provide better

care for their patients, since the nurses start to empathise more with the patients.

Temelli and Cerit (2021)

Nurses view death as natural but sometimes scary. They also viewed death as a means of ending the

suffering for the patients. Nurses also felt bad when younger patients died, or patients were suffering.
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Table 2.9

Summarised Findings of Quantitative Studies According to Each Subscale Score of the DAP-R and DAP (Chinese Version)

Research Study

Gama et al. (2012)

Guo and Zheng (2019)

Barnett et al. (2020)

Subscale and Subscale range

1 — Strongly agree
4 — Neutral

7 — Strongly disagree

1 — Strongly agree
3 — Neutral

5 — Strongly disagree

1 — Strongly agree
4 — Neutral

7 — Strongly disagree

painful existence. (Wong et al., 1994)

Fear of death — negative thoughts and feelings about death | M = 4.16 M=2.78, SD 0.69 M =261, SD=110
(Wong et al., 1994)

Death avoidance — avoidance of thoughts of death as M = 3.64 M=2.97, SD 0.77 M =2.70,SD =1.22
much as possible (Wong et al., 1994)

Neutral acceptance — death is neither welcomed nor M =5.35 M=3.91, SD 0.65 M =5.89,SD =1.48
feared (Wong et al., 1994)

Approach acceptance — death is viewed as a passageway | M =3.74 M=2.77, SD 0.66 M =4.23,SD =135
to happy afterlife (Wong et al., 1994)

Escape acceptance — death is viewed as an escape froma | M =3.5 M=2.72, SD 0.78 M =554, SD =0.28

Note: M, mean score; SD, standard deviation. Gama et al. (2012) did not provide the standard deviation for the mean scores.
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The findings of both qualitative and quantitative described how nurses perceived
death as being inevitable and meaningful. The findings also described how patient
death affected nurses emotionally. In turn, nurses described what coping strategies
they utilise to cope with the emotional effect patient death has on them. The relevant
results for this literature review from the three quantitative studies addressed the
nurses’ perception of death and thus, their results could be combined with the
findings from the qualitative studies. The qualitative studies presented the findings in
themes and subthemes, which were elaborated upon through further discussion and
excerpts from the interviews. For the purpose of the present literature review, the
findings from these studies were grouped together and coded from which, three
themes emerged:

e Meaning of death

e Emotional reaction to death

e Coping with death

The findings from the studies are discussed according to each theme in the next

section.

2.7.1 Meaning of Death
Nearly all studies described the perception of death of the nurses. These perceptions

are described in this theme.

Encountering death made nurses reflect on the definition of death and what it means

to them. Vachon et al. (2012) and Temelli and Cerit (2021) found that nurses

described death as the end-of-life and something that is natural. The fact that death is
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in turn inevitable provided comfort for nurses (Hinderer, 2012; Naidoo & Sibiya,
2014). Further to this, according to Hinderer (2012), the nurses' acceptance of the
inevitability of death allows them to care for dying patients. Moreover, death was
more accepted by the nurses when they had provided the best possible care. Vachon
et al. (2012) and Temelli and Cerit (2021) also found that nurses saw death as a
transition and path to the afterlife. This is also confirmed by Barnett et al. (2020),
where nurses agreed with statements that described death as a passageway to a happy
afterlife. Hinderer (2012) revealed that nurses also saw death as a sign that the

purpose of the person in life was complete.

Temelli and Cerit (2021) also found that nurses saw death both as the end of pain,
and also as sometimes being difficult and scary. Vachon et al. (2012) described how
for some nurses, death was a mystery or did not have a meaning or serve a purpose.
This theme presented how the findings from these studies described the perception of
death of the nurses. They perceive death as the natural and inevitable end-of-life,

while it also can mark the end of pain and a transition to the afterlife.

2.7.2 Emotional Reaction to Death

The findings of the eight studies showed that caring for dying patients and
encountering patient death causes nurses to experience several emotions and
feelings, which are described in this theme. Encountering death makes nurses reflect
on their own lives and inevitable death (Hinderer, 2012). In addition, VVachon et al.
(2012) highlighted that death made nurses appreciate their lives more and in turn,

elevate their life by making it more meaningful.
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Gama et al. (2012), Guo and Zheng (2019), and Barnett et al. (2020) found that
nurses encountering death had lower scores in the death avoidance subscale,
meaning that they did not avoid thoughts about death. According to Liu and Chiang
(2017), caring for dying patients helped nurses prepare for their own death by

becoming more confident in facing their personal death.

In contrast, some nurses showed ambivalence towards their own death, by showing
anxiety when talking about their own death, but stating that it did not affect them
(Vachon et al., 2012). This is backed up by the findings of Gama et al. (2012), Guo
and Zheng (2019), and Barnett et al. (2020), who from the neutral acceptance
subscale found that nurses do neither fear nor look forward to death.

Patient suffering was highlighted as the most difficult aspect that the nurses in
Vachon et al.’s (2012) study faced when caring for patients who are dying. This was
due to the fact that nurses ended up feeling negative emotions from witnessing
suffering, such as helplessness and guilt, since they could not provide comfort to the
suffering patient (Hinderer, 2012). Vachon et al. (2012) also found that nurses felt
powerless and frustrated when they were not able to relieve suffering. Vachon et al.
(2012) highlighted that nurses attempt to counteract the suffering by looking at it in a
positive way or by focusing on other positive aspects. Accordingly, nurses described

deaths as ‘positive’, when death marked the end of suffering (Hinderer, 2012).

‘Horrible’ deaths were described as when the patient was suffering, and in such

cases, nurses described that they felt distress and discomfort (Hinderer, 2012; Liu &

Chiang, 2017).
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Hinderer (2012) described how the family members of the patients affected the
nurses, particularly in stressful situations where the relatives were unable to accept
that death is imminent or when the relatives unnecessarily delay death by continuing
futile treatment. This also affects how nurses cope with death, which will be
mentioned further on. Knowing that the patient was going to die also caused stress to

some nurses due to the anticipation of death (Hinderer, 2012).

Nurses also described that having patients stay for a long time in the ward and
forming a strong relationship with patients caused such deaths to affect them more
(Hinderer, 2012; Liu & Chiang, 2017). Hinderer (2012) also revealed that nurses
found that some deaths were unforgettable due to these strong relationships. As will
be discussed in the next theme, this goes contrary to what the nurses described as
trying to emotionally distance themselves from the death in order to not let death
affect them. Sometimes nurses found that they had to delay their emotional reactions
till after work because of their duties at work. This contrasts to the coping strategy
adopted by nurses who 'leave work at work', which will be discussed further on.
Naidoo and Sibiya (2014) and Temelli and Cerit (2021) also highlighted that nurses
found deaths of young patients more difficult and made the situation more emotional

since they felt sorry for them.

These findings described how exposure to death made nurses more aware of death

and their life, and how sometimes nurses felt negative emotions when faced with

patient death.
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2.7.3 Coping with Death

The review of these studies also highlighted how the nurses cope with patient death.
Vachon et al. (2012) found that nurses use mechanisms to not have their work life
affect their personal life, such as by trying to separate work from personal life. As
described previously by Hinderer (2012), nurses are not always successful in doing
this, since in some instances they have to delay their emotional reaction until after

work.

Hinderer (2012) and Naidoo and Sibiya (2014) revealed that nurses often seek
support from their work colleagues to help each other cope with stressful

experiences.

As also mentioned before, Hinderer (2012) found that relatives influence the ability
of nurses to cope. Nurses describe that when family members handle the death of

their relative well, the nurses cope better. On the other hand, when relatives handle
the situation badly, nurses often feel uncomfortable in the situation and do not cope

well.

The first theme discussed how nurses stated that they accepted patient death when
they had given the best possible care. In contrast, Hinderer (2012) revealed that, with
time, nurses learn to distance themselves emotionally from death, and become less
emotionally invested in the death experience. As described in the previous theme,
this distancing was also not always achieved, since the nurses described how, in
some instances, they formed bonds with certain patients and were emotionally

affected negatively by their death.
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In the study by Hinderer (2012), the nurses described how, with time, they became
‘hardened’ and started setting up a ‘wall” when experiencing death. This led to the
nurses describing themselves as becoming more comfortable when providing end-of-

life care, and feeling less overwhelmed, which helped them cope better.

This theme presented the coping strategies that the studies’ findings described.
Nurses in these studies cope by finding support from their colleagues, and by
emotionally distancing themselves from patient death. Nurses also described that

with experience they also found that they could cope better.

2.7.4 Summary of Findings and Identified Gaps in Knowledge

In summary, the findings of this literature review highlighted how nurses who
encounter patient death react to death and how they handle it. Throughout their
work, nurses experience stressful episodes and uncomfortable situations relating to
patient death. They describe how patient death can be different, the different
emotions evoked by such deaths, and how witnessing death helps them reflect on the
meaning of death, including their own. In turn, the research also highlighted how
nurses find ways how to cope with patient death, in order to continue working in

their ward and care for dying patients.

This review highlighted that there is still a lack of research about nurses working in a
palliative care unit and their lived experiences related to death. Due to witnessing
death on a more regular basis than in other wards, these nurses may have a different
experience than other nurses relating to death and its effects. Therefore, it is

imperative that further research is conducted on this population.
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Although the questionnaires used in the quantitative studies offers data that can be
compared and contrasted, it is not ideal to explore the experiences of nurses, since it
is difficult to convey the emotions and feelings of the participants (Kothari, 2013). In
contrast due to their nature, it is challenging to generalise findings from qualitative
research, and hence findings from the qualitative studies might not apply locally

(Grove et al., 2015).

Local research in this area does not seem to be present, and accordingly, the present

study aims to address these identified gaps in knowledge.

2.8 Conclusion

Research about the experiences of nurses when encountering death is important, to
understand these nurses and in turn provide them with support that they require. This
review identified current literature on this topics, and also identified current gaps in
knowledge. In this regard, this study aims to address the gaps identified by this
literature review. In the next chapter, a detailed account of the methods used in this

study is presented.
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Chapter 3: Research Methodology

3.1 Introduction

This chapter provides a clear trail of the methods, providing rationale for each
decision taken, while adhering to the theoretical foundations of Interpretative
Phenomenological Analysis (IPA) (Kallet, 2004). In this chapter, a description of the
research methods and the research question of this study will be presented. This
chapter first explains the reasons why IPA was chosen as the methodology to guide
this study and describes the methods and processes of participant selection, data
collection, and data analysis. In addition, this chapter discusses the ethical issues

faced, and how these were addressed to improve the rigour of this study.

3.2 Research Question, Aims, Objectives
The aim of this study was to explore the lived experiences of nurses who encounter
patient death in a palliative inpatient setting. The objectives of the study were to:
1. Explore the perceptions and attitudes of nurses, about patient death and their
own death.
2. Explore how nurses experience the death of their patients.
3. Identify coping strategies that nurses utilise when encountering patient death.
4. Examine nurses’ perception of current supportive strategies, and what further

supportive strategies could be implemented.

The research question of this study is: “What is the lived experience of nurses who

encounter patient death in a palliative inpatient setting?”
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3.2.1 Operational Definitions

Operational definitions of terms are important to clarify the keywords of the research
question (Brent et al., 2016). For this research question, the two terms ‘experience’
and ‘patient death’ were identified as keywords. For the purpose of this study,
‘experience’ is defined as the understanding and perceptions of the nurses working in
a palliative inpatient setting (Given, 2008). ‘Patient death’, for the purpose of this

study, is defined as the final hours before death and the moment of death itself.

3.3 Research Design

This section describes the research design chosen, and the rationale underlying this
choice. The appropriate research design guides the study on the method, time, and
location of the data collection and its analysis (Parahoo, 2014). In addition, the
research design provides the direction that the research should follow as established

by its objectives (Creswell, 2014).

The research approach for this study was chosen according to the philosophical
underpinnings about reality, epistemology, and methodology (Creswell, 2014). On
one hand, qualitative methodology aims to understand the meanings that participants
derive from their environment, and how these affect their behaviour. In contrast,
guantitative methodology has the purpose of seeking one true reality (Polit &

Hungler, 2010).

The aim of this study was to explore the experiences of nurses working in a

palliative inpatient setting and their encounters with patient death. For this reason,

the deductive and hypothesis-driven methodology of quantitative approaches was
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deemed inappropriate, since the collected data would not provide a complete insight
of the nurses’ experiences, feelings, and behaviours (Biggerstaff & Thompson,

2008).

Epistemology is the study of the scope, origin, and nature of knowledge (Creswell,
2014). A qualitative approach permitted the research to be based in a hermeneutic
epistemological perspective. Such a perspective recognises the power of words and
the immersion of experiences in language itself (Denzin & Lincoln, 2011).
Therefore, a qualitative design is able to facilitate the study of different viewpoints
of this lived experience through the collection of applicable knowledge (Berg &

Lune, 2012).

Furthermore, qualitative research encompasses multiple fields as its research
traditions, namely anthropology, psychology, sociology, and philosophy (Corbin &
Strauss, 2008). The methodological approaches linked with these fields are
phenomenology, narrative, grounded theory, and ethnography. According to Finlay
(2009), phenomenology encompasses both a philosophy and an array of research
approaches. These approaches may be hermeneutic, that is, trying to understand the
phenomenon by learning about lived experiences of the subjects being studied, or
descriptive, that is, the aim being only to describe the phenomena under
investigation. The epistemology of phenomenology is based on Heideggerian
hermeneutics and Husserlian phenomenology. This approach directs the researcher
on how to investigate the data to obtain a better understanding of the individuals’
perceptions, subjective feelings, and experiences, while also guiding the researcher

on how individuals define the world in familiar situations (Larkin et al., 2006). IPA
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was chosen because it gains access to the nurses’ lived experiences through
interviews, enabling the researcher to gain access to the nurses’ experiences and their
understating of these experiences. Since the researcher has prior experience of
working in a palliative inpatient setting, it is extremely difficult to remove all
preconceptions. Hence IPA was also chosen since it accepts the researcher’s
preconceptions as a way to access the participants’ experiences, through
interpretative activity (Smith et al., 2012). The following section describes the

theoretical underpinnings of IPA.

3.4 Theoretical Underpinnings of IPA

The theoretical underpinnings of IPA, namely phenomenology, hermeneutics and
idiography, are described in the following sections. IPA was utilised as the
methodology for this study since it helps the researcher delve into the experiences of
palliative care nurses and the meaning that they give to these experiences (Smith et
al., 2012).This methodology helps participants describe these experiences, by
providing them with a space where these accounts of such experiences can be
revealed, while uncovering their outlook within the context of their worlds (Larkin et
al., 2006). Concepts based on hermeneutics and phenomenology are included in IPA,
resulting in an interpretive and descriptive method (Todres & Holloway, 2010). The
choice of this methodology allows the researcher to describe the life experiences and
phenomenon being studied through phenomenological reflection and writing and at
the same time, the researcher becomes part of the interpretative process by playing
an active part in the research process (Todres & Holloway, 2010). In the following
section, the philosophical underpinnings of IPA — descriptive, hermeneutics and

idiography — are described.
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3.4.1 Descriptive Phenomenology

Phenomenology originating from Husserl (Smith et al., 2012) theoretically informs
IPA. Husserl attempted to build a philosophical perspective of consciousness, which
was further developed upon by Merlaeau-Ponty and Heidegger (Shinebourne, 2011).
In accordance with an IPA approach, the researcher utilised this philosophical view
to understand the nurses’ lived experiences of encounters with patient death, and
how they made sense of these experiences (Smith, 2004). Husserl’s consideration of
the ‘life world’ of a person facilitated the ability to examine these everyday life
experiences. The principal belief of such a consideration is the core of the
experience, and the ways in which the perception of every experience is subject to a
reflection, resulting in a conscious effort and understanding (Biggerstaff &
Thompson, 2008). Therefore, IPA is related to phenomenology because it allows the

participants to recount their experiences from their own perspectives.

Bracketing is a technique used by the researcher to put any preconceptions or
assumptions aside and focuses solely on the phenomena being studied (Larkin,
Watts, & Clifton, 2006). Husserlian’s phenomenology emphasises bracketing, but
IPA acknowledges that this is impossible to achieve. As mentioned briefly in the
rationale of why IPA was chosen for this study, IPA views these preconceptions as
valuable for the researcher to have a better understanding of the participants’
experiences. Hence, the researcher has to become aware of his/her preconceptions
through reflexivity and how these preconceptions may influence the research process

(Smith et al., 2012).
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3.4.2 Hermeneutics

The aim of IPA is not to simply describe the experiences of individuals, but also to
explain the underlying and hidden meaning behind their lived experiences
(Shinebourne, 2011). For this reason, IPA is tied to hermeneutics. As described by
Smith et al. (2012), hermeneutics is the “theory of interpretation” (p. 21), which
stresses the importance of the role of both the researcher and participant during the
research process. Hermeneutic philosophy emphasises the significance of acquiring
an understanding of the individuals’ experiences and the subjective meanings given
to interactions between the individuals and their environment (Todres & Holloway,

2010).

In contrast with Husserl, Heidegger emphasises that an element of personal
commitment is always present; a factor which stems from simply living in the world
(Smith, 2004). For this reason, the researcher needs to think reflexively and critically
as to how preconceptions will affect the research process (Todres & Holloway,
2010). This ‘double hermeneutics’ — as this dual process is referred to — can be
described as the “the researcher is trying to make sense of the participants trying to
make sense of their personal or social world” (Smith, 2004, p.40). The researcher in
the current study sought to make sense of the experiences of the nurses working in
an inpatient palliative care setting who encounter patient death, while being mindful

of the influence of his preconceived perceptions.

3.4.3 Idiography

Idiography is concerned with particular people in particular contexts. Samples in IPA

are hence purposively chosen, and with a small number of participants (Smith et al.,
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2012). The aim is not to produce great amounts of data, but to collect data which
permits an in-depth analysis (Smith, 2004). The analysis in idiography starts with a
thorough examination of every case, followed by a thoughtful analysis of differences
and similarities among the participants (Chapman & Smith, 2002). This method
enables the creation of detailed accounts of the reflections and meanings of every
shared experience (Clarke, 2009). This approach helps to uncover emerging patterns
within the cases, while uncovering the specific details of each particular case (Smith
et al., 2012). These theoretical foundations that IPA draws upon, provided the

framework for the current study, as explained in the following sections.

3.5 Method
This section describes each of the phases of the research process that were carried

out in the present study and the rationale underlying the choices made.

3.5.1 Target Population

Participants in IPA are deemed as experts in the subject being researched (Reid et al.,
2005) and as such, the participants should be chosen subject to the valuable and
specific information needed on the phenomenon being studied, in order to gain a
detailed description of this phenomenon (Walsh & Downe, 2006). Purposive
sampling was therefore considered as the most suitable, since participants are chosen
due to the specific characteristics that allow for a detailed study of the lived
experience (Shinebourne, 2011). These characteristics are referred to as the
eligibility criteria, which are discussed below.

Participants had to be nurses currently working in the palliative care at the local

oncology centre, with more than six months’ experience in an inpatient palliative
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care setting. Registered nurses who during the time of the study were (i) working in
the relieving pool at the local oncology centre and (ii) used to work in a palliative
care setting in the past were both excluded since they could draw upon experiences
of death in other units rather than their experiences within a palliative care unit. This
would have possibly created an interpretative problem during the data analysis phase

due to a variation in the lived experience (Smith et al., 2012).

At the time that the present study was conducted, the charge nurses did not have the
same patient contact as staff nurses because of the nature of their roles and were

therefore excluded due to the same reason as stated above.

3.5.2 Sampling and Recruitment Process

Sampling is used to study the characteristics of a population by studying a small
selection from the same population (Corbin & Strauss, 2008). As previously
mentioned, small sample sizes are recommended for IPA studies since the primary
concern of IPA is the detailed analysis of each case (Smith et al, 2012). Smith et al.
(2012) recommends a sample size between three and six participants, since this size
is enough to produce an adequate amount of data, while still developing enough
arguments related to the similarities and differences between the participants. In
view of this and the decision to carry out repeat interviews, a sample of five

participants was deemed adequate for the present study.

These five participants were recruited through an intermediary, according to the

inclusion and exclusion criteria described above. The intermediary was one of the

charge nurses of the palliative care unit at the local oncology centre at the time of the

46



study. Information on this study was provided to the intermediary (Appendix C),
who then approached prospective participants and provided them with an
information letter, containing details of the study and what their participation
entailed (Appendix D). This method helped the participants to understand the
purpose, risks, and benefits of the proposed research, and to decide on whether they
will participate or not, without any coercion (Childress, 2017). Interested individuals
were requested to give their contact details to the intermediary, with permission for
these to be passed on to the researcher. The participants who chose to participate
were contacted by phone by the researcher to set up a meeting to discuss the research

study.

During this initial meeting, the research study was explained in detail by the
researcher, and adequate time was allocated for any queries and to answer any
questions that they had. If the individuals agreed to participate, a date for the
interview was set up and a consent form was provided for them to review (Appendix
E). Before the first interview, the researcher again provided a description of the
study, and if the participant once again agreed to participate, the signed consent form
was collected and the interview was started. For the second interview, the researcher
contacted the consenting participants by phone to set up a date for the second
interview. Prior to the commencement of the second interview, the researcher again

sought verbal consent from the participants.

3.5.3 Methods of Data Collection

The method used for data collection is described in this section. For data collection,

two, face-to-face semi-structured interviews were carried out. Semi-structured

47



interviews using an interview guide (Smith, 2004), were chosen since they allowed
the researcher to gain an account of the participants’ lived experiences (Smith, 2008)
while providing flexibility and generating richer information (Smith, 2004). Semi-
structured interviews were chosen over focus groups, since it is harder to retain
confidentiality when carrying out a focus group (Leung & Savithiri, 2009). Semi-
structured interviews were also chosen over structured interviews since, even though
an interview schedule is used in semi-structured interviews, the researcher lets the
participant, rather than the schedule, guide the interview (Smith, 2008). By guiding
the conversation, the participants were at ease to talk about their experiences and
reflections in a way that was comfortable to them (Smith, 2008). Face-to-face
interviews were chosen, since it provided the opportunity for the researcher to note
down in a notebook any non-verbal communication beyond the verbal interaction
during the interview, in view that significant hidden meanings can be communicated

in such a manner (Smith et al, 2012).

A month after the first interview, a second semi-structured interview was carried out
as a follow-up. The rationale behind the second interview was to discuss certain
points that were raised in the first interview that required further exploration

(Flowers, 2008).

The interviews took place in a location and time selected by the participants. This
provided the participants with ease of mind while recounting their experiences and
additionally ensuring that the data was collected at a suitable place and time for them
(Biggerstaff & Thompson, 2008). Following consent being obtained, audio-

recording was used in each interview, to ensure that the participants’ responses could

48



be recalled accurately. According to Smith (2008), there is a risk of losing some of
the significant aspects of the lived experiences when attempting to write everything
down. The durations of the first interviews were between forty-five minutes and

seventy-five minutes, while the second interviews lasted between fifteen and thirty

minutes.

3.6 Interview Schedule

The interview schedule is used to facilitate the conversation with the participants,
which then leads to them giving an account of the experience being studied (Smith et
al., 2012). The interview schedule was developed after doing a brief literature
review, and discussions with experts in the field. The interview schedule (Appendix
F) consisted of seven open ended questions that covered issues relating to the
research question. The interview schedule was piloted, as will be explained further
below. The first question asked the participants about their general experience
working in a palliative care setting, with the aim of allowing the participants to start
talking about their work and put the participants at ease, as suggested by Smith et al.
(2012). The following questions covered the objectives of the research study, as
outlined above, covering the (i) perceptions of patient death, (ii) coping strategies,
and (iii) supportive strategies available to them. These questions were complemented
with ‘probes’ such as “Can you give me an example of a particular experience”, and
‘prompts’. The probes were utilised to encourage the participants to expand further
when recounting their lived experience (Leech, 2002). The prompts aided the flow of
the interview, by adding certain important factors that needed to be tackled (Leech,

2002). For each of the second interviews, the researcher opted not to utilise an
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interview guide, since data from the first interviews guided the discussion in the

follow-up interviews.

While both Maltese and English are official languages in Malta, an interview guide
was prepared in English, since English is a requirement to work as a professional
nurse in Malta. Nevertheless, the participants were left to conduct the interview in
the language of their choosing so that they would feel more comfortable expressing
themselves (Gerrish & Lacey, 2010). All participants answered in Maltese, and the

transcriptions of the audio recording were done verbatim in Maltese.

3.6.1 Pilot Interview

To assess the feasibility and suitability of the interview schedule, a pilot interview
was done (Malmagqvist et al., 2019). The nurse who participated in this pilot interview
was selected according to the inclusion and exclusion criteria described above.
Written consent was also obtained from this participant prior to participation. Being
a novice researcher, this pilot interview allowed the researcher to establish the

estimated time that the interview requires (Malmqvist et al., 2019).

The objective of this pilot interview was to refine the interview schedule. However,
no changes to the schedule were deemed necessary and therefore, with the
participant’s consent, the data from the pilot interview was included in the analysis

and findings.
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3.7 Data Analysis

The following section describes how the data collected from the interviews was
analysed. The data gathered from the semi-structured interviews was transcribed
verbatim. Analysis was done in Maltese and the emergent themes and any excerpts
were then translated and written in English by the researcher. The researcher listened
to the audio recording several times to become more immersed and familiar with the
data (Gerrish & Lacey, 2010). The data from the first and second interviews were
collated and analysed collectively. For analysing the data collected, Smith et al.
(2012) presents a six step systematic process that is based on thematic analysis. This
process is conducted with an approach of willingness and openness towards the data
collected, to unearth the meanings ascribed to the experience of the participants. A

description of the six steps as applied in the present study follows below:

Step 1: Reading and Re-Reading

The audio recordings were listened to while reading the transcripts, to understand
better the participants’ stories. In the margins, emotions and any significant
comments by the participants were noted, since these are crucial when it comes to

interpreting the data (Smith et al., 2012).

Step 2: Initial Noting

Certain statements deemed as significant were highlighted, and exploratory
comments were noted on the transcripts in Maltese (Smith et al., 2012). As
suggested by Smith et al. (2012), these included (i) descriptive comments that
described what the participant was saying, (ii) conceptual comments that included

interrogative comments and described the conceptual meaning of the transcript, and
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(iii) linguistic comments that showed how the participants used language, noting

repetitions, metaphors, and pauses. An example of each type of exploratory comment

from the transcript of this research study is presented in Table 3.1.

Table 3.10

Example of Exploratory Comments as Suggested by Smith et al. (2012)

Type of Comments

Example

Descriptive comments

“I walk ... go into nature, because there you only think about
your basic needs, like drinking, eating, and not falling [while
walking].” (Jasmine, 11, p. 6, lines 32-33)

- Walking is a coping strategy for her.

Conceptual comments

“I walk ... to go into nature, because there you only think about

your basic needs, like drinking, eating, and not falling [while

walking].” (Jasmine, 11, p. 6, lines 32-33)

- She goes for walks to forget and not think about what happened
at work by only focusing on other things, such as not falling

over while hiking.

Linguistic comments

“the death of a human being is the same as the death of a tree —

the tree ends there.” (Jasmine, 11, p. 16, line 9-11)

- Jasmine uses a simile to liken the death of a human to a death of
a tree to explain that for her death has no meaning and it is the

end of a person.
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Step 3: Developing Emergent Themes

These exploratory comments were then used to identify developing themes. This
involved grouping similar data, to form sub-themes. Patterns between these sub-

themes were grouped together to produce themes (Smith et al., 2012).

Step 4: Searching for Connections Across Emerging Themes

In this step, connections across the themes were identified to create super-ordinate
themes. To identify between super-ordinate themes, differences and commonalities
of the themes were explored. Some themes were removed, since they did not fit the

evolving structure or lacked strong evidence (Smith et al., 2012).

Step 5: Moving to the Next Case

Since multiple cases were involved in this study, this step tackles the analysis of the
next case and repeats steps one through four. During this step, the researcher tried to
bracket any arising ideas from the previous transcript and for each subsequent case,

as guided by the ideographic theory (Smith et al., 2012).

Step 6: Looking for Patterns Across Cases
Once analysis of all transcripts was done, all the themes and super-ordinate themes
from all the cases were revised and a table of all the super-ordinate themes was

created (Smith et al., 2012).

Whilst analysing the data, an inductive approach was taken to allow themes and

patterns to arise from the data collected, and not from previous theories (Bendassolli,

2013). From these themes, a narrative account was created. This aided the researcher
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to differentiate between themes and identify certain issues associated with each

theme (Corbin & Strauss, 2008).

3.8 Ethical Considerations

The following section describes the ethical considerations of the present study.
Ethical approval for this study was attained from the Faculty Research Ethics
Committee (FREC) (Appendix G). In addition, permission was also obtained from
the oncology hospital Clinical Chairperson, Chief Nursing Officer, Human
Resources officer, Chief Executive Officer and from the hospital’s Data Protection
Office, and from the charge nurse of the palliative ward from where the nurses were
recruited (Appendix H). Once such approvals were obtained, the process of data

collection commenced.

3.8.1 Recruitment of Participants

Due to its nature, qualitative research requires the researcher to accept full
responsibility to ensure that the participants’ perceptions and subjective realities are
safeguarded (Komesaroff et al., 2001). The researcher made sure that that the
participants’ autonomy, the confidentiality of their personal information, and the
ethical principles of non-maleficence, informed consent and beneficence were
protected (Kapp, 2006). In addition, the researcher was obliged to protect the
participants’ right to full disclosure, and to protect them from harm (Newington &
Metcalfe, 2014). Participation in this study was voluntary. The participants were
recruited from the palliative care ward at the local oncology hospital where the
researcher had some work experience in, prior to the commencement of this study

and therefore, to reduce the risk of coercion of prospective participants, an
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intermediary was responsible for approaching potential participants and inviting
them to participate. Moreover, no information about any nurses who declined to

participate in the study was disclosed to the researcher.

3.8.2 Informed Consent

The researcher obtained consent from the eligible nurses by seeking both verbal and
written confirmation (Appendix E). The researcher provided the participants with
verbal and written relevant information, including the purpose and nature of the
study, their expected duration of participation in the study, and a description of how
the data would be collected. The participants were also informed of any possible
discomforts or risks they could encounter during the study, as well as the steps taken
to minimise or prevent such discomforts or risks. Moreover, further information was
provided on how confidentiality will be maintained and who has access to the

research data (refer to the participation information letter in Appendix D).

Additionally, the researcher provided the participants with his and the research
supervisors contact details, in the event that any queries arose or further information
was required. Furthermore, it was reiterated that participation was voluntary, and
withdrawal was possible at any stage of the study without any repercussions
(Parahoo, 2014). With these implemented strategies, the rights of full disclosure and

self-determination were respected (Rebar & Macnee, 2010).

Informed consent is expected before the commencement of research involving

humans (Musmade et al., 2013). The researcher allowed the participants sufficient

55



time prior to the signing of the consent form to ponder about their participation, and

make sure that all their questions were answered (Musmade et al., 2013).

3.8.3 Minimisation of Harm

Due to the nature of the topic being discussed and the possible recounting of painful
experiences, there was the possibility that the participants might experience
emotional distress or discomfort (Braun & Clarke, 2006). To mitigate any harm,
optional professional counselling was offered to the participants free of charge
(Appendix I). Details were provided in this regard in both the information letter and

consent form.

3.8.4 Confidentiality

Since the participants in this study were recruited from the only palliative care ward
in Malta, descriptions given by the participants and any information given about
their characteristics could have very easily made the nurses identifiable to other
nurses working in the same unit and the same hospital. Strict measures were taken to
protect the participants’ identity, particularly by assigning codes to the transcripts to
ensure confidentiality (Rebar & Macnee, 2010). The codes that link the data to the
identity of the participant were stored securely and separately from the data, in an
encrypted file, on the researcher’s password protected computer. This data alongside
all transcripts and audio recordings will be erased upon completion of this study, or
at any prior stage if requested by a participant (Burns & Groove, 2009). The location
where the interviews was carried out was chosen by the participants, so that they felt
secure and comfortable, and free from disturbances. Finally, care was taken to ensure

that no identifiable details were included in the completed dissertation.
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3.8.5 Roles and Boundaries

Researchers have to distinguish between their role of researcher and their
professional role when carrying out research (Grove et al., 2015). Since the
researcher had worked with most of the participants, effort was made for the
researcher to be viewed in the role of a researcher and not that of a colleague. This
was done by the researcher by clearly stating his position as a researcher when first
meeting with the prospective participants. As suggested by Smith et al. (2012),
during the interview the researcher also took a neutral stance, and did not agree or
disagree with the participants, even when the participants asked for the researcher’s
opinion, on topics that the researcher was familiar with, due to his past work

experience in the same palliative ward.

Following data collection, data analysis was carried out. The following section

describes how this was carried out.

3.9 Assessing Trustworthiness in IPA Designs

Smith et al. (2012) argue that qualitative research cannot be assessed with the same
criteria as that of quantitative studies. Most guidelines for quantitative research are
not effective in assessing qualitative research, and these can lead to skimming over
the studies, and not really delving into and understanding the small details in the
work (Smith et al., 2012). The guideline (Yardley, 2000) suggested by Smith et al.
(2012), and the one referred to in this study, provides a broad assessment of the
qualitative research, regardless of the theoretical underpinnings of the study (Smith

etal., 2012).
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3.9.1 Sensitivity to Context

Yardley (2000) states that the theory chosen and any findings from previous research
using similar methodologies, should be made clear in the research study. This
method established how findings from previous research differed and related. In the
present study, this is illustrated in the discussion of the results in Chapter 5. The
researcher showed ‘sensitivity” towards the socio-cultural setting of the study, which
refers to socio-economical, historical, and ideological influences on the beliefs of
both the researcher and the participant. Sensitivity was also shown towards the
theoretical aspects of the study, as described previously. These elements were
exhibited throughout the study: the ideographic nature of the methodology; the
recruitment of the participants; the interviews of the subjects; and the analysis where
verbatim extracts were generated. Relative identities and common beliefs were
actively raised by the researcher during the interview. Hence, sensitivity to dialogue
context and linguistics were crucial for interpreting the meaning of the collected data

(YYardley, 2000).

3.9.2 Commitment and Rigor

‘Commitment’ refers to the long term engagement with the topic (Yardley, 2000)
and should be exhibited by the researcher in relation to the topic being researched, as
well as commitment towards the ability in the research methodology and immersion
in the data (Yardley, 2000). In the current study, commitment was exhibited by
comprehensively describing and providing the rationale behind each decision taken
throughout the research process. The comprehensiveness of data collection and
analysis demonstrated ‘rigour’. The researcher also conducted in-depth analysis of

the data rather than just surface level analysis (Smith et al., 2012).
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3.9.3 Transparency and Coherence

‘Transparency' refers to the study's clear description of all steps of the research
process (Yardley, 2000), and during the present study, this was done through
detailed accounts of the participant selection, interview guide, and interviews, as
well as during the process of data analysis. In the current study, the steps of the latter
were recorded in tables illustrating the themes. During the analysis process,

annotated transcripts were shown.

‘Coherence’ relates to the association of the research question, the philosophical
perspectives, the data analysis, and the investigation (Yardley, 2000). As outlined in
the above sections, the present study was guided by the philosophical principles of

IPA, and coherence was accomplished accordingly.

3.9.4 Impact and Importance

According to Yardley (2000), regardless of its comprehensiveness, a study aims to
add new important knowledge and thus have an ‘impact’. ‘Importance’ refers to the
extent that the method directs the research to make the said ‘impact’ (Yardley,
2000). The findings of this research study aim to address the present gaps in

knowledge, as were mentioned in the previous chapters.

3.10 Reflexivity

According to Smith et al. (2012), it is difficult for a researcher to put aside their
preconceptions and belief throughout the research process. For this reason, measures
need to be taken to minimise the chance that the researcher’s preconceptions and

beliefs influence the research process and to highlight instances where this has
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occurred. Such measures increase the trustworthiness of the analysis. To identity
these perspectives and personal experiences, the researcher utilised reflexivity
(Finlay, 2009). Lack of reflexivity in a study leads to the findings being motivated

by the experiences and preconceptions of the researcher (Dowling, 2006).

Reflexivity does not eliminate bias, but rather helps the researcher to become aware
of it and be mindful of their thoughts while interpreting the data (Finlay, 2009).
Having previously worked as a reliever in the palliative care unit, | had assumptions
on how nurses working in a palliative care setting react to death compared to other
nurses working in other oncology wards and who may also experience patient death.
In my opinion, nurses working in the palliative ward, did not seem to be affected by
patient death, since | saw that they treated patient death just like any other part of
their nursing care. Although I questioned the psychological effect that encountering
patient death with such frequency had on these nurses, | never felt that the nurses in
the palliative ward worried about this impact. From my perspective, the nurses at the
palliative ward did not differ from the other nurses in other wards that | worked in, in
the way they went on with their day and cared for patients, even though their work
included encountering frequent patient death. As stated in the first chapter, although
there appears to be a general assumption that palliative nurses are unaffected by the
frequent encounters with death, I could not envisage how this was so, which is why |
wanted to explore this phenomenom. Therefore, although | had some experience
working with nurses in the palliative care unit prior to the commencement of this
present study, | am aware that my perception of these nurses was that patient death

had no effect on the nurses working in the palliative care ward.
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Throughout the current study, | made use of a reflexive journal with the aim to
identify my beliefs and presumptions. Reflexivity allowed the researcher to become
aware of these issues mentioned, that might also have affected the interview and data
analysis (Finlay, 2009). As noted down in my reflexive journal and as presented in
the excerpt below, I felt anxious since | was worried that the participant might not
talk during the interview. | was also concerned about my competence in carrying out
the interview. Even though | researched on how to properly conduct an interview,
this was still the first interview that | had ever conducted, and thus I could only guess
on how it would pan out. At the same time | was excited, since the interview’s
success meant the start of data collection for this research study:

“It is the day of the first interview. I am excited, and anxious on how the

interview will pan out. Will the participant talk? Will any useful

information be collected? ... Am I able to conduct the interview? Will I

be able to keep the participant talking? ... Even though I have read and

researched on how to properly conduct this interview, | can never be

prepared enough before experiencing the first one.”

After the first interview going better than expected, | gained confidence for the

second one. Notwithstanding, there was still an element of concern that the first

interview was an anomaly and the second interview would not be as successful:
“Feeling more confident before the second interview since the first
interview went well, and much better than | expected. Still excited and
anxious since it is still my second ever interview, and there is a fear that

this second interview will not go as well as the first one.”
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For the subsequent interviews, | was more prepared and felt more confident; I did
my utmost to go into each interview clear-headed and aimed to bracket what was
said in preceding interviews. However, | was surprised and frustrated when Erika
started to answer some questions with statements such as “I cannot think of
anything” (Erika, 11, p.4, line 24) or giving short answers, despite the probing,
whereas other participants gave longer responses. On listening to the interview
multiple times and analysing the transcript, | concluded that I might have been
overconfident going into this interview, since the interviews before Erika’s went
better than | expected. | noticed that, for example, I did not provide Erika with
enough time to think on how to answer, probably due to my frustration that the
interview was not going well. The second interview with Erika provided me with an
opportunity to approach the interview better and learn from the mistakes of the first

interview. This was another advantage of carrying out the follow up interviews.

3.11 Conclusion

By letting the aim of this research study guide the choice of methodology, the most
adequate methodology to answer the research question and reach the aims and
objectives as set out in this chapter, was IPA. Accordingly, this chapter described the
rationale behind the choice of methodology and the theoretical underpinnings of
IPA. A description of the method of the research study was explained in detail. The
ethical issues tackled, and actions taken so that the findings are trustworthy were also
described. In the next chapter, the findings from the interview transcripts are

presented.
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Chapter 4: Results

4.1 Introduction

This chapter presents the findings which were derived from nurses working in a
palliative care setting and related to their lived experiences encountering death. In
this chapter there will be no reference to the extant literature, as recommended by
Smith et al. (2012). Emergent themes were produced from the data analysis, and
these will be presented within themes and super-ordinate themes, relevant to the

research question of this study.

To illustrate how these themes were identified, excerpts from the interview
transcripts are presented throughout the chapter, as suggested by Smith et al. (2012).
These excerpts are enclosed within quotation marks and italicised. As described in
Chapter 3, two interviews were held with each participant. For ease of reference, 11
refers to excerpts taken from the first interview, while 12 refers to excerpts taken

from the second interview.

All interviews were carried out in the participants’ native language, that is, Maltese.
The original excerpts in Maltese are written down verbatim, then translated in
English. Accordingly, the excerpts are presented in both Maltese and English. An
ellipsis has been inserted in lieu of parts of the excerpts, specifically for editorial
reasons. To enhance the coherence of certain excerpts, additional text which was not

part of the original transcript was inserted, using square brackets.

The five participants were chosen from the oncology centre in Malta and, given the

small number of nurses on the palliative care unit, no details will be provided on
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their demography in order to safeguard confidentiality. Furthermore, each participant

was allocated a pseudonym: Erika, Daniella, George, Jasmine, and Lukas.

During data analysis, narrations of the participants’ experiences seemed to relate to
their personal views of death and their responses to witnessing these deaths. This led
to the development of two super-ordinate themes namely: ‘Outlook on Death’ and

‘Dealing with Patient Death’.

Table 4.1 below shows theses super-ordinate themes, the themes, and the sub-
themes, which emerged from the data analysis and which explain the lived
experiences of nurses who encounter death in a palliative care setting. Thematic
excerpts are also presented in the second column to better illustrate the superordinate

themes.

Table 11
Super-Ordinate Themes and Themes that Emerged from Data Analysis of the

Transcripts

Super-Ordinate Theme: Outlook on Death

Themes and Sub-Themes Thematic Excerpts

1. Defining death “it is part of life. Whoever is born has
a) Death as part of the journey of life | to go. Whether you accept it or not, you
b) Death as a relief of suffering still have to experience it”.

c) Views on own death
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2. Contrasting patient deaths “That’s our aim, to give them a

a) Aiming for a ‘good’ death peaceful death as much as possible,

b) Defining a ‘bad’ death because truth be said, no death is nice,
but there is a big difference between
someone who dies in delirium and
restlessness ... and someone who dies

with a certain calmness”.

3. Death leaves a mark “[Death] changes your perspective on
a) Nurse patient relationship life.”

b) Change of perspective

Super-Ordinate Theme: Dealing with Patient Death

Themes and Sub-Themes Thematic Excerpts
1. Coping with patient death “you always have to keep that barrier,
a) Coping strategies if not, you won’t survive”
b) Support from colleagues “we support each other”
2. The need for support “For example, 1 feel the need for group
a) Services available sessions with a psychologist."

b) Group activities

The following sections further describe the two super-ordinate themes and their

respective themes, starting with the super-ordinate theme ‘Outlook on Death’.
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4.2 Outlook on Death

The super-ordinate theme ‘outlook on death’ describes how the participants define
death, and how they perceive patient death as well as their own death. They explain
how working in a palliative care setting has shaped their understanding and meaning
of death. This super-ordinate theme also describes the diverse circumstances that
impact the participants response to death, and how these experiences of patient

deaths have shaped their perception of death.

4.2.1 Defining Death

This theme is represented by the sub-themes ‘death as part of the journey of life’,
‘death as relief of suffering’, and ‘views on own death’. It presents how participants
described death and their feelings towards patient death and their own death. The
nurses’ definition of death and their own death has been shaped by their experiences

of patient death, which will be referred to in the theme ‘Death leaves a mark’.

Death as Part of the Journey of Life

The sub-theme ‘death as part of the journey of life’ presents how the participants
described death. Most of the participants view life as a journey and as such, it has a
beginning and an end, and for them, death marks the end of this journey, making it

an integrated part of the experience of life:
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“Jiena nemmen li dak li jibda jrid
jispi¢ca. Jien narah fajjitna passagg,
it starts and it ends, u I-mewt hija
parti mill-zajja. Ma jistax ikollok
mewt jekk ma jkollokx 7ajja.”

(Jasmine, 11, p.12, line 14-16)

“Ghandek il-vjagg tieghek [tal-rajja]
ghalhekk tagzmel li tista’ f hajtek”

(George, I1, p. 11, line 3)

“I believe that whatever begins has to
end. | see our lives as a path, it starts
and it ends, and death is a part of life.

You cannot have death without life.”

“You have your journey [of life] and
hence you try to make the most out of

it”

One of the participants additionally stated that regardless of whether one comes to

term with his or her death, there is no escaping death, since it is an inevitable part of

life, and everyone will experience it:

“hija parti mill-hajja. Kull min
twieled irid imur. Taccetahiex jew le,
in a way xorta %a tghaddi minnha”

(Lukas, 11, p. 5, lines 10-11)

“it is part of life. Whoever is born has
to die. Whether you accept it or not,

you still have to pass through it”

Some participants also stated that for them, death had no particular meaning. George
described how for him death is “/i/-mewt] the end. Spiccajt. ” (George, 11, p. 11, line
3) “[death] is the end. You re no more”. Jasmine said that human death is no

different from any other death in nature, describing how once someone dies, it is the

end for them:
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“Jiena nemmen [i ahina parti min- “I believe that we are a part of nature,

natura, ... mewt il-bniedem bzal gisu ... the death of a human being is the
meta mietet sigra — is-sigra ... tieqaf same as the death of a tree — the tree
hemm” (Jasmine, 11, p. 16, line 9-11) ... ends there.”

This sub-theme presented how participants described death, as signalling the end-of-
life, and as something that is inevitable, and that for some it had no particular

meaning.

Death as a Relief of Suffering

The sub-theme “death as a relief of suffering’ presents how, when discussing patient
death, most of the participants stated that they viewed patient death as an end to
suffering. Nearly all of the participants said that in some situations, death was the
only way that the patient could escape from the suffering, especially in cases where
everything would have already been done to help the patient feel comfortable. Erika
also states that in her ward, death is seen as a relief since the nurses working there

witness a lot of suffering at the end-of-life:

“Anhna ghalina I-mewt hija xi zaga li “For us, death is something that
tehles, li ma tkomplix thati ... Ghax relieves, you don’t suffer anymore ...
naraw hafna suffering hawnhekk.” Because we see a lot of suffering
(Erika, 11, p. 3, lines 8-9) here.”
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“ahjar hekk grax stran ... Pazjent ged “it’s better like this because he is

ibati ... hemm limitu ta’ kemm relieved ... a patient who is suffering

tissetiljah” (George, 11, p. 11, lines 5- ... there is a limit to the extent to

7) which you can make him
comfortable.”

For George, this relief demonstrates a somewhat positive aspect of death, since death

would be the only means to end suffering:

“x’hin taraha li I-pazjenta #allietna, “when you see that the patient has
taraha stranet, tibda tara I-pozittiv, in passed away, you see that she has
inverted commas, fil-mewt.” (George, been relieved, you see the positives in
11, p. 11, lines 25-27) inverted commas, in death.”

According to Daniella, death also brings relief to the formal and informal carers, and
relatives of the patient, since all of them feel helpless when the patient is suffering,

particulary when all means to get the patient comfortable have been exhausted:
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“in-nies migburin madwaru ... jibdew
iiossuhom helpless, ... jibdew jghidu
lilna [biex intaffulu I-ugign/, ... imma
ma tistax tagzmel il-mirakli. [Meta
jmut I-pazjent] jistrieiu huma [il-
pazjent] u jistrieu r-relatives u
jistrien kulhadd.” (Daniella, 11, p. 4,

lines 36-43)

“people are gathered around him ...
they start feeling helpless ... they start
to ask us [to relieve his pain/... but
you cannot perform miracles ... [when
the patient dies] the patient is
relieved, the relatives are relieved,

and everyone is relieved.”

This sub-theme described how the participants sometimes view death as the only

means of relief from pain and suffering. They also said that this relief of suffering

can bring out a positive aspect of death, and also provides relief for relatives and the

healthcare professionals caring for the patient.

Views on Own Death

The sub-theme “views on own death’ describes how all participants said that they

viewed their own death. As mentioned before, these perceptions have been

influenced by witnessing their patients’ deaths. This effect will be discussed in the

theme “death leaves a mark’. When talking about their own death, most participants

expressed that they do not fear it. Lukas further stated that he can joke about his

death, since he accepts that it is inevitable:
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“Tieghi personali onestament ma
nazsibx li jbezzagsini” (Daniella, 11,

p. 3, lines 41-42).

“Jiena personalment nic¢cajta fugha
[il-mewta tieg/i]. Mhix haga sabiza,
imma gfialija nnifsi, x hin jghaddi |-
hin, jghajjatli u mmur. Hija xi #aga li
nsemmiha u mhix xi zaga li 4a
tbezzaghni dagshekk.” (Lukas, 11, p.

5, lines 8-10)

“Honestly, I don’t think that my own

death scares me”.

“Personally, I joke about it [my
death]. It’s not a nice thing, but for me
personally, when it’s time, He calls me
and I leave. It’s something that | talk
about and it’s not something that

scares me that much.”

While not fearing his own death, given the fact that he accepted its inevitability,

George added that he still does not look forward to it:

“mhux ha nghidlek I'm looking

forward gfaliha [I-mewta tieg#i] g/ax

inkun ged nigdeb. Fugi personali ma
tbezzaghnix ghax nemmen li xorta
rridu mmutu” (George, 11, p. 10, lines

25-27)
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to it [my own death], because | would
be lying. My own death doesn’t scare
me because | believe that we have to

die anyway.”



He further explains how this outlook is due to the fact that he does not want to leave

his wife alone when he dies. This sentiment is shared by other participants, who

expressed that although they do not fear their own death, they are worried about the

people they would leave behind:

“ma nixtiegx nimmagina |-mara tiegai
warnedha, gfiax naf x jigri kieku —
allazares issemmilha dan is-suggett
ghax tiggennen.” (George, 11, p. 10,

lines 32-33)

“I don’t want to imagine my wife
alone, because I know what would
happen in that case — God forbid |
mention this subject because she

would lose her mind.”

Jasmine also states that, although she witnesses patients who are her age, or even

younger, dying, she still views her death as being some time away:

“Tipo ghalija s issa ghadha lura [l-
mewta tieg#i] — hekk naraha jien ...
allavolja hawnhekk naraw #afna nies
Zghar imutu, xorta gisek tzossha li dik
mhux se tigri lilek, Aa tigri lil
haddiehor” (Jasmine, 11, p. 15-16,

lines 30-2)
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off [my death] — that’s how I see it ...
although we do see a lot of young
people dying here, I still feel like it
will not happen to me, it will happen

to someone else.”



In this sub-theme, participants described how that although they do not look forward
to their own death, they do not fear it, and is seen as something still some time away.
They also expressed how they worry about the people that they would leave behind

when they die.

In summary, all of the participants have a similar outlook on death: it marks the end
of the journey which is life, and for some patients that they care for, can be the only
means for relief of suffering. Looking towards their own death, participants viewed
death as inescapable, and while it is something that they do not look forward to, they

attest that it is not something that they are scared of.

4.2.2 Contrasting Patient Deaths

This theme is represented by the sub-themes ‘aiming for a good death’ and ‘defining
a bad death’ and describes how participants distinguished some patient deaths
witnessed in their work in the palliative care setting and divided them into two
distinct types, namely a ‘good’ death and a ‘bad’ death. They further elaborated on

how each type of death affects them.

Aiming for a ‘Good’ Death

This sub-theme presents how participants described some patient deaths as ‘good’
deaths, and how these affect them. Participants expressed that in their encounters
with dying patients, they aim for what they describe as a ‘good death’. Although a
lot of the participants admit that death is never a good experience, they described
why a death can be called ‘good’. Erika defines this by comparing two different

deaths, where one can be seen as a ‘good’ death, which she aims to achieve for her
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patients and the other as a ‘bad’ death, which will be discussed further in the sub-

theme defining a bad death’:

“Anna dik I-aim tagzna, li kemm jista’

jkun ikollhom mewta peaceful, giax
fil-verita’ I-ebda mewta m 'hi sabiha,
pero hemm gabza kbira bejn xi zadd li
Jjmut f’delirju u restlessness ... u xi
hadd li jmut b’certu kalma, ssetiljat”

(Erika, 12, p. 2, lines 4-7)

“mhux ha nghid li I-mewt tajjeb ta’ —
imma jista’ jkun mewt fil-paci”’

(Daniella, 11, p. 4, lines 9-11)

“That’s our aim, to give them a
peaceful death as much as possible,
because truth be said, no death is nice,
but there is a big difference between
someone who dies in delirium and
restlessness ... and someone who dies

with a certain calmness”.

“I won’t say that death is good — but

there can be a peaceful death”.

When explaining what constitutes a ‘good’ death, almost all participants mentioned

situations in which the patient is pain and symptom-free and is surrounded by

relatives:

“importanti li dak li jkun ma jkunx
mugug/ u jkun komdu, u jekk jista’
jkun fl-afhar zminijiet ta’ hajtu jkun
imdawwar b’niesu biex ihossu komdu

wkoll” (Lukas, 11, p. 2, lines 27-29)
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possible, in the last moments of his
life, he’s surrounded by his relatives

so that he feels comfortable as well”.



“good death hija meta tara [-patient “a good death is when you see the

imdawwar bil-familjari tieg/u, ikun patient surrounded by his relatives,
pain free u ming#ajr sintomi, u kalm u he’s pain free and without symptoms,
trankwill.” (Jasmine, 12, p. 4, lines 21- and calm, and tranquil.”

24)

For Jasmine, a ‘good’ death, which she always tries to achieve, also means having all
of the patient’s relationships closed off positevly, as well as resolving any conflicts

or problems in life prior to death:

“dejjem jien nipprova nimmira ghal “I always try to aim for a good death
good death [ghal pazjent], jigifieri [for the patient], so for me a good
ghalija good death [ghal pazjent] ... death [for the patient] ... there is
qieghed trankwill f’hajtek, qisek tranquillity in your life, one has
ghalaqt I-istejjer b’'mod tajjeb mal- achieved a sense of closure with their
persuni li tzobb, pruvajt tirranga fejn loved ones, and tried to fix any

kellek it-tahiwid.” (Jasmine, 11, p.13, troubles that one might had.”

lines 5-8)

A number of the participants further expanded upon the importance of the patient’s
mental well-being in order for them to have a ‘good’ death. This includes having
their wishes and dreams fulfilled prior to their death, whenever possible, such as

attending a wedding, as illustrated in the following excerpts:
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“Taf li ha jmut, imma tinduna li dan at
least miet kuntent. lja, at least ix-
xewqa li kellu jagzimel gatagzha u
jkun aktar rrassenja ruhu. Jg#id ok ha
mmut, imma li xtaqt nagzmel
Qhamiltu” (Lukas, 11, p. 7, lines 13-

16)

“Gieli jkun xi tieg — jghidlek gej it-tieg
f’Mejju tat-tifel u jixtieq li jkun
prezenti” (Jasmine, 12, p. 2, lines 29-

32)

“You know that he’s going to die, but
you appreciate that at least he died
happy. At least his wish would be
fulfilled and he is better prepared. He
accepts that he is going to die, and
whatever his wishes were, they were

fulfilled.”

“Sometimes it’s a wedding — he tells
you that his son’s wedding is in May

and he hopes to attend.”

Additionally, Lukas asserted that taking care of the patient’s mental aspect also

involves helping the patient accept that they still can have some quality of life,

despite the poor prognosis:

“Lilu ukoll serrahitlu mosihu u beda
jaccetta I-fatt li ghandu li ghandu
imma ma spiccatx id-dinja” (Lukas,

11, p. 7, lines 1-2)

“Once you reassure and comfort him,
and he starts accepting his situation,
he accepts that it is not the end of the

world for him”
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When describing a ‘good’ death, Erika described a feeling of calmness during such a

death. Since the patient is calm, it is easier for the relatives to accept the patient’s

prognosis. However, in a situation where the patient is restless, as will be described

in the following sub-theme “Defining a bad death”, the relatives become stressed and

find it harder to accept that the patient will die in such a manner:

“Meta tkun [mewta tajba] ... anke
aZina nhossuna ahjar, ghax il-process
ikun iktar kalm ... anke [I-qraba]
jaccettawha azjar meta huma jaraw
il-pazjent li jkun kalm. ... xi hadd qisu
qed jissielet ... hemmhekk mod iehor —
huma [il-graba] ha jkunu stressjati u
ma jaccettawhiex dagshekk malajr.”

(Erika, 12, p. 2, lines 15-18)

“When it’s [a good death] ... even we
feel better, because the process is
calmer ... even [the relatives] accept
it easier when they see that the patient
is calm. ... someone who is still
fighting ... that’s different — they re

[the relatives] stressed and they don’t

accept death that easily.”

This may be a reason why the participants always aim for a ‘good death’, since they

would want to avoid such situations for themselves, for the patients, as well as for

their relatives. When talking about a ‘good’ death, Daniella explained how this feeling

of calmness, can also bring positive aspects from death, such as bringing family

members closer together through a negative event.
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“ikun hemm ghaqda gieli bejn il- “sometimes there is a sense of

familja. Fil-verita’ apparti [i [I-mewt] togetherness between families. In
hu xi aga hazina, fl-istess 7in gieli reality, although death is not a good
tara n-nies magiqudin flimkien” thing, at the same time, it brings
(Daniella, 11, p. 4, lines 14-15) people together”.

In contrast to feeling blamed, and feeling helpless during a ‘bad’ death, as will be
mentioned in the sub-theme ‘defining a bad death’, Daniella also described how this
closeness of the relatives in a ‘good’ death sadness her. She states how she feels pity

for the mourning relatives surrounding the dead patient:

“taffetwak ... ghax tghid kemm huma “it affects you ... because you realise
migburin, magzqudin. U kwazi kwazi how close they are. And even ... you
... jagbdek diega ... ghax tibda tghid, feel sadness ... because you pity
tithassarhom.” (Daniella, 11, p. 5, them.”

lines 6-8)

This sub-theme described how participants described a ‘good’ death as being pain
and symptom free, calm, and having relatives surrounding the patient. They
described how a ‘good’ death brings families closer, and a participant described how
she feels pity for the family. They described how a ‘good’ death also involves that
the psychological aspect of a patient is also taken care of. Most participants
described the importance of a ‘good’ death for them because it reduces their own
feelings of helplessness, despite the pity that one feels for the family’s impending

loss.
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Defining a ‘Bad’ Death

This sub-theme presents how, in contrast to a ‘good’ death, participants described

how what they perceived as a ‘bad’ death resulted in feelings of uneasiness and

stress. Such deaths included patients that had relationship conflicts or other issues in

their lives, which they were unable to resolve prior to their death. This, in turn, could

lead to a patient dying alone without the company of any relatives. A few

participants felt strongly about such instances; they admitted that they would not be

able to leave a pet dying alone, let alone a human being, and thus, it affects them

negatively when witnessing the death of a patient who is alone:

“ilI-Maltin nzobbu ng#iidu angas kelb
ma trid tara hekk, u veru. Ghax illum
jekk ikollok annimal tidzol miegau,
zzommu, akseb u ara bniedem.”

(George, I1, p. 14, lines 9-11)

“ ghax jien gAidt jekk ikun ged imutli
I-kelb anqgas inAallih wazdu — aziseb u

ara din, umana” (Jasmine, 11, p. 14,

lines 17-19)

“Us Maltese, we have a saying, that
you wouldn’t even want to see a dog
like that, and it’s true. Because today,
if you have an animal you go in with

him to hold him, let alone a person.”

“Because I said that even if my dog
was dying, I wouldn’t leave him alone

— let alone a human being”.

George and Jasmine both experienced, and were affected negatively by such deaths,

since they felt pity for them. They described how they felt the need to keep the

patient company until their death, as dying alone is contrary to their idea of a ‘good’

death, which, as previously mentioned, they claimed to always aim to achieve.



“gieli ... ikollna pazjenti li r-relatives
sfortunatament ma kinux close mal-
pazjent. Kerha ux. Xi zaga kerha. Fil-
fatt gieli kellna pazjenti li kellna
noqg#sodu aina fidejhom ...
tithassarhom” (George, 11, p. 14, lines

4-7)

“niftakar ddecidejna nefiduha in turns
biex din ma toqg/odx wazedha.
Ikollha lil xi Aadd mag/ha. U dik
hassejtha eh ... Dik kont hadtha hazin
niftakar.” (Jasmine, 11, p.14, lines 16-

22)

“sometimes ... we have patients whose
relatives unfortunately were not close

to the patient. It’s not nice. In fact, we
had patients where we had to stay next

to them ... you pity them”.

“I remember that we decided to take it
in turns to stay with her so she’s not
alone. So she could have someone next
to her. And I felt that ... I remember

that it had affected me badly.”

Most participants described patients who do not achieve a ‘good’ death as being “not

settled” and restless” when dying. As some participants explained, this is what they

describe as terminal restlessness:

“il-patient ikun restless, dik li

nghidulha terminal restlessness”

(Jasmine 12, p. 4, lines 17-18)

“The patient would be restless, what

we refer to it as terminal restlessness”

Daniella explained how the environment around such a patient death is. She

described how these situations can lead to the patient’s relatives surrounding the



patient to feel helpless. This helplessness turns into anger which is projected on the

nurses by blaming the nurses for the condition the patient is in. Though as Daniella

describes, the nurses feel just as helpless in such a situation, since there would not be

much they could do. Evidently, as stated by Daniella, it is less than an ideal situation

to witness or be involved in:

“ikollok il-pazjent ma jkunx settled ...
n-nies li jkunu %dejh ... tant ikun
hemm hassle li anke gieli nezilu azina
[mar-relatives]. U I-anger kollha li
jkollhom jizvugaw mag#na. ... in-nies
migburin madwaru ... jibdew
izossuhom helpless, ... ahina min-na/a
I-o/ira tipprova kemm tista’ imma ma
tistax tagZimel il-mirakli. Li kwazi
kwazi tibda tzossok helpless inti wkoll.
Ghalina biala xog/ol, hija stressful
Qhalina ukoll. ... Mhix Xxi haga sabiia
li tara.” (Daniella, 11, p. 4, lines 21-

44)
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“you have a patient who is not settled
... the relatives surrounding him ...
there’s so much hassle that sometimes
we get the blame [from the relatives].
And they let out all of their anger on
us ... the people around him ... start
feeling helpless, ... and we, on the
other hand, do our utmost but we
can’t do miracles. You start feeling
helpless as well. It’s stressful for us as

’

well ... it’s not a nice thing to see.’



As Jasmine explains, no amount of medicine can help these patients, since their pain

might not be physical but emotional:

“Meta jkun emotional pain tista’ “When there is emotional pain, you
tagati miljun morfina, imma it won'’t can give a million morphines, but they
work. Il-patient 7a jibgag#ilek won’t work. The patient will remain
restless.” (Jasmine, 12, p. 5, lines 5-7) restless.”

Jasmine further explained that this emotional pain can be a reason to why a patient
does not die a ‘good death’ and dies restless. According to Jasmine, this emotional
pain can stem from personal issues or conflicts that were left unsolved by the
patients, and hence they can never find peace with themselves prior to their death.

Jasmine also states that she is affected by such patients since she pities them:

“Tant ikollhom griefex u inkwiet, li “They have so much hassle and
tgzid dan mhux se jmut sew ... dan trouble, that you recognise that he
tithassru, giax mhux se jagzlagha sew won't die a good death ... you pity
I-istorja. Ha jitlaq imzawwad, u hekk him, because he won't achieve
ikun.” (Jasmine, 11, p.13, lines 11-14) closure. He will pass away troubled,

and that’s what ends up happening”.

This sub-theme presented how the participants described a ‘bad’ death, which was

described as patients dying alone, without relatives next to them, and when patients

die while being restless, which according to some participants, can be caused by
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emotional pain. Participants also described how the environment surrounding such

deaths is not ideal to witness or be involved in.

To summarise, participants described what a ‘good’ death means for them and how
this is something that they always aim to achieve. A ‘good’ death involves the
patient being symptom-free, surrounded by relatives, and having any personal
issues/wishes settled. On the other hand, participants described the negative effects

of a less-than-ideal death, where the patients are restless or alone.

4.2.3 Death Leaves a Mark

This theme presents how the participants described what factors made some patient
deaths affect them negatively, and how witnessing patient deaths while working in
the palliative care setting has changed the participants’ perspective both on life and
death. These will be presented through two sub-themes namely ‘nurse patient

relationship’ and ‘change of perspective’.

Nurse-Patient Relationship

This sub-theme describes how most participants stated that their relationship with the
patient was a determining factor on how they reacted to a patient’s death. The other
factors will be discussed in the other sub-themes of this theme. Having the patient
stay as inpatient in the ward for months was one way that the participants built a
relationship with the patient. George further explained why he builds this
relationship with such patients, stating that he starts to feel more at ease around such

patients, and hence feels more comfortable talking to them:
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“mal-pazjenti li jdumu tibni
relazzjoni” (Lukas, 11, p. 4, lines 10-

11).

“lkollna pazjenti li sfortunatament
idumu xhur hawnhekk ... tidrah
pazjent, anke Kif titkellem mieg#u tkun
iktar komdu” (George, 11, p. 4, lines

32-34)

“vou build a relationship, with the
patients that spend a long time in the

ward”

“we have patients that unfortunately
spend months here ... you get used to
the patient, you feel more at ease

talking to him”

For some participants, the deaths of these long-term patients affected them

negatively, even though as Erika mentioned she tries to keep boundaries. These

boundaries will be referred to in the theme ‘coping with patient death’, where most

participants described forming a ‘shell’ to protect them from the emotional burden of

witnessing patient death, which is not always successful such as in situations as

described below:

“Inti kemm jista’ jkun izzZomm
boundaries, pero certu pazjenti,
specjalment dawk li jkunu damu aktar,
gisek thossha nagra, mhux se ng#idlek
ma thossiex.” (Erika, 11, p. 1, lines

23-24)
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especially those who spend a longer
time here, you feel more emotional, |

have to admit.”



George even described how when such long-term patients die, all the staff in the

ward is affected by their death, stating that “is-sitwazzjoni fis-sala tkun nagra down,

kulzadd ” (George, 11, p. 4, lines 29-30) “the atmosphere and everyone in the ward

is down”.

Jasmine also expressed this sense of lack of closure when long-term patients die,

specifically when she is off duty, since she feels that she would not have had the

opportunity to say her goodbyes to the patient. Lukas stated that these types of long-

term patient deaths can affect him negatively, since he feels that there is a lack of

closure when the patient dies:

“pazjenti li jdumu ... Once li jmutu
... ir-relazzjoni spic¢cajtha —
minghajr closure” (Lukas, 11, p. 4,

lines 10-12)

“Gieli tkun ilek perezempju zames
xhur tiezu 7sieb patient, imbag#ad
tmutlek fl-off jew fir-rest u I-off. Qisek
lilek ma ttikx cans tg/idilha goodbye
... ma tkunx ghalaqtha l-istorja”

(Jasmine, 11, p. 6, lines 14-15)

“long-term patients ... When they die
... the relationship ends — without

closure”.

“Sometimes you spend, for example,
five months taking care of a patient,
and he dies during your off day, or
your rest day. This way, you don’t
have time to say goodbye ... you don’t

close off that story.”

Participants described that another way they built relationships with patients was by

building more rapport with particular patients than others. Jasmine explained that



some patients have certain traits in their character, that she cannot put a finger on,
that results in a bond being formed with these particular patients, to the extent that
she cries when these patients die. For George, the fact that some patients have a

greater impact on him, is a part of being a nurse:

“Issa bhala patient gieli jkun hemm “There is sometimes a patient that
dak il-patient li jolgtok. Gieli jkun sticks with you. Sometimes there is
hemm xi #aga fihom il-patients li gisek something about the patients — I
tmisslek galbek — gieli bkejt meta miet sometimes cry when a patient dies.
xi patient ged tifhem. Ikollhom dik ix- They have that something that makes
xi hiaga li lilek gisek jagzmluk close you feel close with them”.

magihom” (Jasmine, 11, p. 3, lines

12-15)
“hi [-esperjenza tan-nurse “it’s part of being a nurse. You feel
imbag#ad. Li ¢ertu pazjenti jolgtuk attached to certain patients more than
iktar minn ozirajn.” (George, 11, p. others.”
9, lines 5-6)

Daniella explained that patients with whom she had a good relationship with, even to
the extent of forming a bond with said patient, she described their death as difficult
for her. As Jasmine said, these deaths are so difficult that she ended up crying when

such patients died, regardless of whether it was a ‘good’ or ‘bad death:
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“Lili personali taffetwani skond anke
I-bond in a way li tkun gisek bnejt bejn
il-patient u r-relatives. Irrelevanti kif
tkun il-mewta taghihom. ... imma meta
tkun zadt grazzja mag/zhom, in a way
hemm gieli thkun iebsa.” (Daniella, 11,

p. 5, lines 14-20)

“For me personally, it affects me,
depending on the bond which you
have built with the patient and the
relatives, regardless of the manner in
which they die. ... but when you're
closer with the patients, sometimes

their death is difficult.”

A characteristic that drew participants closer to a patient was the patient being of a

young age, being similar or younger than that of the participants. As expressed by

the participants, the deaths of these young patients affected them negatively because

they could relate better to these patients, and it was easier for the participants to see

themselves in the patient’s situation and empathise with them:

“gieli jkun hemm kazijiet [li
taffetwani], specjalment meta jkunu
ghadhom zZghar — Zghar as in
tamparna ... jista jkun li forsi ... qisni
nirrelata magzihom.” (Daniella, 11, p.

1, lines 38-42)

“sometimes there are cases [which
affect me], especially when they’re
still young — young as in our age ...

maybe ... I might relate to them.”
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“Nahseb li ta’ xi hadd zghir iktar “I think that the death of a young

inzossha ghax qisek tissimilarizza person affects me more because you
mag/hom. Tipo tara lilek innifsek empathise with them. It’s like you see
fihom speci ta” (Erika, 11, p. 2, lines yourselfin them”.

1-2)

In contrast, there are certain patient characteristics that, instead of drawing the nurse
closer to the patient, the patient distances themselves from the nurse, resulting in a
lack of relationship between the nurse and the patient. Jasmine described a patient
that never responded to Jasmine’s or other nurses’ attempts at conversing with her,
nor ever opening up to the nurses about her feelings. Such a patient was an
‘unknown’ person for Jasmine when she died, and Jasmine stated that her death did

not affect her negatively:

“[pazjenta maghluga] qgisek once li “[a closed off patient] once she’s
titlaqg, gisek tibda tgzid bilkemm nafha gone, you realise that you don’t even
lil dil-patient ... ma tantx tkiddek know her ... their death doesn’t affect
dagshekk il-mewt tagihom. ” you that much.”

(Jasmine, I1, p. 6, lines 5-8)

The participants said that when there was no relationship between them and the
patient, the patient’s death did not affect them as this was seen as part of their daily
work. This happened when the nurse did not have enough time to build any rapport

with the patient, so no relationship was built. This results when the patient’s death
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occurs on the first day during which the nurse has been taking care of the patient, or

when the nurse had not taken care of the patient.

“Meta gieli tidaol ghan-night u [1- “Sometimes when you come in for
pazjent] jkun dazal filgzodu, u jmutlek your night shift and the patient was
bil-lejl il-patient, dak gisek agas t7oss admitted in the morning, and the
xejn inti, gfax angas tkun ilzagt bnejt patient dies during the night, you are
relazzjoni maghhom” (Jasmine, 11, p. not affected that much, because you
3, lines 28-29) don’t have enough time to build a

relationship with them”.

“pazjent li bilkemm gieli kien ikun “a patient that is seldom your patient,
tieg/iek, jew angas naf kif ikun wiccu, or you don’t even know his face, it will
bil-Malti tkun just another one.” Jjust be another death.”

(Daniella, 11, p. 5, lines 27-28)

The sub-theme ‘nurse-patient relationship’ presented what participants said about
their relationships with their patients, and how their death affected them. Most
participants formed relationships with patients that (i) stayed in their ward for
months, (ii) had certain characteristics, and (iii) were of younger age. As stated by
the participants, the deaths of the patients with whom they had formed relationships,

had affected them negatively.
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Change of Perspective

The sub-theme ‘change of perspective’ describes the ways in which the participants'
outlook on life and their definition of death as mentioned previously in the sub-
theme 'views on own death’, were influenced by witnessing patient death. Witnessing
death also affected the participants in their personal lives, as it changed their general
outlook on both life and death. Participants expressed that they now appreciate their

life and their families more, especially parents who are older in age:

“tapprezza iktar il-hajja, tapprezza “you appreciate life more, you
aktar il-genituri tieghiek” (George, 11, appreciate your parents more”.
p. 12, lines 3-4)

Jasmine explained how witnessing patient death made her appreciate how precious
time is. For this reason, she visits her parents more than her siblings do, given that

she is more aware of their death due to witnessing it during her work:

“tibda taghti priorita’ lill-familja ... “you start prioritising your family ...
il-genituri tiegii anzjani, la naf li za my parents are elderly, since | know
jmutu, tipo kull off immur gzandhom. that they will eventually die, I visit
Ninnota minn %uti, jersqu f’xi them during every off day. | notice
okkazjoni, f’xi birthday jew Father’s that my siblings only visit them during
Day. Qishom m’ghandhomx dak I- some occasions, birthdays or father’s
insight kif gzandi jien fuq il-mewt. ” day. It’s like they don’t have that
(Jasmine, I1, p. 15, lines 9-13) insight that I have on death.”
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Most of the participants stated that witnessing death changed their outlook on life
and how they approach it. Patient deaths seemed to have changed the participants
orientation to the present rather than the future. When talking about how their
perspective on life changed, the participants stated that they started to appreciate life
more, to enjoy the moment, and not to worry as much about the future, since death

can happen to anyone at any time.

“ma tafx x jista jigrilek fil-hajja. “you don’t know what can happen in
Allura tipprova you live in the now your life. So you try to live in the now
kemm jista’ jkun u ma tantx tara lejn as much as possible, and don’t look
il-futur ... ghax ma tafx x’se jigri ‘| too much to the future ... because you
quddiem.” (Erika, 11, p. 3, lines 22- don’t know what’s going to happen.”
24)

“Ma tista’ tiehu xejn for granted. “You can’t take anything for granted.
F’sekonda jista’ jinbidel kollox. Everything can change within a
M’hawn xejn garantit, jiena nista’ gejt second. There is nothing guaranteed, |
hawn, u ma nergax nidhol lura d-dar. came here today, and something can
Qabel tkun happy go lucky, gatt ma happen and I won 't go home again.
tirrejalizza” (Jasmine, 12, p. 8, lines Before, you're happy go lucky, you
17-22) don’t realise such things.”
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“li tarah ta’ spiss [il-mewt] ... iktar “you see it [death] frequently... you

igibek qisu taf kif kemm afna m’ahna become more aware that we 're
xejn, kemm azna bhal haddiehor” nothing, we re the same as everyone
(Daniella, 11, p. 3, lines 35-37) else.”

Witnessing death also had a negative effect on the participants’ outlook on life.
Lukas described that life is unfair, since it can be taken away at any time, and any

sacrifices made for the future would have been in vain:

“Jiena kemm-il darba gridtha kemm “I frequently like to say that life is a
hi tan-nejk il-7ajja ... xi hadd li ghadu joke ... someone who has just retired
kemm beda I-pensjoni, tg#id ... ... you say to yourself, you spent your
ghamilt hajtek tazdem, wasalt biex life working, and reached the point
tgawdi I-%ajja, gabdek li gabdek u where you can enjoy life, you get
bgajt sejjer ... Mela wasalt biex diagnosed and you 're gone just like
nirtira, gtajt id-dejn kollu li giandi, that ... So you retire, paid off all your
gAidt #a ngawdi naqgra I-zajja u debts, so you can enjoy life, and then
nispic¢ca.” (Lukas, 11, p. 2, lines 13- you're gone.”’

17)

Some participants described how witnessing patient death regularly forces them to
think more about death than before they worked within the palliative care setting,

whereby there would be no reason to think about death, since they did not face it:
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“Mhux ha nghidlek li ma kontx nazseb “I won't say that I didn’t think about
fuqu [il-mewt]. Ma jkollokx gralfejn it [death]. You didn’t have to think
toqg/iod taiseb fuqu taf kif.” about it, you know.”

(Daniella, 11, p. 4, lines 6-8)

As described by Lukas, witnessing death can also lead to changing the perspective
on death, in a way that death is not perceived as something huge and scary anymore;
it becomes part of his work routine, as significant as other nursing care practices.
This will be described further in the sub-theme ‘coping strategies’ where participants

describe how they get used to witnessing death:

“Il-fatt li tara, f’¢imgha, on average, “the fact that in a week, on average,
jmutu zZamsa min-nies, ma tistax five people die, you can’t keep viewing
tibga’ tara I-mewt bala xi aga kbira death as something big and scary, for
u tal-biza. Ghar-raguni li tmiss the reason that you come in contact
maghha kuljum.” (Lukas, 11, p. 5, with it everyday”

lines 16-18)

A few of the participants also described how witnessing death has affected the way
they talk about death. Daniella explained how a person from the general population
would be shocked about how the nurses talk about death between themselves.
Jasmine adds that the nurses and staff at the palliative care unit develop a kind of
black humour, which only makes sense between themselves and not for the general
population. This is also a way for them to cope with patient death as will be

discussed in the sub-theme ‘coping strategies’:

93



“jiena nara kif nitkellmu ahna
bejnietna hawnhekk. Li kieku xi #add
minn barra ikollu jismag/na
nitkellmu, jgaidu; dawn bis-serjeta’?”

(Daniella, 11, p. 5, lines 33-35)

“you develop ukoll a different sense of
humour — black humour — /i nies ta’
barra minn hawn mhux se jifhmuh,
imma aZina li nazdmu hawn jagzmel
hafna sens” (Jasmine, 12, p. 7, lines

11-15)

“I sometimes look at how we speak
between ourselves. If an outsider
listened to our conversations, they
would not believe what they 're

hearing.”

“you develop also a sense of humour —
black humour — that people who do
not work here would not understand,
but for us, who work here, it makes a

lot of sense.”

Jasmine also described how witnessing death has influenced her day-to-day

conversations, in a way that she does not notice. It seems that she is not aware that

she talks about death more regularly than what is considered normal, since her

children remark that their mum always talks about death. This may be due to the fact

that death has become more normal to her than to others who do not witness it with

such regularity:

“Jghidu ghax il-mummy dejjem fuq il-
mewt titkellem. Jiena angas inkun
konxja, imma t-tfal jgzadduh dak il-
kumment jigifieri bilfors li veru”

(Jasmine, 12, p. 7, lines 7-11)
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true.’



In this sub-theme, participants described how witnessing death has allowed them to
focus on the present, to appreciate their life and family more, and how such

experiences have affected them in the way they think and talk about death.

The above findings show how witnessing a patients’ death leaves a mark on the
participants, both at the moment of death and later in their personal lives. They
talked about how their relationship with the patient and the patient’s characteristics
affect the extent to which they are emotionally impacted by the death, and how
witnessing these deaths has changed their outlook on both life and death. The
participants also notice that this is different from people who do not work in the

palliative care unit.

In summary, the super-ordinate theme ‘outlook on death’ describes the perspective
of nurses working in a palliative care setting on death and personal death, as well as
how these nurses describe patient death, and the effects that such deaths have on
them. Death leaves an impact on nurses working in a palliative care setting, and the

next super-ordinate theme describes how the nurses manage to cope.

4.3 Dealing with Patient Death

As described in the previous sections, working in the palliative care setting forced
the participants to witness death regularly, and some of these deaths affected them
negatively. As some participants stated, in order to continue working in the same
ward, they developed several coping strategies, described in this super-ordinate

theme.
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4.3.1 Coping with Patient Death
This theme describes the ways in which the participants cope, and the support they
find to cope with witnessing patient death. These will be presented in two sub-

themes named: ‘coping strategies’ and ‘finding support’.

Coping Strategies

This subtheme describes the coping strategies that are common to all participants, as
well as coping strategies specific to the participants individually. The first part of this
sub-theme discusses how most participants, each in their own way, mentioned that
they got used to witnessing death. This suggests that death has become familiar to
most participants and does not affect them but it is important to note certain
contradictions as whilst most participants stated that they got used to death, they still
mentioned multiple strategies that they use to minimise the emotional burden that
arises from being witness to the frequent deaths. This suggests that they may not
have truly gotten used to death given their need of strategies to combat their inability
to stop thinking about their patient’s death, both during their workday, and once they

have left the workplace.

Most participants explained how, over the years working in the palliative care
setting, they got used to death given its regularity. As stated by Lukas before in the
sub-theme ‘change of perspective’, death is not seen as something big and scary
anymore. Participants stated that death started to be viewed as part of the nurse’s
day, and as important as any part of their work routine. Lukas compares his job as a

nurse to any other job, meaning that things forming part of any job routine become
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the usual. In the participants’ case is death which becomes their normality, as George

refers to death:

“Inkun ged nigdeb jekk nghidlek li ma
drajtx. Fis-sens, ta’ spiss tkun li
Jjmutilna patient.” (Daniella, 11, p. 1,

lines 37-38)

“Mhux qed nghidlek tigi gisu xejn
m’hu xejn, imma ... tigi N-norma”

(George, I1, p. 16, lines 33-34)

“U anke bhala I-mewt per se, jekk
tkun ilek fiha, nanseb f kull xoghol, Xi
haga li tara regolari galkemm
hazina, tibga’ gisha tgfaddi. Ma tantx
hi xi haga sabina li |-fatt miet pazjent
u ma jkun xejn.” (Lukas, 11, p. 6, lines

7-11)

“I would be lying if I told you I
haven’t gotten used to it. In the sense
that, patients regularly die in the

ward.”

“I'm not saying it’s like nothing

happens, but ... it becomes the norm”

“Even death, if you've been
witnessing it for a long time, like every
other job, something that you see so
regularly, although it is something
bad, it starts being something that
happens. It’s not something nice that a
patient dies and it’s as if nothing

happened.”

Daniella also gave an explanation to why it is important to get used to death, since

she explains how if a nurse is affected negatively by a patient death, it can affect her

whole day. As she explained, this leads to a nurse that cannot continue to provide the



best nursing care to other patients, and this can mentally tire her down throughout

the rest of the workday:

“inti trid ddahhalha f’rasek li one — “you have to understand that, one
[il-mewt] huwa parti mix-xog#ol, u [death] is part of your work, and two
two - gieli tigri ta’ spiss ... ma tistax — happens often — you cannot ... a

... imut pazjent, tibga’ taffetwak il- patient dies and affects your mood for
burdata fil-gurnata kollha. L- the whole day. Firstly, there are other
ewwelnett hemm pazjenti ozra. It-tieni patients. Secondly, you get exhausted
nett tispicca titkisser ix-xogfol ukoll” at work too.”

(Daniella, 12, p. 1, lines 13-18)

Despite these assertions, most of the participants describe forming a ‘shell” or
‘boundary’ to distance themselves from the deaths they witness, in order to protect

themselves and not be affected negatively by patient death:

“Hafna drabi trabbi qoxra, ma tistax “Most of the time you form a shell,
thoss ghal kull min ikun.” (Lukas, 11, you cannot feel for everyone”

p. 2, lines 37-38)

“nibni certu boundaries jien bla naf, “I build some boundaries without
gisek you detach yourself minn certu realising myself, kind of, you detach
affarijiet.” (Erika, 12, p. 2, lines 40- yourself from certain things.”

42)
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These boundaries are not always successful as described in the sub-theme ‘nurse-
patient relationship’ since the participants described how they were affected
negatively by some patient deaths. In addition, the forming of such a ‘shell’ and
boundaries is in contrary to what was described previously, since most participants
felt that they got used to death, and some even referred to death as part of their
normal working routine. This may not be exactly the case, as shown by the forming

of boundaries, and other coping strategies that will be also mentioned.

Another means of coping with patient death and getting used to death is related to
the years of experience working in the ward. George explains how, when he looks
back, he notices a difference in how much he has learnt in how to deal and cope with

tough situations at work:

“Tghinek [I-esperjenza], tiskanta “[Experience] helps, you see the
taraha d-differenza ... f’kemm inti difference ... in how capable you are
kapaci nikkowpja f’dawn is- at coping in such [difficult] situations.
sitwazzjonijiet [difficli]. Tghinek It helps you a lot.”

hafna” (George, 11, p. 8, lines 19-26)

Daniella also described how, when she started working in the palliative care setting,
patient death would affect her negatively for a whole day. With time, she managed to
not let patient death affect her that way and started to accept death as something that
is part of her work. This shows that with time and experience, she has learnt how to

better cope with experiencing patient death:
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“Fil-bidu kienet tkun iktar diffi¢li
ghax qisek taffetwak il-gurnata kollha
u anke I-burdata taffetwalek.”

(Daniella, 12, p. 1, lines 7-9)

“In the beginning, it was much harder
because it affected my whole day, and

even affected my mood.”

Some participants mentioned that one way of coping with patient death was that

when a patient passes away, they remember how they managed to improve the

patient’s quality of life during their days prior to their death and focus on the job

satisfaction that comes from that:

“jiena dik li naghmel [meta jmut
pazjent] ... just nkun kuntent li
rnexxieli lill-pazjent nagzmlu komdu u
happy” (George, 11, p. 12, lines 11-

12)

“[meta jmut pazjent] Tghid issa kont
hawn jien, zadt is-sodisfazzjon i

ghintu” (Lukas, 11, p. 5, lines 38-39)

“that’s what I do [when a patient
dies] ... I'm just happy that I managed

to make the patient comfortable and

happy”.

“[when a patient dies] I tell myself
that | was here and got the satisfaction

that I helped him”.

George describes this way of thinking as something that affects him quite positively,

rather than negatively, since it reminds him of the job satisfaction in making the

patient more comfortable prior to their death:
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“Imma ma nahsibx li taffettwani zazin
[mewta ta’ pazjent], pjuttost
taffetwani tajjeb ... grazzi ghas-
sodisfazzjoni li rnexxielek tagimilha
[ttejjeb I-kwalita’ tal-hajja tal-

pazjent].” (George, 11, p. 9, lines 7-9)

“But I don’t think it affects me badly
[a patient’s death], but rather affects
me positively ... due to the satisfaction
that I get from managing to do it

[better the patient’s quality of life].”

In situations where the participants were affected by patient death, the most common

coping strategy was to take a break. In particular, some participants mentioned the

need to take a break in order to let out their emotions and regain their composure, to

be able to continue their working day:

“Generalment insib x imkien kwiet —
jew il-linen store jew xi toilet — nibki
bikja ta’ zewg minuti perezempju
imbag#ad nigi composed u jkun
hareg. Inhoss dak ir-relief. Imbag#ad
it would be enough” (Jasmine, 12, p.

11, lines 23-26)

“Kelli nidhol fl-istaff room, nogqg#od
nagra kwieta u imbag#ad nerga’

noirog” (Daniella, 11, p. 2, lines 6-7)
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two minutes, for example, | regain
composure and | let it out. | feel

relieved. Then that would be enough.”

“I had to go into the staff room, stay
quiet for a while, and then come back

out”.



Another reason for the need to take a break from work was due to burnout caused by
witnessing multiple deaths, as mentioned by George. He explained how sometimes
there are periods where there are multiple patient deaths during a particular shift,
leading to burnout. In his opinion some time off of work would be useful if one

notices that he is suffering from burnout:

“jekk tara li you re burned out, li “If you see that you're burned out,
ghajjejt, gieli tinzerta’ zmien fejn that you re tired, there is sometimes a
tinzerta’” hafna mwiet fix-shift tieg/ek. period in which you encounter a lot of
Ovjament jekk tara li inti burned out, deaths in your shifts. If you see you 're
tieau break. Jekk hemm bzonn tieziu burned out, you take a break. If need
leave” (George, 11, p. 5, lines 14-17) be, you take some time off work.”

Taking a break from work seems to help the participants ‘heal’ from the emotional
burden caused by witnessing patient deaths. In fact, Lukas compared such emotional

burden with a wound that needs treatment to heal:

“tiehu gurnata leave u ma tersagx ‘I “you take a day off work, and you
hawn, ghax jekk 7a tibga’ tara I-istess don’t come in to work, because if you
affarijiet, ovjament (pause) il-feriti witness the same thing, obviously
mhux #ra jaghlqu.” (Lukas, 11, p. 3, (pause) the wound will not heal.”
lines2-4)
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Every participant described a coping strategy that they individually use when they

are affected negatively by a patient death. Most participants’ coping strategies

involve means to turn their focus on something else other than work and hence,

forget about the experiences that affected them negatively at work. When mentioning

these strategies, participants indicated that patient deaths impact them even after they

leave work. Participants described that driving, walking, and relaxing by watching

television series, were a means to clear their mind from what happened at work and

focus on other things:

“nagbad it-trig u mmur triq — insug
fit-trig. B'xi mod mohhok tiklirjah.”

(Lukas, 11, p. 3, lines 6-7)

“Niftah flixkun inbid ... nara series ...

nara xi zaga li tkun vera #afifa biex
gisek ma toqg/iodx tazseb ” (Daniella,

11, p. 2, lines 31-33)

“nimxi ... nintefa’ gon-natura, ghax
hemmhekk tazseb fuq il-basic needs
bral speci, biex tixrob, tiekol, I-
importanti li ma tagax [waqt li
qieghda timxi] ” (Jasmine, 11, p. 6,

lines 32-33)
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“I get on the road — for a drive. You

have to clear your mind somehow.”

“I open a bottle of wine ... watch a
series ... [ watch something that is

light so that I don’t have to think.”

“I'walk ... to go into nature, because
there you only think about your basic
needs, like drinking, eating, and not

falling [while walking].”



George, on the other hand, focuses on the fact that death is inevitable, as mentioned
in the sub-theme ‘death as part of the journey of life’, and that he cannot control the
patient’s destiny. This thinking leads George to shift his focus on how he managed to
improve the patient’s quality of life during their stay at the ward, and on the

satisfaction he gets from it, as was mentioned previously:

“il-pazjent il-condition tieg#u hi “the patient’s condition is what it is.
x’inhi. Trid tirragunaha u tkun You have to reason it out and be
rejalistiku.” (George, 11, p. 8, lines 5- realistic.”

7)

As mentioned in the sub-theme ‘change of perspective’, the type of humour and the
different way that they talk about death, are both coping strategies that the

participants use.

This sub-theme presented how nurses working in the palliative care setting cope with
witnessing patient death. All participants described that the main way to cope with
patient death is to get used to witnessing death. Notwithstanding this, the participants
were still affected negatively by witnessing patient death, given that they mentioned
several coping strategies that they used to cope with such deaths. Every participant
has personal coping strategies that they utilise when a death affects them negatively,
however most participants claimed that taking a break from work is a coping
strategy. The next sub-theme addresses another way how participants cope with

patient death, which is by finding support from colleagues.
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Support from Colleagues

This sub-theme describes how support from their colleagues was the most mentioned

way in which all participants cope with patient death. Support from ‘the team’, as

participants described their colleagues, was the only support which the participants

utilised. Other support available that the participants mentioned will be discussed in

the sub-theme ‘services available’. All participants mentioned their colleagues as the

reason why they can all manage to continue working in the palliative care setting.

They expressed how they always found colleagues who would be ready to listen to

them if they had any issues, even personal ones. When the participants were

describing how they find support from the team, they also indicated the importance

of teamwork:

“staff tajjeb li jekk ikollok problema
tkellimtha magzhom, kemm jekk
problema ma’ pazjent jew problema
mieghek nnifsek, sibt ma’ min
titkellimha u sibt min jghinek” (Lukas,

11, p. 1-2, lines41-2)

“Ghandna team tajjeb #afna u
nazdmu tajjeb flimkien. We support
each other” (George, 11, p. 5, lines

19-20)
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“Good staff, who you can discuss your
problems with, both problems about a
patient or problems concerning
yourself, you can find someone who

you can to talk to and help you.”

“We have a very good team and we

work well together. We support each

’

other.’



Most participants described that having someone who listens to them and allows
them to speak their minds, was important for them to cope with certain patient deaths
that would have affected the whole ward. They mentioned that they were most
comfortable talking with colleagues, since they would be the ones that best

understood them, having gone through the same experience and feelings:

“Anke sentenza — kemm hassejtni “Even a sentence — | felt bad that that
hazin li miet it-tali. L-ewwel zaga |- patient died. The fact that someone
fatt li dak li jkun semgrak ga’ has listened to you is enough. The fact
bizzejjed. Li fehmek, tghinek iktar.” that he understood you, it helps even
(Lukas, 11, p. 3, lines 28-30) more”.

“anke nitkellmu azna bejnietna, “Even when we speak between
nibggsu nsemmu I-kaz — gisna hekk ourselves, we keep on bringing up a
aina niddealjaw mag#ha, ” (Daniella, case — that’s how we deal with it.”

12, p. 1, lines 40-42)

Lukas mentioned that talking to colleagues who understand him helps him realise

that he is not going through the negative emotions alone:
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“jekk ha titkellem ma’ dak li jkun, “if you talk to somebody, they won't

mhux dejjem #a jtik soluzzjoni. Pero’ always give you an answer. But the
I-fatt li tkellimtha, li dak li jkun fact that you talked about it, the fact
jonidlek I-istess fassejtha jien, b'xi that that person tells you that he felt
mod issib lil xi zadd jifhmek, li m’intix the same, you find someone who
warndek g/addej minn dil-bi¢ca tax- understands you, that you re not going
xoghol.” (Lukas, 11, p. 3, lines 3-5) through this alone.”

For Erika, support from colleagues that could understand her, is all the support she

needs:

“Jien ghalija li titkellem bizzejjed ... li “For me, it’s enough to speak about it
tkun kapaci titkellem ma’ dak li jkun u ... that you can talk about it with that
jithmek, g#alija bizzejjed” (Erika, 11, person and they understand you, it’s
p. 2, lines 36-38) enough for me.”

To summarise, this sub-theme presented the support that nurses find from their
colleagues when dealing with patient death. Participants find this support to be very

useful.

This theme presented how nurses working in the palliative care setting cope with
witnessing patient death. Although most participants believe that they got used to
witnessing death, they still are affected negatively by such encounters, since they

mentioned several coping strategies that they use to cope with patient death. All
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participants also mentioned that the best way that they cope with patient death was

by finding support from their colleagues.

The participants are aware of other support services available to them and voiced

their opinions on what more could be offered. This is discussed in the next theme.

4.3.2 The Need for Support

This theme presents the support services mentioned by the participants upon which
they could draw on from the hospital, particularly when facing deaths that affect
them, and explains why the participants are reluctant to utilise any professional
support provided to them. This theme also presents the services and help which, in

the participants' view, would help them deal with patient death.

Services Available

This sub-theme presents the support services mentioned by the participants which
are available for them to help them cope with witnessing patient deaths, and further,
the reason as to why they do not make use of them. Although they said that support
from their team was enough, most participants were aware of support services
offered to them at their place of work. Participants only mentioned that these
services simply include a psychologist and was usually offered to them by the charge

nurse of the ward:
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“[ic-Charge Nurse] kienet galtilna ... “[the Charge Nurse] had told us ... if
jekk intom tridu tkellmu lil you want you can talk to [the
[psychologist] fugha din” (Jasmine, psychologist] about this.”

11, p. 12, lines 6-7)

In Lukas’ opinion, the services offered are the “bare minimum” (Lukas, 11, p. 3, line
41) of what could be offered, since in his opinion there are other services that could
be offered, as will be mentioned in the sub-theme ‘group activities’. Some
participants were not sure if any services were offered to them or did not know how

to access them:

“Nahseb li joffru psychological “I think they offer psychological
[services] jekk tkun trid. Naiseb, ma [services] if you want. I think, I'm not
nafx. Nimmagina li joffru.” (Erika, 11, sure. | assume that they offer them.”

p. 2, lines 29-30)

“Imma minghalija darba galulna li “But I believe that they had told us
jekk ikollna bzonn sapport g#alina. there was support available to us. |
Fejn u min ma nafx.” (Daniella, 11, p. don’t know where and who though.”
3, lines 5-7)

None of the participants had ever used the services of the psychologist during their
time working in the palliative care setting. When these services were offered, some

participants explained how nobody would accept this support and utilise it:
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“Imma fil-verita’, sa fejn naf jien,
hadd ma kien mar.” (Daniella, 11, p.

2-3, lines 43-1)

“But in reality, as far as I know,

nobody had gone.”

Most participants explained why they never used this service. Some felt, as

mentioned above, that talking to their colleagues was better than talking to the

psychologist. This was due to the fact that colleagues could understand them as they

went through similar experiences:

“jien personali aktar nhossni komda
nitkellem ma’ kollega tieghi li tkun
Qhaddiet minnha u konna fiha ... milli
... mmur nitkellem ma’ xi hadd li gisek
ma’ tafux biex jogg#od jismag/ini.”

(Daniella, 11, p. 3, lines 1-5)

“[il-kollegi] iktar jifhmuk, gax ikunu
Qhaddejjin minnha ukoll ... li

nitkellem magzhom n#zossha bizzZejjed

(Erika, 12, p. 1, lines 6-8)

“personally, I feel more comfortable
talking with my colleague, who has
gone through it with me ... rather than
... speak with someone I kind of don’t

know, to have them listen to me.”

“[the colleagues] understand you
more, because they are going through
it ... the fact that I talk to them is

enough.”

As Daniella suggested in the previous excerpt, she feels more comfortable speaking

to someone with whom she has built a rapport. This feeling was also shared by

Lukas given that, when talking about why he does not speak to a psychologist, he

described the psychologist as someone “barrani” (Lukas, 11, p. 38, line 38), “an



outsider ” and hence, he does not feel comfortable opening up to them. This implies

that he views the psychologist as someone that he has not built a rapport with, and

thus, may feel vulnerable talking about his feelings to them. Lukas mentions how

gender may be an issue when it comes to seeking help. He states that for him and for

most men, they feel uncomfortable to open up about their feelings. However, he also

said that he would open up if a professional approached him and inquired about how

he was feeling:

“Pero jien, u specjalment asna |-
irgiel, m’azniex imdorrijin mmorru
nikxfu gzajnna ma’ xi #add. Jekk jigi
xi hadd isagsik kif mort, kif gzaddejt,
iktar hemm cans li titkellem milli tmur
int, specjalment g/and wiefed barrani
ma tafux, u tgzidlu I-problemi tiegzek.
Jien personalment, ma nsibnix komdu
naghmilha.” (Lukas, 11, p. 3, lines 35-

40)

“Although myself, and especially us
men, we are not used to revealing our
emotions to somebody. If someone
comes and asks you how did you get
on, there is a higher probability that |
will talk, rather than if I go myself,
especially to an outsider who | don 't
know, and tell him about your
problems. Me personally, I do not find

it comfortable to do it.”

Some participants also felt that, until now, they were never affected by a negative

experience at work to the extent that they would need to seek professional support.

Erika also stated that what she witnesses at work does not affect her daily life since

she is not aware of any negative effects to this effect:



“ma nhossnix ghandi ghalfejn
nitkellem ma’ xi hadd professjonali,
fis-sens ma narahiex li fil-fehma tieg#i
taffetwani dagshekk in my daily living

bhal speci” (Erika, 12, p. 1, lines 7-9)

“ma nahsibx li taffetwani dagshekk
gravi li ghandi mmur ... nitkellem ma’
Xi hiadd professjonali.” (Daniella, 12,

p. 2, lines 1-3)

“I don’t feel the need to speak to a
professional, in the sense that [ don’t
think it affects me to that extent in my

daily life.”

“I don’t think it affects me that badly
that I have to speak ... to a

professional.”

Jasmine explained how recounting an experience in detail brings back the negative

emotions and feelings related to the particular negative experience. For this reason,

she would not want to go talk with a psychologist, as she would have to go through

the same emotional ordeal again:

“Il-fatt li mmur gAand psychologist u
noqgiod nispjegalha x’gara ... Tigi
kedda doppja — inkun %adt kedda dak
il-mument li grat, imbag#ad se nerga’
mmur Xi sag/tejn wara u nerga’
ngangal dawk I-emozzjonijiet kollha”

(Jasmine, 12, p. 11, lines 28-34)
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“The fact that I go to a psychologist
and explain what happened ... I would
go through the ordeal two times ...
suffering during the moment it
happened, and then again when | go
two hours later and revive all of those

emotions again”



The findings presented in this sub-theme described that the only support service
provided to the participants is a psychologist. All participants explained why they do
not feel the need to utilise such service, and why they are not comfortable talking to

a psychologist.

Group Activities

This sub-theme builds on the previous one, as it presents the participants’
suggestions for further support to cope with patient death, which they believe is
lacking, even though they expressed that speaking to colleagues was ‘enough’

support for them.

All participants mentioned how more activities for the staff could be organised as a
group. One type of activity is group sessions with a psychologist, where everyone
could talk about their thoughts and feelings, and together with the psychologist,
support each other. This is contrary to what the participants stated, as presented in
the sub-theme “services available’, particulary in instances where the participants
said that talking with their colleagues was enough support from them, and they did
not feel the need or the comfort in talking to a psychologist. That said, when talking
about such group activities, some participants suggested that there still would be
some nurses who may still find it difficult to speak to a psychologist in these group

sessions.
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“Perezempju, jiena nhoss il-bZzonn ta’

sessions ma’ psychologist as a group.
Taghmilha on a voluntary basis, ...
imma nanseb gid joarog. ... niltagghu
mas-psychologist u gzidnielha bid-
diffikultajiet tagina” (Jasmine, 11, p.

10, lines 3-7)

“li jkun hemm xi hadd li kull tant

Zmien jigi, ... xi tip ta’ Session mas-
sala kollha jew ma’ zewg xiftijiet li
titkellem kif mort” (Lukas, 11, p. 4,

lines 1-3)

“For example, I feel the need for
group sessions with a psychologist.
On a voluntary basis ... but I believe
that it would be beneficial. ... to meet
with a psychologist and we talk about

our difficulties.”

“that there’s someone that comes
periodically ... a sort of session with
the ward, or two shifts at a time, and
you talk about how you are faring at

work.”

Jasmine also described the organising of team building sessions as another type of

group sessions. The aim of these sessions would be to discuss various topics, for

example the staff’s mental health, and what can be changed or improved to address

any issues. She did not clarify if these sessions would be only between the staff of

the ward or with a psychologist or other mental health professional:
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“perezempju team building ... tghid ...

ha niffukaw fuq il-mental health tal-
istaff. X inhuma d-diffikultajiet?
X’nistghu nirrangaw? X ged naghmlu
tajjeb zalli nkomplu ninfurzawh? ...
NistgZu nirrangaw, nbiddlu I-
affarijiet?” (Jasmine, 11, p. 20, lines

25-31)

“for example, team building ... let’s
say ... we will focus on the mental
health of the staff. What are the
difficulties? What can we improve?
What are we doing well so we keep
doing it? ... Can we improve or

change things?”

Some participants also suggested group activities where they do something unrelated

to work, for example an activity where the ward’s staff meet up, away from work,

having the time and space where they can talk with each other, also about matters not

related to work. Some participants also expressed how this can also offer an

opportunity to talk and support each other in a less time-restrictive environment,

away from work:

“Tohrog l-istaff bAala xi saga li

m ’ghandiex x tagsam max-X0ghol.
Biex taqta’ mix-xog#ol u bejnietna ...
ma tibgax tazseb fuq x-xog#ol, u fl-
affarijiet li jigru fuqg ix-xog#ol. Brala
relief taf kif" (Daniella, 11, p. 3, lines

21-25)
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“You have an informal outing with the
staff and do something that is not
work-related. To forget about work, ...
and you don’t think about work, and
the things that happen at work. As a

sort of relief.”



“Anke dak li jkun gata’ nagra, xorta “One can get away from work, but

ghandu ¢-cans jitkellem ma’ xi hadd still has the opportunity to talk with
Jithmu ... [fug x-xoghol] tkun fil-zin someone that understands them ... [at
limitat tal-isptar, u fis-setting limitat work] you are time limited and limited
tal-isptar.” (Lukas, 11, p. 4, lines 28- within the setting of the hospital”

31)

In addition to these types of group activities, most participants also mentioned the
need for more training on how to deal with patients and their relatives at the end-of-
life. This is in view that the participants have faced tough situations when dealing
with patients and their relatives, especially when being asked difficult questions
about the patient’s condition, and not being able to answer or comfort the relatives.
Most participants mentioned that they learnt how to handle these situations through
experience and by learning from other staff. As from what Daniella stated about
training, this would also help the nurses in situations where they feel helpless as

described in the sub-theme ‘bad death’:

“I-mod li niddiljaw mal-pazjent u “the way we talk to patients and
mar-relative ... ahna gibnihom mill- handle situations with relatives ... we
esperjenza taghhna. Hadd ma tana learnt from experience. Nobody gave
training jew Xi tip ta’ kors jew xi us any training or some kind of course
haga.” (Lukas, 11, p.4, lines 20-23) or anything.”
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“kif inti tista’ tiddilja mar-relatives, “how you can deal with relatives, [
nahseb tghin ukoll lilna bhala staff think it will help us, the staff, because
ghax kultant gisek thossok helpless sometimes you feel helpless as well. ”

ukoll.” (Daniella, 12, p.2, lines 19-22)

Jasmine also stated how the nurses have never been offered training on how to
properly cope with their emotions after witnessing patient deaths, and accordingly,
she feels that they lack the knowledge on how to manage having to witness such
experiences, and how she could take better care of her mental health. Jasmine also
suggests that she is not able to assess whether her work is affecting her badly or not,
because she wants to learn to identify any signs or symptoms if she was being
affected negatively. This is interesting, since she does not utilise the psychologist

service available, but the psychologist could address these questions that she wants

answers to:

“Fejn qatt ghamilna kors Kif tie/u “When have we ever had a course
hsieb tiegaek innifsek? Qed tiddilja about how you take care of yourself?
ma’ dan kollu I-%in kollu on a daily You 're dealing with all this on a daily
basis m’ghandekx inti jghallmuk kif basis, don’t you deserve to learn on
tiddilja, kif tiezu 7sieb tieg/ek innifsek how to deal, how to take care of

... X inhuma s-sintomi li inti m’intix yourself ... or what the symptoms that
coping sew?” (Jasmine, 11, p. 20, you 're not coping well?”

lines 14-17)
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Lukas also explained how a bereavement service, or training about bereavement

would be beneficial for the nurses. As mentioned in the sub-theme ‘nurse-patient

relationship’, a good relationship is built between the nurses and patients who spend

a long time in the palliative care unit before dying. Such bereavement training would

benefit the staff, as when these patients die, Lukas feels that these relationships are

stopped suddenly, and there is no closure for the nurse with the patient.

“Xi tip ta’ seminar fuq bereavement ...
Dawn mal-pazjenti li jdumu tibni
relazzjoni. Once li jmutu, effettivament
li jigri hawn, ir-relazzjoni spic¢cajtha —
minghajr closure, jew titkellem ma’

dak li jkun.” (Lukas, 11, p. 4, lines 9-

“a kind of seminar on bereavement ...
You build relationships with patients
who spend a long time here. Once they
die, what happens is that the
relationship ends — without closure, or

without speaking with that person.”

13)

The findings in this sub-theme showed what the participants said was needed as
support, where they described group activities as sessions with a psychologist, and
team-building exercises where the ward staff are allowed time and space away from
work. The participants also mentioned how training can also teach them how to cope

and deal with situations at work.

This theme presented the services offered to the participants in their own views, and
the reasons why they do not utilise them. One of said reasons is the belief that the
support from their colleagues is enough; however, they were still not satisfied with

the services available to them. All participants suggested the organisation of group
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sessions and activities, as well as training as other support services which could be

offered.

This super-ordinate theme described how nurses in a palliative care unit cope with
patient death. All participants found their own combination of coping strategies to
deal with patient death and finding support from their colleagues. Most participants
however, felt that they could be better supported at work to better deal with patient
death, citing training and group activities as methods on how they could be better

supported.

4.4 Conclusion

This chapter presented the two super-ordinate themes that emerged from the analysis
of the data collected from the participating nurses. The first super-ordinate theme
‘outlook on death’ described the perspective that the participants had on death and
the effects of witnessing patient death. The second super-ordinate theme ‘dealing
with patient death’ then described how the participants coped with having to witness
patient death. In this regard, this chapter presented the experience of the participants

when encountering patient death, while working in the palliative care setting.
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Chapter 5: Discussion

5.1 Introduction

Chapter 5 presents a discussion of the findings of the present study which focuses on
the experiences of palliative care nurses in their encounters with death. A brief
description of the transactional theory of stress and coping by Lazarus (1966) is
presented. Subsequently, the findings of the present study will be discussed
alongside this theory, as well as the extant literature. The discussion will provide the
researcher’s interpretations of the findings in conformity with IPA methodology
(Smith, 2004) and according to the two super-ordinate themes, namely ‘outlook on
death’ and ‘dealing with patient death’. This chapter also explores the strengths and

limitations of this present study.

The following section is a description of the theory that enables an understanding of
the findings that represent nurses’ experiences of their encounters with death in the

palliative setting.

5.2 Role of Transactional Theory of Stress and Coping

In research, theory is important to build knowledge in order to understand and
explain the phenomenon being studied and to explain the reasons for its occurrence
(Eccles et al., 2005). The transaction theory of Lazarus (1966) was deemed as the
most appropriate theory, as it suggests that the individual and the environment act
upon each other. This relationship between them is considered as dynamic, since it is
constantly changing. Stress arises when a situation is appraised as being harmful or
threatening to the individual. The behavioural and/or cognitive action to reduce this

stress is described as coping (Folkman, 1984).
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The transactional theory of stress and coping proposes that stress is a result of the
appraisal of a situation experienced by an individual. The theory suggests that an
individual goes through two stages of appraisal — primary appraisal and secondary

appraisal — before experiencing stress and responding to it.

The primary appraisal is the evaluation of the situation to determine if it is
threatening or positive (Lazarus & Folkman, 1984). If it is neither, the situation is
deemed as not significant and irrelevant. If it is deemed as threatening, the individual
goes through secondary appraisal to evaluate if they have the resources to cope with
the situation. Negative stress arises if the demands of the situation outweigh the
resources to cope. These resources include: internal options, such as will power and
inner strength; and external options, such as professional help and peers. To deal

with stress, the individual engages in coping strategies (Folkman & Lazarus, 1987).

The transactional theory of stress and coping describes coping as having either a
problem-focused or emotion-focused style (Folkman & Lazarus, 1987). Problem-
based coping describes situations where the individual feels that they have control on
the situation and can cope by changing the situation to reduce stress (Lazarus, 1993).
In contrast, where the individual feels that they have little or no control on the
situation, the individual changes their relationship with the situation to reduce stress,
using emotion-based coping. This can involve avoidance, denial, or distancing from
the situation, and it does not change the situation, but rather the effect that the event
has on the individual (Lazarus, 1993). The transactional theory of stress and coping

classifies these coping strategies as adaptive, that is, when the coping strategies
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manage stress in the long term, or maladaptive, that is, when the coping strategies

only reduce stress in the short term (Lazarus, 1993).

This system of appraisal and coping mechanisms is transactional. As individuals try

to cope with a situation, they are making continuous re-appraisals of the situations,

and this affects how they cope with the situation. In turn, this reaction changes either

the situation or the individual, which then affects the re-appraisal. This results in the

re-appraising of the situation, whereby either the situation itself becomes appraised

as not stressful or changes the individual’s way of coping (Lazarus & Folkman,

1984). This whole process is illustrated in Figure 5.1.

Figure 5.1

Transactional Model of Stress and Coping (Lazarus & Folkman, 1984)
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A strength of this theory is that it is dynamic, since it factors in the ability of the

individual to change their appraisal of a situation, and thus their response. It

considers how different individuals appraise a situation, leading to different needs
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for coping, and identifies alternative methods for managing psychological responses

to stressors (Biggs et al., 2017).

The main critique of this theory is that it lacks empirical evidence, given that it deals
with humans. There is also an overlap between the primary and secondary appraisals,
since they are interdependent and not mutually exclusive (Lazarus & Folkman,

1984).

The transactional theory of stress and coping (Lazarus, 1966) was deemed as
appropriate since it can explain (i) how nurses appraise patient death as stressful or
not stressful, and (ii) how the individual responds to stress by utilising coping
strategies. As presented in the findings of the present study, the participants
described coping strategies during their interviews. The relevance of this theory will
be discussed throughout this chapter, where it will help explain the experiences of
the nurses working in the palliative unit and their responses to patient death, and how

they cope with it.

As mentioned in the literature review carried out, there is a dearth of research
specifically about nurses’ encounters with patient deaths in the palliative inpatient
setting and therefore, studies including nurses from other settings are included in the
discussion of the present study, as are studies that were carried out a substantial
number of years ago. The next section discusses how nurses working in the palliative
unit view death, and how encounters with patient death shaped their perception of

death.
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5.3 Outlook on Death

The findings in the previous chapter highlighted that the participants’ encounters
with patient death also shaped their perception of death. These findings will be
discussed with reference to the existent literature with the first part of this section
discussing the participants' perception of death and the second part discussing how
such encounters shaped these perceptions. In addition, the section will also discuss
how the participants appraise death, with reference to the transactional theory of

stress and coping (Lazarus, 1966).

Most participants in the present study stated that they viewed death as the inevitable
end-of-life, which everyone will experience. These findings corroborate the findings
by Vachon et al. (2012), and Guo and Zheng (2019) from a sample of oncology
nurses, and Temelli and Cerit (2021) from a sample of palliative care nurses, that
nurses acknowledged death as part of life. Guo and Zheng (2019) also added that the
nurses who had these views experienced more personal accomplishment, whilst
nurses with a positive attitude towards death experienced less burnout. This is further
discussed in the coping mechanisms mentioned by the participants, where they stated

that death becomes part of the norm.

Most participants in the present study described death as a relief of suffering.
Palliative care nurses in Temelli and Cerit (2021) also described death as a means to
end pain. This view is associated with experience; Guo and Zheng (2019) found that
oncology nurses having more than ten years of work experience tended to view death
as a means to end suffering. In contrast, nurses with less experience did not perceive

death as a relief of suffering (Guo & Zheng, 2019). According to the primary
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appraisal of the transactional theory of stress and coping (Lazarus, 1966) nurses in
this situation assess death as being ‘benign-positive’, where the effect of the situation
is positive with pleasant emotions (Lazarus & Folkman, 1984). A participant in the
present study, in fact, described how death could be seen as positive for him, since
sometimes death would be the only means to end suffering. This substantiates a
study involving critical care nurses by Hinderer (2012) which found that nurses
viewed death as being positive when it marked the end of suffering. The findings
from the present study also show that palliative care nurses view patient death as a
means of relief for the family and carers of the patient and this substantiates the
findings by Costello (2006), where nurses working in geriatrics described that a

patient death could bring relief to the relatives of the patient.

Nurses in the present study also perceived some patient deaths as being a ‘good’ or
‘bad’ death. All participants stated that they always try to help patients achieve a
‘good’ death. The ideology of a ‘good’ death in oncology stems from the fact that
cancers have a predictable trajectory and symptoms. Therefore, nurses can relatively
predict their patient’s death, and it is easier for them to plan for, and provide a ‘good’
death (Gott, 2008). In a qualitative study about the perceptions of palliative care
nurses about a ‘good’ and ‘bad’ death, Kristjanson et al. (2001) suggested reasons
why nurses aimed for a ‘good’ death. Kristjanson et al. (2001) suggested that a
‘good’ death provided nurses with job satisfaction and feeling privileged to have
provided a ‘good’ death to a patient. The present study also found that when a patient
died, participants focused on the care they had provided, and how this enabled the
patient to experience a more comfortable death. This will be further discussed with

the coping strategies the participants described.
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As discussed above, nurses’ perception of enabling a ‘good’ death for their patients
has a positive impact on the meaning that they ascribe to death — and vice versa in
relation to what they perceive was a ‘bad’ death for their patients. A discussion of
the characteristics that these nurses associate with ‘good’ and ‘bad’ deaths is

therefore warranted.

The findings from the present study showed how palliative care nurses described a
‘good’ death for their patients that include physical and psychosocial facets. Most
participants cited a pain and symptom-free death, having the patient not restless, and
surrounded by relatives, as a ‘good’ death. This corroborates with the findings of
Kehl (2006), who carried out an analysis of studies about the concept of a ‘good’
death. Kehl (2006) found that when describing a ‘good’ death, nurses cited a lack of

distress, good pain management, and a peaceful death.

Nurses in the present study also cited the mental wellbeing of the patients as being
important for a ‘good’ death. This aspect was also described as important by Kehl
(2006). A qualitative study by Peterson et al. (2010), involving nurses and nursing
students working in different settings caring for dying patients, also found that in
addition to alleviating physical suffering, nurses wanted to make sure that the
emotional needs of the dying patient were met. The present study found several ways
that the nurses described meeting these emotional needs. Some nurses described how
a ‘good’ death could be achieved if the patient had resolved any conflicts they may
have had and achieved closure in their relationships prior to death. The findings from
Kehl (2006) agreed with the present study. Kehl (2006) found that nurses described a

sense of closure of the patient’s relationships, including the reconciliation and
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forgiveness as part of improving relationships, and the completion of unfinished
business, prior to death. The nurses in the present study also cited having the
patients’ final wishes granted, as an important psychological aspect of a ‘good’
death. Such wishes described by some participants were attending a wedding, and
assuring that the patients accept that there still can be some quality of life left despite
their poor prognosis. The nurses in Kehl (2006) also described how, for them, a
‘good’ death meant that when possible, the patients’ beliefs and values were
honoured, and if possible, attended any upcoming family events that the patient
wished to attend. The nurses in this study by Kehl (2006) also described how they
try to help patients live until they die, in order to achieve a ‘good’ death, as also

found in the current study.

Some nurses in the present study described how during a ‘good’ death, the patient’s
relatives are calm and find it easier to accept the patient’s death. This, in turn, affects
how nurses cope with patient death, which will be discussed further when discussing
a ‘bad’ death. Findings from the present study also showed how the participants
explained that a ‘good’ death brings family members closer together, and the nurses
expressed how they were saddened by this since they felt pity for the relatives in

such closeness.

Similar to the studies by Kehl (2006) and Kristjanson et al. (2001), participants in
this study described a ‘bad’ death by contrasting it with a ‘good’ death. Nurses in the
present study described how dying alone was viewed as a ‘bad’ death, which agrees
with Kehl (2006). The participants in the current study also described how they felt

pity for the patients dying alone and felt the need to accompany them. This
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substantiates the findings of Guttormson et al. (2022), where a study about critical
care nurses and their experiences during the COVID-19 pandemic, found that nurses

felt distress when patients died alone.

Most participants in the present study also associated terminal restlessness with a
‘bad’ death. Terminal restlessness is defined as agitated delirium or terminal
agitation (Ferrell et al., 2010) in the last hours or days before a patient death (Lawlor
et al., 2000). Kehl (2006) also described that a patient suffering or in distress was
considered as a ‘bad’ death by nurses. A participant in the present study said that,
from her experience, when a patient has emotional pain, which she described as
unresolved conflicts or personal problems, the patient would end up dying restless.
Terminal restlessness was in fact cited as involving emotional turmoil or unresolved
emotional issues (Cooper, 2006b) which could be caused from fear, family conflict,

financial concerns, and relationship issues (Head & Faul, 2005).

In such instances where the patient dies with terminal restlessness, nurses in the
present study described how they feel helpless since as one participant said,
emotional pain cannot be treated with medication, and there is nothing that the nurse
can do to ease the pain. In contrast, extant literature states that unresolved emotional
issues, specifically those that cause terminal restlessness, could be treated with early
intervention, by utilising professional support services, without the need for
medications (Cooper, 2006a). The statement by the participant could indicate that the
nurse lacks knowledge and education pertaining to end-of-life issues.

The sense of helplessness described previously, could lead the nurses to appraise the

situation as stressful and resort to emotional-based coping as described by the
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transactional theory of stress and coping (Lazarus, 1966), which will be discussed
with the coping mechanisms described by the participants. Oncology nurses in
Vachon et al. (2012) and Liu and Chiang (2017), and critical care nurses in Hinderer
(2012) also described that it was difficult for them in instances where they could not
provide comfort to a suffering patient prior to death. Vachon et al. (2012) also found
that oncology nurses felt that dealing with suffering was harder than dealing with
patient death, given the helplessness and frustration felt when unable to relieve

suffering.

As mentioned before, some nurses in the present study said that relatives accept the
patient death better when it is a ‘good’ death and further stated that when the patient
dies a ‘bad’ death, relatives find it harder to accept the patient’s death. Hinderer
(2012) highlighted that when relatives find it hard to accept the patient death, nurses
are negatively affected, since they find it harder to cope with death. In addition,
nurses in the present study also felt that they were blamed by the relatives when a
patient was restless. This blame may stem from the need of the relatives to blame
someone for the patient’s death (Darlington et al., 2021).

Participants are not only affected negatively or positively by a patient’s death when
itis a ‘good’ or ‘bad’ death. The findings of the present study showed that the nurse-
patient relationships that the nurses formed also had an impact on how the nurses
were affected by the patient death. These relationships are discussed in the following
subsection. Patient death was described as “just another one” (Daniella) when the
participants had little or no contact with the patient prior to their death. On the
contrary, with patients that the nurses had formed what they viewed as a ‘good

relationship’, nurses said that they were affected negatively by their death. Hinderer
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(2012) too found that critical care nurses were affected more by deaths of patients
with whom they had formed a strong relationship, than with those patients who they
did not have the time to get to know. Most participants in the present study said that
they built a bond with patients who stayed for months in their wards, as was also
found by Liu and Chiang (2017) in their study about end-of-life care of oncology

nurses.

The nurses also described that with certain patients, they formed a closer relationship
due to certain characteristics that they could not describe. This could be explained by
the suggestion that nurses tend to form a strong relationship with patients who
remind them of someone close in their lives (Meier et al., 2001). Meier et al. (2001)
also adds that patients with similar background, appearance, or age as the nurse,
draw the nurse to form a stronger relationship with said patients. In fact, all
participants in the present study also said that they are affected negatively by deaths
of younger patients who are close to their own age. Naidoo and Sibiya (2014) and
Temelli and Cerit (2021) agree with these findings and cite critical care nurses and
palliative care nurses who describe how they feel sadness and become emotional
when young patients die. Most nurses in the present study said that they felt that they
could relate better with such patients due to their similar age. Keidel (2002) suggests
that the negative affect of the death of young patients as experienced by nurses,
could be caused by the fact that relating with patients, can heighten feelings of guilt
and could even revive personal pain, which could also lead to burnout (Keidel,

2002).
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All participants described these factors surrounding a patient’s death as shaping their
perception on death. The following section discusses the attitudes of the nurses
towards their own death and how witnessing death made them appreciate life more
and look at both life and death differently. In line with the findings of Barnett et al.
(2020), which found that hospice nurses showed low levels of fear of death, most

nurses in the current study stated that they do not fear their own death.

Some participants in the present study said that witnessing death made them
appreciate life more and changed their perspective to living in the present. Vachon et
al. (2012) and Hinderer (2012) also found that encountering death made nurses
reflect more on their life. Nurses realise that each day could be their last one, and
therefore come to appreciate each day and focus on what makes them happy
(Sherman, 2004). On the contrary, one of the participants from the present study,
started to look at life as being unfair, since it can be taken away at any time, and any
sacrifices made for the future would have been in vain. This latter view corroborates
with the study about hospice caregivers, which also found that some caregivers

viewed life as unfair (Mickley et al., 1998).

Participants described how they now talk more about death, and how the way they
talk about it is different to before starting work at the palliative care unit. They
mentioned how they have acquired a different sense of humour about death, that only
the nurses working in the palliative care unit could understand. Seeing a funny side
of death can act as a form of escape from the situation of patient death (Hopkinson et
al., 2005), which is possibly what participants in the current study do, but

conclusions cannot be made at this stage. Some participants in the present study also
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said that they now think more about death than before starting to work at the
palliative care unit, possibly because the frequent encounters with patient death
increased their awareness of their own death (Vachon et al., 2012). In contrast to the
present study’s findings, Guo and Zheng (2019) found that oncology nurses avoided
thinking and talking about death to reduce their death anxiety, indicating that
increased encounters with death as experienced by palliative care nurse could have a

reverse effect, and reduces death anxiety (Lehto & Stein, 2009; Lange et al., 2008).

The transactional theory of stress and coping (Lazarus & Folkman, 1984) suggests
that nurses appraise some deaths as being ‘benign-positive’ and describe these as
‘good’ deaths. Since the transactional theory of stress and coping suggests that
individuals re-appraise a situation after coping with the stress it causes (Lazarus &
Folkman, 1984), it can explain how nurses may feel the need to cope with patient
death by using problem-based coping. As described by Lazarus and Folkman (1984),
a type of problem-based coping is planful problem solving. The nurses used planful
problem solving by trying to enable a ‘good’ death for their patients and
accompanying a patient when dying alone. Therefore, by changing the situation to
achieve a ‘good’ death upon the re-appraisal of the situation, the nurses then appraise

the situation as ‘benign-positive’.

The lack of fear of death mentioned previously can be explained by coping and re-
appraisal, as described by the transactional theory of stress and coping (Lazarus,
1966). Since death could have been appraised as stressful by the nurses of this study
in their early encounters with it, they used emotion-based coping to reduce the stress

of the situation. As described by Lazarus (1993), a type of emotion-based coping is
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acceptance, whereby nurses accept that death is inevitable, and upon primary re-

appraisal, they appraise death as causing no stress, and hence they do not fear death.

Acceptance is a type of emotion-based coping as described by Lazarus and Folkman
(1987) where, due to lack of control on the situation, individuals come to accept or
avoid the situation to reduce stress. Emotional-based coping has been regarded as
ineffective and maladaptive, and even associated with negative outcomes (O'Driscoll
et al., 2008; Taylor & Stanton, 2007). In contrast, problem-based coping has been
associated with generally positive effects (O'Driscoll et al., 2008; Taylor & Stanton,
2007). The transactional theory of stress and coping (Lazarus & Folkman, 1984),
however, does not refer to either type of coping to be necessarily effective or

ineffective.

It is regarded that emotional-based coping is used in situations that evoke intense
emotional distress and is useful in the short term to cope immediately with stressful
situations where the individual has limited coping resources. This allows the
individual to integrate problem-based coping into his or her coping resources (Ben-
Zur, 2009). Long term use of emotion-based coping is regarded as not beneficial,
since it encourages individuals to disengage from the problem and prevents further
attempts to cope (Ben-Zur, 2009). Avoidance coping has for example been shown to
lower stress in the short term but causes adverse effects in the long term (LeBlanc et

al., 2008).
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If the nurses rely mostly on emotional-based coping strategies tentatively, means that
they are only temporarily coping with patient death and may be doing themselves
psychological harm in the long term. Long term distress has also been found to
hinder care that the nurses provide (Kim et al., 2020). This contrasts to what the
nurses in the study described they wanted to provide, to achieve a ‘good’ death as
will be discussed in the next section. Such coping strategies could be discussed with
a professional such as a psychologist, but as will be discussed, all nurses in the

present study stated that they did not feel the need for professional support.

This section discussed how encountering patient death shaped the perspective on
death of the participants and how patient death affects them. The next section
discusses the findings of the present study on how nurses working in the palliative
unit deal with patient death with reference to the transactional theory of stress and

coping (Lazarus, 1966).

5.4 Dealing with Patient Death

In the present study, participants described several strategies they presently use to
cope with death, the services which are provided at work, and what further services
they would like to be offered. The first part of this section presents the way that the
nurses in the present study appear to attempt to manipulate their own attitudes to
death and dying to one of acceptance of death as an inevitable part of life and of

work. This helps them cope with the stress caused by patient death.
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Most participants stated that with time and experience, they got used to death. For
them, death had become part of the norm and was seen as part of their job routine
and nursing practice. However, the participants’ experiences of some patient deaths
showed that there are instances where these deaths could have a negative impact.
Therefore, they have developed strategies to avoid the negative experiences

mentioned previously, such as sentiments of loss and helplessness.

‘Getting used’ to death was stated as an important coping mechanism for them to
deal with witnessing patient death. This reinforces what previous studies about
palliative (Temelli & Cerit, 2021) and critical care nurses (Hinderer, 2012) found,
particularly that after witnessing patient death for a long time, nurses are less
shocked and more comfortable with such circumstances. The findings in the present
study reinforce the findings from Hinderer (2012), that with experience, nurses cope
better with patient death. Some participants in the present study also described that
another coping strategy that they use to deal with patient death was to accept that
they cannot change the patient’s destiny. As mentioned previously, nurses see death
as an inevitable end-of-life. This helps them deal with providing end-of-life care
(Hinderer, 2012), and makes it easier for them to accept patient death (Hinderer,

2012; Gillman et al. 2015; Naidoo & Sibiya, 2014).

Most nurses in the present study described that with experience, they developed a
shell and started to set up boundaries between themselves and the patients to protect
themselves from the stress caused by patient death. Hinderer (2012) found that with
time, critical care nurses became hardened and also describing setting up a wall to

cope with patient death. This corroborates the findings of the present study. In a
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literature review about coping strategies of oncology and palliative care nurses,
Gillman et al. (2015), in agreement with the present study findings, described that
nurses set up boundaries in their relationships with patients and their relatives. The
ability to emotionally distance themselves as a way to cope is supported by studies
done in other nursing speciality areas, such as paediatrics, operating theatres, and
critical care units (Hinderer, 2012; Onstott, 1998; Papadatou et al., 2001). Peterson et
al. (2010) found that general nurses and nursing students too were concerned that
they would become too involved with a dying patient, and always try to keep their
emotions separate. Hopkinson et al. (2005) also found that general nurses strive to
control their emotional involvement with dying patients, but they were unable to
describe how they balance their emotional involvement and emotional distancing.
These general nurses only stated that this balance was learnt through experience and
not by any type of guidance. The participants of the present study also showed that
they are unable to balance between emotional involvement and emotional distancing,
since although they tried to set up boundaries to emotionally distance themselves,
they sometimes ended up getting too emotionally involved and got affected
negatively by patient death. Nurses utilise this emotional distancing as a coping
mechanism since it helps them go on with their day-to-day life (Yang & Mcilfatrick,

2001).

The creation of such boundaries is in contradiction to what the same nurses stated in
the present study: that a ‘good’ death encompasses addressing the patients’
psychosocial and emotional needs in addition to their physical needs. In fact, by
providing the best possible care prior to death of their patients makes accepting the

death much easier for nurses (Hinderer, 2012). Michaelsen (2012) argues that setting
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up such boundaries could hinder the provision of quality end-of-life care, which is
needed to achieve what the nurses described a ‘good’ death. In addition, the
provision of good quality care is also a type of coping strategy that the nurses

described they used, as will be discussed in the next section.

Some participants in the present study described how a way to cope with a patient
death, was by focusing on how they managed to improve the patient’s quality of life
during their days prior to their death, with a participant in the current study
describing how this gives him professional satisfaction. Studies by Vanderspank-
Wright et al. (2011) and Ranse et al. (2012) suggested that by focusing on the care
provided may even make nurses feel privileged that they were the one that provided

the patients with the best quality of life prior to their death.

Despite using the above-mentioned strategies, most participants in the present study
suggested that these were not always successful in reducing their own suffering in
relation to patient death. They further described strategies that were used to cope
with a patient death that affected them negatively. Such strategies included taking a
break away from work, utilising coping strategies even when they were away from

work, and seeking support from their colleagues.

Most of the nurses described taking a break as a way to deal with the negative

impact, which could be in the form of a short break away during the workday or
some time off work when feeling felt burnt out. Palliative nurses in the study by
(White et al., 2004) also mentioned the importance of taking time off work when

experiencing stress at work.
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Most participants also described individual coping strategies that they use such as
walking, going for a drive, and relaxing by watching a movie or television series.
These coping strategies are done when they are not at work, suggesting that the
nurses keep thinking about patient death when they are away from work, even
though they stated that they tried to keep work at work during the interviews. These
corroborate the findings of Barnard et al. (2006), where palliative nurses tried to not
bring work into family relationships, but some situations were too overwhelming and

they felt that they had to talk to a family member.

Support from colleagues was cited by all participants as being an important way to
cope with patient death. They also referred to the good teamwork that they have
between the staff in their ward, which further helps in making this type of support
easier to utilise. Several studies have found similar findings, that communicating
with colleagues about patient deaths is an important coping mechanism for critical
care nurses, and general nurses (Hinderer, 2012; Hopkinson et al., 2005; Naidoo &
Sibiya, 2014). In the study by Lobb et al. (2010), palliative care nurses described
debriefing as being most important emotional support for the nurses, which was
defined as informal talk with their colleagues or family. Lobb et al. (2010) found that
debriefing may help in the grieving process of palliative care nurses. Debriefing with
their colleagues provides the opportunity for nurses to express their sadness, fears,
and concerns (Malloy et al., 2013), and unburden themselves of negative emotions
(Gillman et al., 2015). Hopkinson et al. (2005) added that nurses find support from
the colleagues as important, since colleagues are the ones who have a shared
understanding of the experience of patient death. This agrees with the findings of the

present study, which highlighted that all nurses feel that colleagues can understand
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them the most and talking to colleagues helps them feel that they are not alone in
feeling the negative emotions. Another participant from the present study even stated
that for her, support from colleagues was all the support that she needs to cope with
patient death, reinforcing the importance of colleague support for palliative care

nurses.

In addition to support from their colleagues, some participants also mentioned that
there are professional services provided by the organisation. All nurses stated that
they have never utilised such services, as well as the reasons behind this. When
discussing this, all nurses suggested what support strategies they feel they need, and

should be implemented.

With regards to formal support services offered by the organisation, some nurses in
the present study also mentioned that the only support service provided was that of a
psychologist; a service which none of the participants had ever used. In a study about
palliative care nurses, Lobb et al. (2010) found that only 17% of the participants
reported that they had utilised counselling services provided at work, which also
indicates a low uptake of such services. Lack of rapport with the psychologist and
the fact that they were more comfortable talking with colleagues, who could
understand them best as mentioned before, were cited as the reasons why they did
not refer to professional services to cope. Shorter and Stayt (2010) support this
claim, since they found that informal conversations with colleagues were more
important than any formal support. A participant from this study also stated that for
him, it would be easier to open up if a professional approached him, rather than

seeking help himself. On the other hand, another participant stated that she does not
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utilise the professional support service since she would not want to experience the
same negative emotions while recounting the same bad experiences that affected her.
It is also worth noting that although participants are hesitant to speak to a
psychologist, they expressed several of their worries and questions that a
psychologist is in the perfect position to help with. Contrary to what the participants
stated, Melvin (2015) suggests that debriefing sessions with a psychologist would be
highly beneficial, even though the author also states that debriefing with a colleague
or friend would also be beneficial. In a study about nurses working in gynaecology
wards who encountered pregnancy loss, McCreight (2005) found that none of the
nurses used formal support. McCreight (2005) suggested that the nurses might feel
that utilising formal support might imply that they are not managing to cope with
work. Similar to the present study, nurses in the study by McCreight (2005) also
preferred support from their colleagues. McCreight (2005) also suggested that there

might be cultural norms that the nurses might feel they have to follow.

Despite the initial lack of enthusiasm with regards to individual psychology services
as an effective support system, most participants of the present study then referred to
the possible benefits of being offered group sessions with a psychologist, where they
could talk about their feelings and express their thoughts. Literature does suggest
that group bereavement debriefing sessions are effective for nurses to learn how to
deal with grief after a patient death (Keene et al., 2010; Papadatou et al., 2002).
Some participants, however, indicated that some nurses may still find it difficult to
speak to a psychologist, even in these group sessions. The participants did not
indicate why they would prefer group sessions with a psychologist rather than

individual sessions. Such regular group sessions between colleagues could help
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create an environment to discuss and manage difficult situations, by debriefing in a
supportive environment (Barnard et al., 2006). As will be discussed further later on,
Fessick (2007) suggests that such group sessions where nurses are able to express
their feelings and thoughts in a supportive environment can be of benefit to the

nurses both as a group and also individually.

Most participants further expressed their wish that they receive more education and
training about how they can cope with witnessing a lot of patient deaths during their
work and this agrees with previous findings by Guo and Zheng (2019). As explained
before, this could be due to appraising their resources to cope as not enough, even
though the participants also state that they are currently coping. Research has shown
that preventative measures are necessary for nurses working in the palliative care
setting, to maintain the nurses’ psychological wellbeing (Gillman et al., 2015). Such
a measure that could be provided by the organisation is regular training with regards
to self-care, developing resilience to enable nurses to cope with patient death

(Gillman et al., 2015).

Training about death education was found to be important by Guo and Zheng (2019),
since it was found that oncology nurses that attended such training reported
significantly lower death avoidance and emotional exhaustion scores. Hopkinson et
al. (2005) found that general nurses learnt how to cope with patient death through
their experience and observing how other nurses cope with patient death, which is
how most participants in the present study described they had learnt how to cope

with patient deaths.
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Nurses in the present study also indicated that they do not know how to deal with
certain situations during their palliative care giving. Palliative care training was
found to improve perceived self-efficacy of palliative care nurses in several studies
(Dehghani et al. 2020; Joy, 2015; Wen et al., 2012). Such training was also found to
help nurses manage patients’ pain and distressing symptoms better (Dehghani et al.,
2020; Shaw et al., 2010; Turrillas et al., 2019). This would be beneficial to the
participants of the present study, since they stated that they are affected negatively
with the death of distressed patients, but at the same time they suggested that they do
not know how to effectively treat such patients. More educational training would
help the lived experience of these nurses by decreasing the nurses’ stress that result

from what they perceive as ‘bad’ deaths (Fillion et al., 2005).

Participants in the present study also mentioned how they would like more group
activities organised for the staff at the palliative care unit, outside of the work
setting. The findings showed that this would provide the nurses with time and space
to talk to each other outside the limitations of time and setting at work. Such social
activities for staff were also recommended as a prevention and remedy for burnout in
paediatric oncology nurses (Spinetta et al., 2000). Some participants in the present
study also mentioned that such group activities could be a whole day where, in
addition to the opportunity to meet with colleagues outside of work, educational and
training sessions are also held. In a study about oncology nurses, Fessick (2007)
conducted such a retreat with educational sessions about coping strategies and
dealing with grief, and group sessions to discuss their thoughts and express their

emotions with a professional. Nurses in this study found these sessions very helpful
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to improve their coping abilities, and to also form a stronger bond with their

colleagues.

Some coping strategies mentioned in this section included setting up boundaries,
accepting death as inevitable part of work, and taking a break from work are types of
emotion-based coping mentioned by the participants. According to the transactional
theory of stress and coping (Lazarus & Folkman, 1984), these are described as
distancing, acceptance, and avoidance respectively and as mentioned previously,
these coping strategies have been shown to be only beneficial in the short term. To
be effective in reducing stress, they should be used to reduce stress in the short term,
until the nurses integrate a problem-based coping strategy (Ben-Zur, 2009).
Therefore, if nurses only rely on only emotional-based coping, this tentatively means

that they are not managing to cope, as previously discussed.

On the other hand, the coping strategy mentioned where nurses focus on how they
managed to improve the patient’s quality of life during their days prior to death is a
type of problem based coping. In this strategy, the nurses redefine the situation in a
positive way, to obtain some benefit from a stressful situation (Lazarus & Folkman,
1987). The support from colleagues, which was mentioned by all participants, is a
type of external resource to cope according to the secondary appraisal of a situation,
where an individual appraises peers as a resource for coping with stress (Lazarus &
Folkman, 1987). Hence, it seems that the participants employed different types of
coping strategies to deal with patient deaths. Thus, it seems that it is imperative that

palliative care nurse employ different coping strategies in their daily work.
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This section discussed how participants cope with patient death by accepting death
as being an inevitable part of work, creating shells and boundaries to emotionally
distance themselves from death, and taking a break from work. These coping
strategies are important for the nurses themselves to cope with encountering patient
death and also their nursing care since as mentioned previously, stress could hamper
nursing care (Kim et al., 2020). The perceptions of the support services available and
what further support the nurses feel they need were also discussed. The next section

presents the strengths and limitation of the present study.

5.5 Strengths and Limitations

The strengths and limitations of the present study are discussed in this section.

5.5.1 Strengths

A noteworthy strength of the current study is the fact that it is the first local study to
look at the lived experience of Maltese palliative care nurses and their encounters
with patient death. Focusing on the lived experiences of this population helps to

reduce the gap in knowledge about this subject.

This study consisted of two interviews for each participant. The second interview
helped strengthen the results of the study, since it provided additional exploration of
significant topics that were discussed in the first interview. The pilot interview

carried out before the start of the interviews was included in the study too.

Since the interviews were conducted in the participant’s preferred language, which

was Maltese, they were able to express their thoughts and feelings more comfortably.
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The use of an IPA approach is a major strength, since it provided the participants the
best opportunity to express their experiences. The impact of subjectivity was
acknowledged and a reflexive diary was kept to reduce any possible bias, by making
any assumptions and preconceptions held by the researcher clear. The findings of
this study also provide information that can be used to support the training needs of
nurses working in the palliative care setting, and for nurses who care for dying

patients.

5.5.2 Limitations
The limitations of the current study are presented below. The author of this study is a
novice researcher and this was his first attempt in phenomenological research, which

is itself a limitation.

The researcher has some previous experience working in the same palliative care
unit from where the participants were recruited, which would have led to the
possibility of preconceived ideas and beliefs affecting the research study. As
mentioned previously, a reflexive journal was kept to minimise their effect on the
study. As mentioned in Chapter 3, an intermediary approached the potential

participants, to reduce the possibility of coercion.

The researcher translated the interviews from Maltese to English, and although the
utmost was done to keep the same meaning of the text, some meanings and
metaphors may have been undermined by the translation. The excerpts hence have

been presented in both the original language and the translated English language to

145



minimise this limitation. This study was also limited by the time limitations due to it

being part of a Master’s degree research project.

5.6 Conclusion

This chapter presented a discussion of the findings of this study in relation to the
available literature. The coping strategies and the services used by nurses to help
them deal with patient death were also discussed. The transactional theory of stress
and coping (Lazarus, 1966) was utilised to explain how witnessing death shaped the
perceptions on death of these nurses, and how they cope with witnessing death
during their work. The next chapter provides a summary of the present study,

implications of this study, and recommendations for future research.
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Chapter 6: Conclusions and Recommendations

6.1 Introduction
This chapter presents a summary of the research study and its findings. The

educational, clinical practice and research recommendations are also presented.

6.2 Summary of the Research Study

The study aimed to explore the lived experiences of nurses who encounter patient
death in a palliative inpatient setting. My past working experience in this setting was
the motivation behind the choice of this area of study. From searching the literature,
a dearth of research was noted about the lived experiences of palliative care nurses
relating to patient death and there is no evidence of any local study, up to the time of

this present study, about the lived experiences of Maltese palliative care nurses.

To explore the lived experiences, a qualitative, hermeneutic, phenomenological
approach was deemed the most appropriate design to utilise and the research process
was guided by IPA as defined by Smith et al. (2012). Using purposeful sampling,
five nurses working in an inpatient palliative care setting were chosen to participate.
Data were collected using two one-to-one semi-structured interviews. The second
interview was carried out to delve deeper on certain topics that were explored in the

first interview.

From the analysis of the transcripts, two super-ordinate themes emerged, namely
‘outlook on death’ and ‘dealing with patient death’. The former theme describes how
witnessing patient death shaped the participants’ perception of death. The latter

theme describes how the participants cope with witnessing patient death, and their
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views on how they could be further supported in their work. Death was seen as part
of life’s journey by the participants as it marks the inevitable end of this journey.
Participants described how death sometimes meant the relief of suffering for their
patients. Describing their own death, the participants described how they neither fear

nor look forward to it.

When describing the deaths of their patients, participants referred to ‘good’ deaths
and ‘bad’ deaths. Participants described how they always aim for a ‘good’ death for
their patients, which for these nurses meant that the patient was pain- and symptom-
free, while being surrounded by their relatives. Nurses also described that emotional
and mental wellbeing was important for a patient to achieve a ‘good’ death.
Participants also mentioned that they feel bad and pity patients that die alone, since
this goes against the ‘good’ death that they try to achieve, and some nurses

mentioned how they had accompanied patients who were dying alone.

Even though participants tried to keep a boundary between them and their patients,
in order to not let themselves be affected by the patient death, they mentioned how
they still involuntarily formed relationships with some of these patients. The nurses
described how, having these relationships had an effect on how deaths of such
patients affected them. Some participants described how deaths of patients with
whom they had no relationship, did not affect them since it was seen as ‘just another’
death. Further to this, some participants described how they formed relationships
with younger patients who were similar in age to them and when these patients died,
they were negatively affected. Witnessing their patient’s death left a mark on the

participants by shaping their views on life and death. A few of the participants
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described how, since working in a palliative care setting, they started to appreciate
their family and life. The nurses changed their perspective to now and on enjoying

life more.

Some participants stated that now they think about death more and see death as
something normal and, from the analysis of the findings, this was also noted to be a
coping mechanism the nurses utilised to deal with patient death. Participants also
referred to getting used to death and accepting death as part of their work as ways to
cope with patient death. Despite describing a sense of normality and not being fazed
by death, nurses stated that death still affected them negatively. Furthermore, the
participants stated that they felt they needed more support at work. Most participants
described forming a shell or boundaries to emotionally distance themselves from the
patient, to not let patient death affect them, although this was not always effective.
Nurses stated that they accepted that they cannot control the destiny of the patient.
Participants also expressed their need to take a break to let out and calm their
emotions. On mentioning coping strategies, participants indicated that they keep

thinking about patient death away from work too.

Participants also added that they receive a lot of support from their colleagues, and
this was an important way of coping with patient death. The nurses described that
their colleagues were the ones who could best understand them, and in talking with

each other, they felt that they were not alone in feeling the negative emotions.

Although most participants were aware of the psychologist service offered to them at

work, they were hesitant to utilise it, since they felt more comfortable talking with
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their colleagues. Contrary to this, participants still mentioned that they would like
group sessions with a psychologist. Although the participants said that they did not
feel the need to use the psychological support services, from the analysis of the
findings, it was noted that the participants had many queries and questions that could
be answered by a psychologist. In addition, participants also talked about the need
for more training on how they can better take care of their mental health in relation
to witnessing death, and on how they can better handle certain situations while
providing end-of-life care. They stated that the knowledge that they currently use to

deal with such situations was gained through experience.

Participants also referred to group activities, such as team building activities held
outside of work, where they could meet together as colleagues and have the time and

space to talk with each other, away from the time limitations at work.

6.3 Recommendations for Education and Training

Nurses cited a lack of knowledge and training about how to answer certain questions
asked by the patient and relatives. Therefore, nurses working in the palliative care
unit should be provided with training on how to communicate with their patients and
the relatives. The participants felt that they are not provided with sufficient support.
Ongoing education on healthy ways to cope with witnessing patient death and its
effects was found to benefit palliative care nurses. Education on palliative care and
death should also be emphasised in nursing curriculum to better prepare nurses for
encounters with patient death. Such education should tackle pain and symptom

control, which are necessary to enable a ‘good’ death, as discussed previously.
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6.4 Recommendations for Clinical Practice and Management

Nurses being allocated to a palliative care setting should be provided with in-service
specialised orientation and training on caring for dying patients and death, since
most participants mentioned that they felt they were not trained to work in this

setting, and only learnt through experience.

As mentioned by the participants, adequate support systems are needed at work, to
assist nurses to cope with patient death. As a participant mentioned, nurses are
reluctant to seek support themselves, but would prefer healthcare professionals
approach them themselves. For this reason, a more active psychological support
service whereby the professional approaches the nurses, and is more present in the

nurses’ day-to-day life, would increase uptake of such services.

Good teamwork between the nurses was also noted in the findings, which helps them
support each other. As also mentioned by the participants, team building activities
and social events outside of the work setting would help foster an even better
working environment between the staff and provide them with an opportunity to

further talk and support each other away from the work setting.

6.5 Recommendations for Further Research

Further research is needed on what training should be provided for nurses prior to
starting to work in a palliative inpatient care unit, and for nurses already working

within such setting. Nurses in this study referred to setting up boundaries between
them and their patients. Further research on how this emotional disconnect affects

nurses’ experiences, as well as the nurse patient-family relationships is suggested.
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Further research is also needed on why palliative care nurses do not utilise the
support services provided, even though they feel the need and would benefit from
such services. Moreover, research should be done on what can be done to improve
such services to better support nurses working in the palliative care unit. Research is
also needed on the long term effects of frequent exposure to death, that palliative
care nurses experience, to determine if this exposure to death is detrimental to

nurses.

6.6 Conclusion

The perceptions of death of nurses working in an inpatient palliative care setting
were shaped by their encounters with patient death. Patient death also left an impact
on the participants, who felt the need of coping strategies to deal with patient death.
All participants found their own combination of coping strategies to deal with patient
death, as well as support from their colleagues. Further to this, participants felt that
they could be better supported at work to better deal with patient death, citing

training and group activities as ways that they could be better supported.

152



References

Awa, W. L., Plaumann, M., & Walter, U. (2009). Burnout prevention: A review of
intervention programs. Patient Education and Counseling, 78(2), 184-190.
10.1016/j.pec.2009.04.008

Ayten, A. (2009). Death anxiety among university students: A comparison study on
Turkish and Jordanian students. Dinbilimleri Akademik Aras, tirma Dergisi,
9(4), 85-108.

Azzopardi-Muscat, N., Buttigieg, S., Calleja, N., & Merkur, S. (2017). Malta: Health
System Review. Health Systems in Transition, 19(1), 1-

137. https://www.ncbi.nlm.nih.gov/pubmed/28485715

Barnard, A., Hollingum, C., & Hartfiel, B. (2006). Going on a journey:
understanding palliative care nursing. International Journal of Palliative
Nursing, 12(1), 6-12. 10.12968/ijpn.2006.12.1.20389

Barnett, M. D., Reed, C. M., & Adams, C. M. (2020). Death Attitudes, Palliative
Care Self-efficacy, and Attitudes Toward Care of the Dying Among Hospice
Nurses. Journal of Clinical Psychology in Medical Settings, 28(2), 295-300.
10.1007/s10880-020-09714-8

Ben-Zur, H. (2009). Coping Styles and Affect. International Journal of Stress
Management, 16(2), 87-101. 10.1037/a0015731

Berg, B. L., & Lune, H. (2012). Qualitative research methods for the social
sciences (8. ed., internat. ed. ed.). Pearson Education.

Biggerstaff, D., & Thompson, A. R. (2008). Interpretative Phenomenological
Analysis (IPA): A Qualitative Methodology of Choice in Healthcare
Research. Qualitative Research in Psychology, 5(3), 214-224.

10.1080/14780880802314304

153


https://www.ncbi.nlm.nih.gov/pubmed/28485715

Biggs, A., Brough, P., & Drummond, S. (2017). Lazarus and Folkman's
Psychological Stress and Coping Theory. The Handbook of Stress and
Health (pp. 349-364). John Wiley & Sons, Ltd. 10.1002/9781118993811.ch21
Blazeviciene, A., Laurs, L., & Newland, J. A. (2020). Attitudes of registered nurses
about the end - of - life care in multi-profile hospitals: a cross sectional

survey. BMC Palliative Care, 19(1), 131. 10.1186/5s12904-020-00637-7

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative
Research in Psychology, 3(2), 77-101. 10.1191/1478088706qp0630a

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic
analysis. Qualitative Research in Sport, Exercise and Health, 11(4), 589-597.
10.1080/2159676X.2019.1628806

Brent D. Slife, Casey D. Wright, & Stephen C. Yanchar. (2016). Using Operational
Definitions in Research: A Best-Practices Approach. The Journal of Mind and
Behavior, 37(2), 119-139. https://www.jstor.org/stable/44631540

Burnard, P., Edwards, D., Bennett, K., Thaibah, H., Tothova, V., Baldacchino, D.,
Bara, P., & Mytevelli, J. (2008). A comparative, longitudinal study of stress in
student nurses in five countries: Albania, Brunei, the Czech Republic, Malta
and Wales. Nurse Education Today, 28(2), 134-145.
10.1016/j.nedt.2007.04.002

Caprio, K.G. (2020). Understanding the Maltese perception of death: a
phenomenological approach [Bachelor's dissertation, University of Malta].
UM Open Access Repository

Chandrasekara, W. S. (2016). Help seeking attitudes and willingness to seek
psychological help: Application of the theory of planed behavior. International

journal of management, accounting and economics, 3(4), 233-245.

154


https://www.jstor.org/stable/44631540

Chapman, D. (2009). Health-related databases. Journal of the Canadian Academy of
Child and Adolescent Psychiatry, 18(2), 148-
149. https://www.ncbi.nlm.nih.gov/pubmed/19495437

Chapman, E., & Smith, J. A. (2002). Interpretative Phenomenological Analysis and
the New Genetics. Journal of Health Psychology, 7(2), 125-130.
10.1177/1359105302007002397

Cheung, K. L., ten Klooster, P. M., Smit, C., de Vries, H., & Pieterse, M. E. (2017).
The impact of non-response bias due to sampling in public health studies: A
comparison of voluntary versus mandatory recruitment in a Dutch national
survey on adolescent health. BMC Public Health, 17(1), 276. 10.1186/512889-
017-4189-8

Childress, J. F. (2017). Reflections on the National Bioethics Advisory Commission
and Models of Public Bioethics. The Hastings Center Report, 47(S1), S20-S23.
10.1002/hast.714

Clarke, C. (2009). An Introduction to Interpretative Phenomenological Analysis: a
Useful Approach for Occupational Therapy Research. The British Journal of
Occupational Therapy, 72(1), 37-39. 10.1177/030802260907200107

Colaizzi, P. F. (1978). Psychological research as the phenomenologist views it.

Connelly, L. M. (2014). Ethical considerations in research studies. Medsurg
Nursing, 23(1), 54-55. https://www.ncbi.nlm.nih.gov/pubmed/24707669

Cooper, C., Booth, A., Varley-Campbell, J., Britten, N., & Garside, R. (2018).
Defining the process to literature searching in systematic reviews: a literature
review of guidance and supporting studies. BMC Medical Research

Methodology, 18(1), 85. 10.1186/s12874-018-0545-3

155


https://www.ncbi.nlm.nih.gov/pubmed/19495437
https://www.ncbi.nlm.nih.gov/pubmed/24707669

Cooper, J. (2006a). Stepping into Palliative Care: Care and Practice. Taylor &
Francis Group.

Cooper, J. (2006b). Terminal restlessness. Stepping into Palliative Care 2: Care and
Practice, 2, 157.

Cooper, J., & Barnett, M. (2005). Aspects of caring for dying patients which cause
anxiety to first year student nurses. International Journal of Palliative
Nursing, 11(8), 423-430. 10.12968/ijpn.2005.11.8.19611

Corbin, J. M., & Strauss, A. L. (2008). Basics of qualitative research (3. ed. ed.).
Sage.

Costello, J. (2006). Dying well: nurses' experiences of 'good and bad' deaths in
hospital. Journal of Advanced Nursing, 54(5), 594-601. 10.1111/j.1365-
2648.2006.03867.x

Cottrell, L., & Duggleby, W. (2016). The “good death”: An integrative literature
review. Palliative & Supportive Care, 14(6), 686-712.
10.1017/S1478951515001285

Creswell, J. W. (2014). Research design: qualitative, quantitative, and mixed method
approaches

Critical Appraisal Skills Programme (2018). CASP Quialitative Checklist. [online]
Available at: https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-
Qualitative-Checklist-2018_fillable_form.pdf Accessed: 24" March 2022

Crotty, M. (1998). Foundations of Social Research. Taylor & Francis Group.

Cypress, B. S. (2017). Rigor or Reliability and Validity in Qualitative Research:
Perspectives, Strategies, Reconceptualization, and
Recommendations. Dimensions of Critical Care Nursing, 36(4), 253-263.

10.1097/DCC.0000000000000253

156


https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_form.pdf
https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_form.pdf

Darlington, A., Randall, D., Leppard, L., & Koh, M. (2021). Palliative and end of
life care for a child: understanding parents’ coping strategies. Acta
Paediatrica, 110(2), 673-681.

Death [Def. 1]. (2022) In Cambridge Advanced Learner’s Dictionary & Thesaurus.
Retrieved from https://dictionary.cambridge.org/dictionary/english/death
Dehghani, F., Barkhordari-Sharifabad, M., Sedaghati-Kasbakhi, M., & Fallahzadeh,
H. (2020). Effect of palliative care training on perceived self-efficacy of the

nurses. BMC Palliative Care, 19(1), 63. 10.1186/512904-020-00567-4

Denzin, N., & Lincoln, Y. (Eds.) (2011). The Sage handbook of qualitative research.
Sage.

Dimech, N. (2010). Student nurses' attitudes and perceptions towards the care of
dying patients [Bachelor's dissertation, University of Malta]. UM Open Access
Repository

Dionne-Odom, J. N., Azuero, A., Lyons, K. D., Hull, J. G., Tosteson, T., Li, Z., Li,
Z., Frost, J., Dragnev, K. H., Akyar, 1., Hegel, M. T., & Bakitas, M. A. (2015).
Benefits of Early Versus Delayed Palliative Care to Informal Family
Caregivers of Patients With Advanced Cancer: Outcomes From the ENABLE
I11 Randomized Controlled Trial. Journal of Clinical Oncology, 33(13), 1446-
1452.10.1200/JC0O.2014.58.7824

Dowling, M. (2006). Approaches to reflexivity in qualitative research. Nurse
Researcher, 13(3), 7-21. 10.7748/nr2006.04.13.3.7.¢5975

Downes, M. J., Brennan, M. L., Williams, H. C., & Dean, R. S. (2016).
Development of a critical appraisal tool to assess the quality of cross-sectional

studies (AXIS). BMJ Open, 6(12), €011458. 10.1136/bmjopen-2016-011458

157


https://dictionary.cambridge.org/dictionary/english/death

Eccles, M., Grimshaw, J., Walker, A., Johnston, M., & Pitts, N. (2005). Changing
the behavior of healthcare professionals: the use of theory in promoting the
uptake of research findings. Journal of Clinical Epidemiology, 58(2), 107-112.
10.1016/j.jclinepi.2004.09.002

Fenech Adami, M. (1993). Death and dying : student nurses experience, knowledge
and support [Bachelor's dissertation, University of Malta]. UM Open Access
Repository

Ferguson, L. (2004). External Validity, Generalizability, and Knowledge
Utilization. Journal of Nursing Scholarship, 36(1), 16-22. 10.1111/j.1547-
5069.2004.04006.x

Ferrell, B. R., Coyle, N., Heidrich, D. E., & English, N. (2010). Delirium,
Confusion, Agitation, and Restlessness. Oxford Textbook of Palliative
Nursing (). Oxford University Press. 10.1093/med/9780195391343.003.0022

Fessick, S. (2007). The use of a staff retreat with a grief counselor for inpatient
medical oncology nurses to assist with bereavement and coping. Paper
presented at the Oncology Nursing Forum, 34(2)

Fillion, U., Fortier, M., & Goupil, R. L. (2005). Educational needs of palliative care
nurses in Quebec. Journal of Palliative Care, 21(1), 12-18.

Finlay, L. (2009). Debating phenomenological research methods. Phenomenology &
Practice, 3(1)10.29173/pandpr19818

Flowers, P. (2008). Temporal tales: The use of multiple interviews with the same
participant. Qualitative Methods in Psychology Newsletter, 5, 24-27.

Folkman, S. (1984). Personal control and stress and coping processes: A theoretical
analysis. Journal of Personality and Social Psychology, 46(4), 839-852.

10.1037/0022-3514.46.4.839

158



Frommelt, K. H. M. (2003). Attitudes toward care of the terminally ill: An
educational intervention. American Journal of Hospice & Palliative
Medicine, 20(1), 13-22. 10.1177/104990910302000108

Gama, G., Vieira, M., & Barbosa, F. (2012). Factors influencing nurses' attitudes
toward death. International Journal of Palliative Nursing, 18(6), 267-273.
10.12968/ijpn.2012.18.6.267

Gerrish, K., Lacey, A., & Cormack, D. (2010). The Research Process in Nursing.
John Wiley & Sons, Incorporated.

Gill, P., Stewart, K., Treasure, E., & Chadwick, B. (2008). Methods of data
collection in qualitative research: interviews and focus groups. British Dental
Journal, 204(6), 291-295. 10.1038/bdj.2008.192

Gillman, L., Adams, J., Kovac, R., Kilcullen, A., House, A., & Doyle, C. (2015).
Strategies to promote coping and resilience in oncology and palliative care
nurses caring for adult patients with malignancy: a comprehensive systematic
review. JBI Database of Systematic Reviews and Implementation
Reports, 13(5), 131-204. 10.11124/jbisrir-2015-1898

Giorgi, A. (1985). Sketch of a psychological phenomenological method.

Given, L. M. (2008). The SAGE Encyclopedia of Qualitative Research Methods.
SAGE Publications. 10.4135/9781412963909

Gray, J. R., & Grove, S. K. (2018). Understanding nursing research: building an
evidence-based practice. Saunders.

Grech, A., Depares, J., & Scerri, J. (2018). Being on the Frontline: Nurses'

Experiences Providing End-of-Life Care to Adults With Hematologic
Malignancies. Journal of Hospice and Palliative Nursing, 20(3), 237-244.

10.1097/NJH.0000000000000433

159



Greenland, S., Senn, S. J., Rothman, K. J., Carlin, J. B., Poole, C., Goodman, S. N.,
& Altman, D. G. (2016). Statistical tests, P values, confidence intervals, and
power: a guide to misinterpretations. European Journal of
Epidemiology, 31(4), 337-350. 10.1007/s10654-016-0149-3

Grima, C.M. (2018). Unexpected death: the experiences of nurses working in a
cardiology setting [Master’s dissertation, University of Malta]. UM Open
Access Repository

Grove, S. K., Gray, J., & Burns, N. (2015). Understanding nursing research (6th
edition ed.). Elsevier.

Groves, R. M., Fowler, F., & Couper, M. P. (2004). Survey methodology (2nd ed
ed.). Wiley-Interscience.

Guba, E. G. (1998). The Paradigm dialog

Guo, Q., & Zheng, R. (2019). Assessing oncology nurses’ attitudes towards death
and the prevalence of burnout: A cross-sectional study. European Journal of
Oncology Nursing : The Official Journal of European Oncology Nursing
Society, 42, 69-75. 10.1016/j.ejon.2019.08.002

Guttormson, J. L., Calkins, K., McAndrew, N., Fitzgerald, J., Losurdo, H., &
Loonsfoot, D. (2022). Critical Care Nurses' Experiences During the COVID-19
Pandemic: A US National Survey. American Journal of Critical Care, 31(2),
96-e7. 10.4037/ajcc2022312

Haynes, R. B. (2001). Of studies, syntheses, synopses, and systems: the “4S”
evolution of services for finding current best evidence. Evidence-Based

Medicine (English Ed.), 6(2), 36-38. 10.1136/ebm.6.2.36

160



Head, B., & Faul, A. (2005). Terminal restlessness as perceived by hospice
professionals. American Journal of Hospice & Palliative Medicine, 22(4), 277-
282.10.1177/104990910502200408

Higgins, J. P. T., & Green, S.Cochrane handbook for systematic reviews of
interventions version 5.1.0 (updated March 2011). The Cochrane
Collaboration, 10.1002/14651858.CD008754.pub2

Hinderer, K. (2012). Reactions to Patient Death: The Lived Experience of Critical
Care Nurses. Dimensions of Critical Care Nursing, 31(4), 252-259.
10.1097/DCC.0b013e318256€e0f1

HOLLAND, J. M., & NEIMEYER, R. A. (2005). Reducing the risk of burnout in
end-of-life care settings: The role of daily spiritual experiences and
training. Palliative & Supportive Care, 3(3), 173-181.
10.1017/S1478951505050297

Holms, N., Milligan, S., & Kydd, A. (2014). A study of the lived experiences of

registered nurses who have provided end-of-life care within an intensive care

unit. International Journal of Palliative Nursing, 20(11), 549-556.

Hopkinson, J. B., Hallett, C. E., & Luker, K. A. (2005). Everyday death: how do
nurses cope with caring for dying people in hospital? International Journal of
Nursing Studies, 42(2), 125-133. 10.1016/j.ijnurstu.2004.06.004

Hospice Malta. (2022). Help us make St Michael's Hospice a

reality. https://hospicemalta.org/st-michael-hospice/

Iranmanesh, S., Dargahi, H., & Abbaszadeh, A. (2008). Attitudes of Iranian nurses
toward caring for dying patients. Caring for Dying and Meeting Death. the
Views of Iranian and Swedish Nurses and Nurse Students, 6(4), 363-369.
10.1017/S1478951508000588

161


https://hospicemalta.org/st-michael-hospice/

Jocham, H. R., Dassen, T., Halfens, R., & Widdershoven, G. (2009). Evaluating
palliative care--A review of the Literature. Palliative Care (Auckland, N.Z.), 3,
5-12. https://search.proquest.com/docview/1035228412

Joy, Y. L. (2015). The influence of a palliative care education intervention in
increasing knowledge and self-efficacy of nurses practicing in long-term care
[Doctoral Dissertations, Connecticut Graduate School]

Kallet, R. H. (2004). How to write the methods section of a research
paper. Respiratory Care, 49(10), 1229-
1232. https://www.ncbi.nlm.nih.gov/pubmed/15447808

Kane, J. R., Hellsten, M. B., & Coldsmith, R. A. (2004). Human Suffering: The
Need for Relationship-Based Research in Pediatric End-of-Life Care. Journal
of Pediatric Oncology Nursing, 21(3), 180-185. 10.1177/1043454204264393

Kapp, M. B. (2006). Ethical and legal issues in research involving human subjects:
do you want a piece of me? Journal of Clinical Pathology, 59(4), 335-339.
10.1136/jcp.2005.030957

Keene, E. A., Hutton, N., Hall, B., & Rushton, C. (2010). Bereavement debriefing
sessions: an intervention to support health care professionals in managing their
grief after the death of a patient. Pediatric Nursing, 36(4), 185-
190. https://www.ncbi.nlm.nih.gov/pubmed/20860257

Kehl, K. A. (2006). Moving Toward Peace: An Analysis of the Concept of a Good
Death. American Journal of Hospice & Palliative Medicine, 23(4), 277-286.
10.1177/1049909106290380

Keidel, G. C. (2002). Burnout and compassion fatigue among hospice
caregivers. American Journal of Hospice & Palliative Medicine, 19(3), 200-

205. 10.1177/104990910201900312

162


https://www.ncbi.nlm.nih.gov/pubmed/15447808
https://www.ncbi.nlm.nih.gov/pubmed/20860257

Kim, J., Kim, S., & Byun, M. (2020). Emotional distancing in nursing: A concept
analysis. Nursing Forum (Hillsdale), 55(4), 595-602. 10.1111/nuf.12475
Komesaroff, P., Dodds, S., McNeill, P., & Skene, L. (2001). Human research ethics

handbook. National Health and Medical Research Council.

Kothari, C. R. (2013). Research Methodology: Methods and Techniques. New Age
International Publishers.

Kristjanson, L. J., McPhee, I., Pickstock, S., Wilson, D., Oldham, L., & Martin, K.
(2001). Palliative care nurses’ perceptions of good and bad deaths and care
expectations: a qualitative analysis. International Journal of Palliative
Nursing, 7(3), 129-139. 10.12968/ijpn.2001.7.3.8911

Lange, M., Thom, B., & Kline, N. E. (2008). Assessing Nurses' Attitudes Toward
Death and Caring for Dying Patients in a Comprehensive Cancer
Center. Oncology Nursing Forum, 35(6), 955-959. 10.1188/08.ONF.955-959

Larkin, M., Watts, S., & Clifton, E. (2006). Giving voice and making sense in
interpretative phenomenological analysis. Qualitative Research in
Psychology, 3(2), 102-120. 10.1191/1478088706qp0620a

Lawlor, P. G., Fainsinger, R. L., & Bruera, E. D. (2000). Delirium at the End of Life:
Critical Issues in Clinical Practice and Research. JAMA : The Journal of the
American Medical Association, 284(19), 2427-2429.
10.1001/jama.284.19.2427

Lazarus, R. S. (1966). Psychological stress and the coping process. McGraw-Hill.

Lazarus, R. S. (1993). Coping theory and research: past, present, and
future. Psychosomatic Medicine, 55(3), 234-247. 10.1097/00006842-

199305000-00002

163



Lazarus, R. S., & Folkman, S. (1987). Transactional theory and research on emotions
and coping. European Journal of Personality, 1(3), 141-169.
10.1002/per.2410010304

Lazarus, R. S., PhD, & Folkman, S., PhD. (1984). Stress, appraisal, and coping.
Springer Publishing Company.

LeBlanc, V. R., Regehr, C., Jelley, R. B., & Barath, 1. (2008). The Relationship
Between Coping Styles, Performance, and Responses to Stressful Scenarios in
Police Recruits. International Journal of Stress Management, 15(1), 76-93.
10.1037/1072-5245.15.1.76

Leech, B. (2002). Asking Questions: Techniques for Semi structured Interviews.
Political Science and Politics, 35(04), 665-668. doi: 10. 1017/s104909650200lI
129

Leeuw, E. D. d., Hox, J. J., & Dillman, D. A. (2009). International handbook of
survey methodology (Reprinted ed.). Psychology Press.

Lehto, R. H., & Stein, K. F. (2009). Death Anxiety: An Analysis of an Evolving
Concept. Research and Theory for Nursing Practice, 23(1), 23-41.
10.1891/1541-6577.23.1.23

Leung, F., & Savithiri, R. (2009). Spotlight on focus groups. Canadian Family
Physician, 55(2), 218-219. https://www.ncbi.nlm.nih.gov/pubmed/19221085

Levin, K. A. (2006). Study design I1l: Cross-sectional studies. Evidence-Based
Dentistry, 7(1), 24-25. 10.1038/sj.ebd.6400375

Limbu, T., & Taylor, P. M. (2021). Experiences of surgical nurses in providing end-

of-life care in an acute care setting: a qualitative study. British Journal of
Nursing (Mark Allen Publishing), 30(18), 1084-1089.

10.12968/bjon.2021.30.18.1084

164


https://www.ncbi.nlm.nih.gov/pubmed/19221085

Lincoln, Y. S., & Guba, E. G. (1986). But is it Rigorous? Trustworthiness and
Authenticity in Naturalistic Evaluation. New Directions for Program
Evaluation, (30),

73. http://eric.ed.gov/ERICWebPortal/detail?7accno=EJ335299

Lincoln, Y., & Guba, E. (2011). Naturalistic inquiry, W. Ross MacDonald School
Resource Services Library.

Liu, Y., & Chiang, H. (2017). From vulnerability to passion in the end-of-life care:
The lived experience of nurses. European Journal of Oncology Nursing : The
Official Journal of European Oncology Nursing Society, 31, 30-36.
10.1016/j.ejon.2017.09.002

Lobb, E. A., Oldham, L., Vojkovic, S., Kristjanson, L. J., Smith, J., Brown, J. M., &
Dwyer, V. W. J. (2010). Frontline Grief. Journal of Hospice and Palliative
Nursing, 12(4), 225-233. 10.1097/NJH.0b013e3181dceadc

Majid, M. A. A., Othman, M., Mohamad, S. F., Lim, S. A. H., & Yusof, A. (2017).
Piloting for Interviews in Qualitative Research: Operationalization and
Lessons Learnt. International Journal of Academic Research in Business and
Social Sciences, 7(4)10.6007/1JARBSS/v7-i4/2916

Malloy, P., Thrane, S., Winston, T., Virani, R., & Kelly, K. (2013). Do Nurses Who
Care for Patients in Palliative and End-Of-Life Settings Perform Good Self-
care? Journal of Hospice and Palliative Nursing, 15(2), 99-106.
10.1097/NJH.0b013e31826bef72

Malmaqyvist, J., Hellberg, K., Méllas, G., Rose, R., & Shevlin, M. (2019). Conducting
the Pilot Study: A Neglected Part of the Research Process? Methodological

Findings Supporting the Importance of Piloting in Qualitative Research

165


http://eric.ed.gov/ERICWebPortal/detail?accno=EJ335299

Studies. International Journal of Qualitative Methods, 18, 160940691987834.
10.1177/1609406919878341

March, P. A. (1998). Terminal restlessness. American Journal of Hospice &
Palliative Medicine, 15(1), 51-53. 10.1177/104990919801500110

McCreight, B. S. (2005). Perinatal grief and emotional labour: a study of nurses’
experiences in gynae wards. International Journal of Nursing Studies, 42(4),
439-448. 10.1016/j.ijnurstu.2004.07.004

Meier, D. E., Back, A. L., & Morrison, R. S. (2001). The Inner Life of Physicians
and Care of the Seriously Ill. JAMA : The Journal of the American Medical
Association, 286(23), 3007-3014. 10.1001/jama.286.23.3007

Melvin, C. S. (2015). Historical Review in Understanding Burnout, Professional
Compassion Fatigue, and Secondary Traumatic Stress Disorder From a
Hospice and Palliative Nursing Perspective. Journal of Hospice and Palliative
Nursing, 17(1), 1-72. 10.1097/NJH.0000000000000126

Michaelsen, J. J. (2012). Emotional distance to so-called difficult
patients. Scandinavian Journal of Caring Sciences, 26(1), 90-97.
10.1111/5.1471-6712.2011.00908.x

Mickley, J. R., Pargament, K. I, Brant, C. R., & Hipp, K. M. (1998). God and the
Search for Meaning Among Hospice Caregivers. The Hospice Journal, 13(4),
1-17. 10.1080/0742-969X.1998.11882904

Mok, E., & Chiu, P. C. (2004). Nurse-patient relationships in palliative care. Journal
of Advanced Nursing, 48(5), 475-483. 10.1111/j.1365-2648.2004.03230.x

Murray, M., & Chamberlain, K. (1998). Qualitative Research in Health
Psychology. Journal of Health Psychology, 3(3), 291-295.

10.1177/135910539800300301

166



Naidoo, V., & Sibiya, M. N. (2014). Experiences of Critical Care Nurses of Death
and Dying in an Intensive Care Unit: A Phenomenological Study. Journal of
Nursing & Care, 3(4)10.4172/2167-1168.1000179

Newington, L., & Metcalfe, A. (2014). Factors influencing recruitment to research:
qualitative study of the experiences and perceptions of research teams. BMC
Medical Research Methodology, 14(1), 10. 10.1186/1471-2288-14-10

Nijhawan, L., Janodia, M., Muddukrishna, B., Bhat, K., Bairy, K., Udupa, N., &
Musmade, P. (2013). Informed consent: Issues and challenges. Journal of
Advanced Pharmaceutical Technology & Research, 4(3), 134-140.
10.4103/2231-4040.116779

O'Driscoll, M., Brough, P., & Kalliath, T. (2008). The Oxford Handbook of
Organizational Well Being (1st ed.). Oxford University Press.
10.1093/0oxfordhb/9780199211913.001.0001

OECD/European Observatory on Health Systems and Policies. (2019). Malta:
Country Health Profile 2019, State of Health in the EU. OECD Publishing.
10.1787/05db1284-en

Onstott, A. T. (1998). Perioperative Nursing Care When Sudden Patient Death
Occurs in the OR. AORN Journal, 67(4), 829,832-830,836. 10.1016/S0001-
2092(06)62646-X

OSBORNE, J. W. (1994). Some Similarities and Differences Among
Phenomenological and Other Methods of Psychological Qualitative
Research. Canadian Psychology = Psychologie Canadienne, 35(2), 167-189.
10.1037/0708-5591.35.2.167

Page, M. J., McKenzie, J. E., Bossuyt, P. M., Boutron, I., Hoffmann, T. C., Mulrow,

C. D., Shamseer, L., Tetzlaff, J. M., Akl, E. A., Brennan, S. E., Chou, R.,

167



Glanville, J., Grimshaw, J. M., Hrobjartsson, A., Lalu, M. M., Li, T., Loder, E.
W., Mayo-Wilson, E., McDonald, S., Moher, D. (2021). The PRISMA 2020
statement: an updated guideline for reporting systematic reviews. BMJ
(Online), 372, n71. 10.1136/bmj.n71
Papadatou, D., Bellali, T., Papazoglou, I., & Petraki, D. (2002). Greek nurse and
physician grief as a result of caring for children dying of cancer. Pediatric
Nursing, 28(4), 345-353. https://www.ncbi.nlm.nih.gov/pubmed/12226956
Papadatou, D., Martinson, I., & Chung, P. (2001). Caring for Dying Children: A
Comparative Study of Nurses’ Experiences in Greece and Hong Kong. Cancer
Nursing, 24(5), 402-412. 10.1097/00002820-200110000-00013
Parahoo, K. (2014). Nursing research: principles, process and issues. Macmillan
International Higher Education.
Park, J., & Oh, J. (2019). Influence of Perceptions of Death, End-of-Life Care Stress,
and Emotional Intelligence on Attitudes towards End-of-Life Care among
Nurses in the Neonatal Intensive Care Unit. Child Health Nursing

Research, 25(1), 38-47. 10.4094/chnr.2019.25.1.38

Parola, V., Coelho, A., Sandgren, A., Fernandes, O., & Apéstolo, J. (2018). Caring
in Palliative Care: A Phenomenological Study of Nurses' Lived
Experiences. Journal of Hospice and Palliative Nursing, 20(2), 180-186.

10.1097/NJH.0000000000000428

Peters, L., Cant, R., Payne, S., O’Connor, M., McDermott, F., Hood, K., Morphet, J.,
& Shimoinaba, K. (2013). Emergency and palliative care nurses’ levels of
anxiety about death and coping with death: A questionnaire
survey. Australasian Emergency Nursing Journal, 16(4), 152-159.
10.1016/j.aenj.2013.08.001

168


https://www.ncbi.nlm.nih.gov/pubmed/12226956

Peters, L., Cant, R., Payne, S., O'Connor, M., McDermott, F., Hood, K., Morphet, J.,
& 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, 14-21. 10.2174/1874434601307010014

Peterson, J. L., Johnson, M. A., Halvorsen, B., Apmann, L., Chang, P., Kershek, S.,
Scherr, C., Ogi, M., & 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), 181-187. 10.12968/ijpn.2010.16.4.47784

Polit, D. and Hungler, B. (1999): Nursing Research: Principle and Method,
Lippincott Company,

Polit, D., & Beck, C. (2010). ESSENTIALS OF NURSING RESEARCH (7th ed.).
Lippincott Williams & Wilkins.

Rafii, F., Nikbakht Nasrabadi, A., & Karim, M. A. (2016). End-of-life care

provision: experiences of intensive care nurses in Irag. Nursing in Critical

Care, 21(2), 105-112. 10.1111/nicc.12219

Randolph, J. J. (2009). A Guide to Writing the Dissertation Literature
Review. Practical
Assessment, https://explore.openaire.eu/search/publication?articleld=doajarticl
es::2ea92572c5dcc9ac66ee1385ba373cof
Ranse, K., Yates, P., & Coyer, F. (2012). End-of-life care in the intensive care
setting: A descriptive exploratory qualitative study of nurses’ beliefs and
practices. Australian Critical Care, 25(1), 4-12. 10.1016/j.aucc.2011.04.004
Rebar, R. C., Gersch, C., Macnee, L. C., & McCabe, S. (2010). Understanding

nursing research. Lippincott Williams & Wilkins.

169


https://explore.openaire.eu/search/publication?articleId=doajarticles::2ea92572c5dcc9ac66ee1385ba373c9f
https://explore.openaire.eu/search/publication?articleId=doajarticles::2ea92572c5dcc9ac66ee1385ba373c9f

Reid, K., Flowers, P., & Larkin, M. (2005). Exploring lived experience. The British
Psychological Society, 18, 20-23.

Riessman, C. (2002). Narrative analysis, Sage.

Rodriguez, A., & Smith, J. (2018). Phenomenology as a healthcare research
method. Evidence-Based Nursing, 21(4), 96-98. 10.1136/eb-2018-102990

Rose, S., & Bisson, J. (1998). Brief early psychological interventions following
trauma: A systematic review of the literature. Journal of Traumatic
Stress, 11(4), 697-710. 10.1023/A:1024441315913

Rothman, K. J. (2002). Epidemiology. Oxford Univ. Press.

Sackett, D., Straus, S., Richardson, W., Rosenberg, W., & Haynes, R. (2001).
Evidence-based medicine, Churchill Livingstone.

Scalpello Hammett, F.J. (2011). Nursing students' anxiety and attitudes towards
caring for the dying : a correlational study [Master’s dissertation, University
of Malta]. UM Open Access Repository

Shaw, E. A., Marshall, D., Howard, M., Taniguchi, A., Winemaker, S., & Burns, S.
(2010). A systematic review of postgraduate palliative care curricula. Journal
of Palliative Medicine, 13(9), 1091-1108.

Sherman, D. W. (2004). Nurses' stress & burnout. How to care for yourself when
caring for patients and their families experiencing life-threatening illness. The
American Journal of Nursing, 104(5), 48-56. 10.1097/00000446-200405000-
00020

Shi, H., Shan, B., Zheng, J., Peng, W., Zhang, Y., Zhou, X., Miao, X., & Hu, X.

(2019). Knowledge and attitudes toward end-of-life care among community
health care providers and its influencing factors in China: A cross-sectional

study. Medicine (Baltimore), 98(45), e17683. 10.1097/MD.0000000000017683

170



Shinebourne, P. (2011). The theoretical underpinnings of Interpretative
Phenomenological Analysis. Existential Analysis, 22(1), 16.

Shorter, M., & Stayt, L. C. (2010). Critical care nurses' experiences of grief in an
adult intensive care unit. Journal of Advanced Nursing, 66(1), 159-167.
10.1111/5.1365-2648.2009.05191.x

Sieber, J. E. (1992). Planning ethically responsible research. Sage.

Slater, P. J., Edwards, R. M., & Badat, A. A. (2018). Evaluation of a staff well-being
program in a pediatric oncology, hematology, and palliative care services
group. Journal of Healthcare Leadership, 10, 67-85. 10.2147/JHL.S176848

Smith, J. A. (2004). Reflecting on the development of interpretative
phenomenological analysis and its contribution to qualitative research in
psychology. Qualitative Research in Psychology, 1(1), 39-54.
10.1191/1478088704qp0040a

Smith, J. A. (2008). Qualitative psychology: A practical guide to research
methods (2. ed., 1. publ. ed.). Sage.

Smith, J. A., Larkin, M., & Flowers, P. (2012). Interpretative Phenomenological
Analysis: Theory, Method and Research. Sage Publications.

Spinetta, J. J., Jankovic, M., Ben Arush, M. W., Eden, T., Epelman, C., Greenberg,
M. L., Martins, A. G., Mulhern, R. K., Oppenheim, D., & Masera, G. (2000).
Guidelines for the recognition, prevention, and remediation of burnout in
health care professionals participating in the care of children with cancer:
Report of the SIOP Working Committee on Psychosocial Issues in Pediatric
Oncology. Medical and Pediatric Oncology, 35(2), 122-125. 10.1002/1096-

911X(200008)35:2<122::AID-MP0O7>3.0.CO;2-J

171



Sung, H., Ferlay, J., Siegel, R. L., Laversanne, M., Soerjomataram, 1., Jemal, A., &
Bray, F. (2021). Global Cancer Statistics 2020: GLOBOCAN Estimates of
Incidence and Mortality Worldwide for 36 Cancers in 185 Countries. CA: A
Cancer Journal for Clinicians, 71(3), 209-249. 10.3322/caac.21660

Taylor, S. E., & Stanton, A. L. (2007). Coping Resources, Coping Processes, and
Mental Health. Annual Review of Clinical Psychology, 3(1), 377-401.
10.1146/annurev.clinpsy.3.022806.091520

Temelli, G., & Cerit, B. (2021). Perceptions of Palliative Care Nurses Related to
Death and Palliative Care Practices. Omega: Journal of Death and
Dying, 84(2), 378-398. 10.1177/0030222819890457

The practice of nursing research; appraisal, synthesis, and generation of evidence,
6th ed (2009). Ringgold, Inc.

Todres, L, & Holloway, 1.M. (2010). Phenomenological research. In K. Garish, &
A. Lacey, the Research Process in Nursing (6% ed.), Blackwell Publishing Ltd.

Tomer, A., & Eliason, G. (1996). Toward a comprehensive model of death
anxiety. Null, 20(4), 343-365. 10.1080/07481189608252787

Tufford, L., & Newman, P. (2012). Bracketing in Qualitative Research. Qualitative
Social Work : QSW : Research and Practice, 11(1), 80-96.
10.1177/1473325010368316

Turrillas, P., Teixeira, M. J., & Maddocks, M. (2019). A systematic review of
training in symptom management in palliative care within postgraduate
medical curriculums. Journal of Pain and Symptom Management, 57(1), 156-
170. e4.

Vachon, M., Fillion, L., & Achille, M. (2012). Death Confrontation, Spiritual-

Existential Experience and Caring Attitudes in Palliative Care Nurses: An

172



Interpretative Phenomenological Analysis. Qualitative Research in
Psychology, 9(2), 151-172. 10.1080/14780881003663424

Van Teijlingen, E. R., Rennie, A., Hundley, V., & Graham, W. (2001). The
importance of conducting and reporting pilot studies: the example of the
Scottish Births Survey. Journal of Advanced Nursing, 34(3), 289-295.
10.1046/j.1365-2648.2001.01757.x

van Wyk, B. E., Pillay-Van Wyk, V., & van Wyk, B. E. (2014). Preventive staft-
support interventions for health workers. Cochrane
Library, 2014(4)10.1002/14651858.CD003541.pub3

Vanderspank-Wright, B., Fothergill-Bourbonnais, F., Brajtman, S., & Gagnon, P.
(2011). Caring for patients and families at end of life: the experiences of nurses
during withdrawal of life-sustaining treatment. Dynamics (Pembroke), 22(4),
31-35. https://www.ncbi.nlm.nih.gov/pubmed/22282952

Viswanathan, M., Berkman, N. D., Dryden, D. M., & Hartling, L. (2013). Assessing
risk of bias and confounding in observational studies of interventions or
exposures: further development of the RTI item bank.

Vogel, S., & Draper-Rodi, J. (2017). The importance of pilot studies, how to write
them and what they mean. International Journal of Osteopathic Medicine, 23,
2-3.10.1016/j.ijosm.2017.02.001

Walsh, D., & Downe, S. (2006). Appraising the quality of qualitative
research. Midwifery, 22(2), 108-119. 10.1016/j.midw.2005.05.004

Wen, A., Gatchell, G., Tachibana, Y., Tin, M. M., Bell, C., Koijane, J., Zeri, K., &
Masaki, K. (2012). A palliative care educational intervention for frontline
nursing home staff: the IMPRESS project. Journal of Gerontological

Nursing, 38(10), 20-25.

173


https://www.ncbi.nlm.nih.gov/pubmed/22282952

White, K., Wilkes, L., Cooper, K., & Barbato, M. (2004). The impact of unrelieved
patient suffering on palliative care nurses. International Journal of Palliative
Nursing; Int J Palliat Nurs, 10(9), 438-444. 10.12968/ijpn.2004.10.9.16049

Wilson, J., & Kirshbaum, M. (2011). Effects of patient death on nursing staff: a
literature review. British Journal of Nursing, 20(9), 559-563.
10.12968/bjon.2011.20.9.559

Wong, P., Reker, G., & Gesser, G. (1994). Death attitude profile-revised: A
multidimensional measure of attitudes toward death. In R.A Neimeyer. (Ed.),
Death anxiety handbook (pp.121 - 148). Washington, D.C.: Taylor & Francis
LTD.

World Health Organization. (2022). Cancer. Retrieved from
https://www.who.int/news-room/fact-sheets/detail/cancer

World Medical Association, (. (2009). Declaration of Helsinki. Ethical principles for
medical research involving human subjects. Journal of the Indian Medical
Association, 107(6), 403. https://www.ncbi.nlm.nih.gov/pubmed/19886379

World Medical Association. (2013). World Medical Association Declaration of
Helsinki: Ethical Principles for Medical Research Involving Human
Subjects. JAMA : The Journal of the American Medical Association, 310(20),
2191-2194. 10.1001/jama.2013.281053

Yang, M., & Mcilfatrick, S. (2001). Intensive care nurses’ experiences of caring for
dying patients: a phenomenological study. International Journal of Palliative
Nursing, 7(9), 435-441. 10.12968/ijpn.2001.7.9.9302

Yardley, L. (2000). Dilemmas in qualitative health research. Psychology &

Health, 15(2), 215-228. 10.1080/08870440008400302

174


https://www.who.int/news-room/fact-sheets/detail/cancer
https://www.ncbi.nlm.nih.gov/pubmed/19886379

Yildirim, A., & Simsek, H. (2016). Qualitative research methods in the social
sciences, Sec kin Yayinlari.

Zomorodi, M., & Lynn, M. R. (2010). Critical Care Nurses' Values and Behaviors
With End-of-Life Care. Journal of Hospice and Palliative Nursing, 12(2), 89-

96. 10.1097/NJH.0b013e3181cf7cf6

175



Appendices

176



Appendix A: Critical Appraisal Skills Programme (CASP) (2018) qualitative

checklist

( BS P ) www.casp-uk.net
) info@casp-uk.net
Critical Appraisal "
Skills Programme ) Summertown Pavi'ion, Middle

Way Oxford OX2 7LG

CASP Checklist: 10 questions to help you make sense of a Qualitative research

How to use this appraisal tool: Three broad issues need to be considered when appraising a
qualitative study:

N Are the results of the study valid? (Section A)
N What are the results? (Section B)
N Will the results help locally? (Section C)

The 10 questions on the following pages are designed to help you think about these issues
systematically. The first two questions are screening questions and can be answered quickly.
If the answer to both is “yes”, it is worth proceeding with the remaining questions. There is
some degree of overlap between the questions, you are asked to record a “yes”, “no” or
“can’t tell” to most of the questions. A number of italicised prompts are given after each
question. These are designed to remind you why the question is important. Record your

reasons for your answers in the spaces provided.

About: These checklists were designed to be used as educational pedagogic tools, as part of a
workshop setting, therefore we do not suggest a scoring system. The core CASP checklists
(randomised controlled trial & systematic review) were based on JAMA 'Users’ guides to the
medical literature 1994 (adapted from Guyatt GH, Sackett DL, and Cook DJ), and piloted with
health care practitioners.

For each new checklist, a group of experts were assembled to develop and pilot the checklist
and the workshop format with which it would be used. Over the years overall adjustments
have been made to the format, but a recent survey of checklist users reiterated that the basic
format continues to be useful and appropriate.

Referencing: we recommend using the Harvard style citation, i.e.: Critical Appraisal Skills
Programme (2018). CASP (insert name of checklist i.e. Qualitative) Checklist. [online] Available
at: URL. Accessed: Date Accessed.

©CASP this work is licensed under the Creative Commons Attribution — Non-Commercial-
Share A like. To view a copy of this license, visit http://creativecommons.org/licenses/by-nc-
sa/3.0/ www.casp-uk.net

Critical Appraisal Skills Programme (CASP) part of Oxford Centre for Triple Value Healthcare Ltd www.casp-uk.net
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CNSP

Critical Appraisal
Skills Programme

PO A N s G S BT e A e o B R e SRR

Section A: Are the results valid?

1. Was there a clear Yes HINT: Consider
statement of the aims of * what was the goal of the research
the research? Can’t Tell = why it was thought important

N e its relevance

Comments:

2. Is a qualitative Yes HINT: Consider
methodology , e |f the research seeks to interpret or
appropriate? Can’t Tell illuminate the actions and/or subjective

N experiences of research participants
o

e |s qualitative research the right

methodology for addressing the

research goal

Comments:

[Is it worth continuing?

3. Was the research Yes HINT: Consider
design appropriate to « if the researcher has justified the
address the aims of the Can't Tell research design (e.g. have they
research? discussed how they decided which

No method to use)
Comments:
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CNSP

Critical Appraisal
Skills Programme

4. Was the recruitment Yes HINT: Consider
strategy appropriate to o [f the researcher has explained how the
the aims of the Can’t Tell participants were selected
research? o |f they explained why the participants

No they selected were the most
appropriate to provide access to the

type of knowledge sought by the study
e [f there are any discussions around
recruitment (e.g. why some people
chose not to take part)

Comments:

5. Was the data collected in Yes HINT: Consider

away that addressed the = If the setting for the data collection was
research issue? Can't Tell justified

e |f it is clear how data were collected (e.g.
focus group, semi-structured interview
etc.)

No

« |f the researcher has justified the methods
chosen

e |f the researcher has made the methods
explicit (e.g. for interview method, is there
an indication of how interviews are
conducted, or did they use a topic guide)
o If methods were modified during the
study. If so, has the researcher

explained how and why

o |f the form of data is clear (e.g. tape
recordings, video material, notes etc.)

e |fthe researcher has discussed
saturation of data

Comments:
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CINSP

Critical Appraisal
Skills Programme

6. Has the relationship
between researcher and
participants been
adequately considered?

Yes

Can’t Tell

No

HINT: Consider

e |f the researcher critically
examined their own role,
potential bias and influence
during (a) formulation of the
research questions (b) data
collection, including sample
recruitment and choice of
location

e How the researcher responded to
events during the study and
whether they considered the
implications of any changes in the
research design

Comments:

Section B: What are the results?

7. Have ethical issues been
taken into consideration?

Yes

Can't Tell

No

HINT: Consider

e [f there are sufficient details of how the
research was explained to participants for
the reader to assess whether ethical
standards were maintained

e [fthe researcher has discussed issues
raised by the study (e.g. issues around
informed consent or confidentiality or how
they have handled the effects of the study
on the participants during and after the
study)

e |fapproval has been sought from

the ethics committee

Comments:
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CNSP

Critical Appraisal
Skills Programme

8. Was the data analysis Yes HINT: Consider
sufficiently rigorous? e [fthere is an in-depth description of the
Can’t Tell analysis process
o [f thematic analysis is used. If so, is it clear
No how the categories/themes were derived
from the data
o Whether the researcher explains how the
data presented were selected from the
original sample to demonstrate the analysis
process
o [f sufficient data are presented to support
the findings
e To what extent contradictory data are
taken into account
o Whether the researcher critically examined
their own role, potential bias and influence
during analysis and selection of data for
presentation
Comments:
9. Is there a clear statement Yes HINT: Consider whether
of findings? o |f the findings are explicit
Can’t Tell e |fthere is adequate discussion of the
evidence both for and against the
No researcher’s arguments
o |fthe researcher has discussed the
credibility of their findings (e.g.
triangulation, respondent validation, more
than one analyst)
o |f the findings are discussed in relation to
the original research question
Comments:
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CNSP

Critical Appraisal
Skills Programme

[ Section C: Will the results help locally?

10. How valuable is the
research?

HINT: Consider

o |f the researcher discusses the
contribution the study makes to existing
knowledge or understanding (e.g. do they
consider the findings in relation to current
practice or policy, or relevant research-
based literature

o |fthey identify new areas where research

is necessary

If the researchers have discussed whether
or how the findings can be transferred to
other populations or considered other
ways the research may be used

Comments:
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Appendix B: AXIS critical appraisal tool (Downes et al., 2016)

Appraisal of Cross-sectional Studies

Don’t know/
Question Yes No
Comment
Introduction
1 | Were the aims/objectives of the study clear?
Methods
2 | Was the study design appropriate for the stated aim(s)?
3 | Was the sample size justified?
4 Was the target/reference population clearly defined? (Is it clear who the
research was about?)
5 Was the sample frame taken from an appropriate population base so that it
closely represented the target/reference population under investigation?
6 Was the selection process likely to select subjects/participants that were
representative of the target/reference population under investigation?
7 | Were measures undertaken to address and categorise non-responders?
3 Were the risk factor and outcome variables measured appropriate to the aims
of the study?
Were the risk factor and outcome variables measured correctly using
9 | instruments/measurements that had been trialled, piloted or published
previously?
10 Is it clear what was used to determined statistical significance and/or
precision estimates? (e.g. p-values, confidence intervals)
1 Were the methods (including statistical methods) sufficiently described to
enable them to be repeated?
Results
12 | Were the basic data adequately described?
13 | Does the response rate raise concerns about non-response bias?
14 | If appropriate, was information about non-responders described?
15 | Were the results internally consistent?
16 | Were the results presented for all the analyses described in the methods?
Discussion
17 | Were the authors' discussions and conclusions justified by the results?
18 | Were the limitations of the study discussed?
Other
19 Were there any funding sources or conflicts of interest that may affect the
authors’ interpretation of the results?
20 | Was ethical approval or consent of participants attained?
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Appendix C: Information Letter to Intermediary

Ms. Annabelle Magro Conti,

Charge Nurse Palliative Care Unit,
Sir Anthony Mamo Oncology Centre,
Msida

12" August 2021

Request to act as Intermediary for research project in the Palliative Care Unit at the
Sir Anthony Mamo Oncology Centre

Dear Ms. Annabelle Magro Conti,

My name is Joseph Xuereb, and | am a student at the University of Malta reading a Master
of Nursing degree. As part of this degree, | am required to conduct a research study which |
intend to explore the lived experiences of palliative care nurses and their encounters with
patient death. This project is being conducted under the supervision of Dr. Joanna Depares
and co-supervised by Mr. Daren Chircop.

In order to conduct this research, | need to collect data from a sample of four nurses
currently working in the palliative care unit at the Sir Anthony Mamo Oncology Centre. The
selected participants are to be registered nurses currently working in, and with more than six
months’ experience of an inpatient palliative care setting. Data will be collected through two
separate in-depth interviews, with the first one lasting approximately 60 minutes, and the
second one approximately 30 minutes. If the participants have no objections, these will be
audio-recorded. These interviews will take place at a time and place of convenience to the
participant, either face to face or online, according to the participant’s preference. In the case
that the interview is done online, the participant will have a choice to either turn on or keep
the camera off throughout the interview. In either case, only the audio of the interview will
be recorded and saved to the computer, and not to the cloud. Each participant will be
interviewed on two different occasions. It is anticipated that the data will be collected
approximately between the months of October and January.

Informed consent will be acquired by myself from the participants, after explaining what
participation will entail. Participation will be entirely voluntary, and participants will be free
to withdraw at any point, without any negative repercussions. In case of any distress,
psychological support, participants can make use of the services of the Psychological
department at SAMOC at no financial costs. Data collected will be solely used for research
purposes and the participants will only be asked to share data that is necessary for the
research. Their identity will not be noted on transcripts, audio-recordings or notes from the
interviews, but instead, a code will be assigned. The codes that link the participants data to
their identity will be stored securely and separately from the data, in an encrypted file on the
researcher’s password-protected computer. Supervisors and examiners will typically have
access to coded data only. There may be exceptional circumstances which allow the
supervisor and examiners to have access to personal data too, for verification purposes. Any
material that identifies the participant as a participant in this study will be stored securely for
the duration of the study. All data collected will be erased on completion of the study and
following publication of results. Extracts from the interviews may be reproduced in these
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outputs, either in anonymous form, or using a pseudonym. Names or identifiable
characteristics of the participants will not be published or shared with any third parties.

I am requesting that you kindly invite potential candidates to participate in this research
study and ultimately, with their approval, provide me with the contact details of four
potential participants. The participants’ acceptance will be attained once you have provided
these potential candidates with information about the purpose of the study, as well as the
risks and benefits of their participation, while also providing re-assurance that they are under
no obligation to participate and accordingly, refusal to participate will not affect their work.

I will only approach the participants to set up an interview once they confirm their
willingness to participate in the study. Additionally, | will not be informed of the nurses who
were approached and declined to participate.

In addition to the four participants of the study, | am requesting you to recruit an additional
participant for a pilot interview.

Your support for this research is greatly appreciated and will be carried out following ethical
approval by UREC and FREC. Should you have any questions or concerns, please do not
hesitate to contact me on 79219710 or by email joseph.xuereb.16@um.edu.mt, or my
supervisor Dr. Joanna Depares on 2340 1840, or by e-mail joanna.depares@um.edu.mt.

Sincerely,

Joseph Xuereb
Master of Nursing Student
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Appendix D: Information Letter

4/8/2021 L-l'Jnlversuta
ta' Malta

Information letter
Dear Sir/Madam,

My name is Joseph Xuereb, and | am a student at the University of Malta reading a Master
of Nursing degree. As part of this degree, | am required to conduct a research study in
which, I intend to explore the lived experiences of palliative care nurses and their encounters
with patient death. This project is being conducted under the supervision of Dr. Joanna
Depares and co-supervised by Mr. Daren Chircop. This letter is an invitation to participate in
this study. Below you will find information about the study and what your involvement
would entail, should you decide to take part.

The focus of my study is on how regular experiences of patients’ deaths affects palliative care
nurses. Your participation in this study would help contribute to a better understanding of the
experiences of palliative care nurses that regularly experience patient death and the affect that
this has on nurses. Any data collected from this research will be used solely for the purpose
of this study.

Should you choose to participate, you will be interviewed in two separate one-on-one
interviews with the researcher, with the first one lasting approximately 60 minutes, and the
second one approximately 30 minutes. If you have no objections, these will be audio-recorded.
These interviews will take place at a time and place of your convenience, either face to face
or online, according to your preference. In the case that the interview is done online, you can
choose to either turn on, or keep the camera off throughout the interview. In either case, only
the audio of the interview will be recorded and saved to the computer, and not to the cloud. It
is anticipated that the data will be collected approximately between the months of October
2021 and January 2022.

Data collected will be solely used for research purposes and you will only be asked to share
data that is necessary for the research. Your identity will not be noted on transcripts, audio-
recordings or notes from your interviews, but instead, a code will be assigned. The codes that
link your data to your identity will be stored securely and separately from the data, in an
encrypted file on the researcher’s password-protected computer. The academic supervisors
and examiners will typically have access to coded data only. There may be exceptional
circumstances which allow the supervisor and examiners to have access to personal data too,
for verification purposes. If you want to enquire who accessed your data, please contact me
on 79219710 or by email joseph.xuereb.16@um.edu.mt. Any material that identifies you as a
participant in this study will be stored securely for the duration of the study. All data collected
will be erased on completion of the study and following publication of results. Extracts from
your interview may be reproduced in these outputs, either in anonymous form, or using a
pseudonym. Names or identifiable characteristics of the participants will not be published or
shared with any third parties.
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Participation in this study is entirely voluntary; in other words, you are free to accept or refuse
to participate, without needing to give a reason. You are also free to withdraw from the study
at any time, without needing to provide any explanation and without any negative
repercussions for you. Should you choose to withdraw, any data collected from your interview
will be deleted. Please also note that, as a participant, you have the right under the General
Data Protection Regulation (GDPR) and national legislation that implements and further
specifies the relevant provisions of said regulation, to access, rectify and where applicable ask
for the data concerning you to be erased.

By participating in this study, you can benefit by offering insight into the needs of palliative
care nurses, and the needs that you might have that are not being met. It may also benefit
others by offering insight on the effects of frequent death on palliative care nurses and provides
a basis for further research on how to meet their needs. In the event that you feel that the
interview has distressed you in any way and you would benefit from the services of a
psychologist, you can make use of the services of the Psychological department at SAMOC
(who can be contacted on 2545 2300, or by email on benna.chase@gov.mt) at no financial
costs on your part.

This study has been approved by the Research Ethics Committee of the Faculty of Health
Sciences at the University of Malta.

A copy of this information sheet and the consent form will be provided for you to keep and
for future reference.

Thank you for your time and consideration. Should you have any questions or concerns, please
do not hesitate to contact me on 79219710 or by email joseph.xuereb.16@um.edu.mt, or my
supervisor Dr. Joanna Depares on 2340 1840, by e-mail joanna.depares@um.edu.mt.

Sincerely,
Tonorh Yo 0 fy P por—
| T}kg = " i
. J <
Joseph Xuereb Dr. Joanna Depares
joseph.xuereb.16@um.edu.mt joanna.depares@um.edu.mt
79219710 2340 1840
Master of Nursing Student Research Supervisor
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10.

Appendix E: Consent Form

L-Universita
ta' Malta

The lived experiences of the palliative care nurses and their encounters with patient death.

Participant’s Consent Form

I, the undersigned, give my consent to take part in the study conducted by Joseph Xuereb. This
consent form specifies the terms of my participation in this research study.

I have been given written and/or verbal information about the purpose of the study; | have
had the opportunity to ask questions and any questions that | had were answered fully and
to my satisfaction.

| also understand that | am free to accept to participate, or to refuse or stop participation at
any time without giving any reason and without any penalty. Should I choose to participate,
I may choose to decline to answer any questions asked. In the event that I choose to
withdraw from the study, any data collected from me will be erased.

| understand that | have been invited to participate in two separate one-on-one interviews
in which the researcher will ask me questions about my experiences of patients’ deaths to
explore the effects of regular experiences of patients’ deaths on palliative care nurses. | am
aware that the first interview will last approximately 60 minutes, and the second one
approximately 30 minutes. | understand that the interview is to be conducted in a place and
at a time that is convenient for me. I understand that | will only be asked to share data that
is necessary for the research.

I understand that my participation may cause some distress due to recalling memories and
experiences of death. To mitigate these risks, psychological help will be available free of
charge.

I also understand that this research may benefit me by offering insight into the needs of
palliative care nurses with regards to the frequent encounters of the death of their patients
and additionally, provides a basis for further research on how to meet the needs of
palliative care nurse.

I understand that, under the General Data Protection Regulation (GDPR) and national
legislation that implements and further specifies the relevant provisions of said regulation,
I have the right to access, rectify, and where applicable, ask for the data concerning me to
be erased.

I understand that all data collected will be erased on completion of the study and following
publication of results.

I have been provided with a copy of the information letter and understand that I will also
be given a copy of this consent form.

I am aware that, if |1 give my consent, this interview will be audio recorded and converted
to text as it has been recorded (transcribed).

I am aware that, if | give my consent, extracts from my interview may be reproduced in
these outputs, either in anonymous form, or using a pseudonym [a made-up name or code
—e.g. respondent A].

188



11. 1 am aware that my data will be pseudonymised, i.e. my identity will not be noted on
transcripts or notes from my interview, but instead, a code will be assigned. The codes that
link my data to my identity will be stored securely and separately from the data, in an
encrypted file on the researcher’s password-protected computer. Academic supervisors and
examiners will typically have access to coded data only. | am aware that there may be
exceptional circumstances which allow the supervisors and examiners to have access to
personal data too, for verification purposes. If you want to enquire who accessed your
data, please contact me on 79219710 or by email joseph.xuereb.16@um.edu.mt. Any
material that identifies me as a participant in this study will be stored securely for the
duration of the study.

12.1 am aware that my identity and personal information will not be revealed in any
publications, reports or presentations arising from this research.

13. 1 am aware that | may ask to be given the opportunity to review relevant extracts of the
transcript of my interview before the results of the study are published. | am also aware
that I may ask for changes be made if | consider this to be necessary.

I have read and understood the above statements and agree to participate in this study.

Name of participant:

Signature:

Date:

Je MJ.F)\ Keuzrolr *ﬁv@v“b E hinr D

[J®

vV

Joseph Xuereb Dr. Joanna Depares Mr. Daren Chircop
joseph.xuereb.16@um.edu.mt joanna.depares@um.edu.mt dchir02@um.edu.mt
79219710 2340 1840

Master of Nursing Student Research Supervisor Research Co-Supervisor
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Appendix F: Interview Schedule

. What is your experience of working at the Palliative Care Unit?

Is it stressful? How?
Is it rewarding? How?

Can you tell me about your experience of caring for patients at their end of life?

What, if anything, makes the experience better?
What, if anything makes the experience worse?

How do you feel when a patient you are caring for passes away?
Can you give me an example of a particular experience?
How do you view death?

What meaning does it have for you? (If any)

How did your perceptions about death and life change, if it all, since starting to
work at the Palliative Care Unit?

. What strategies, if any, do you utilise to deal with stressors associated with
caring for dying patients and their families?

Is there anything you would like to add?
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Appendix G: Ethical approval by FREC

L-Universita
ta' Malta Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

UREC FORM V_15062020 9585 Joseph Xuereb

Rita Pace Parascandalo <rita.pace-parascandalo@um.edu.mt> 27 September 2021 at 12:54
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Cc: Research Ethics HEALTHSCI <research-ethics.healthsci@um.edu.mt>, Joanna Depares
<joanna.depares@um.edu.mt>

Dear Joseph,

your recently submitted amendment has been reviewed. Approval for your study is granted oBo FREC. You may
proceed with your study and collect the data.

Good luck

Regards
Dr Rita PP

" $n Dr Rita Pace Parascandalo PhD (UCLan)
-Universita BSc(Hons) (Melit), MSc(Melit), RM

ta' Malta

Senior Lecturer, Department of Midwifery
Chairperson, Faculty Research Ethics Committee

Faculty of Health Sciences
Office No. 48
+356 2340 1176

rita.pace-parascandalo@um.edu.mt

[Quoted text hidden]
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Appendix H: Approvals from Cooperating Institutions

Permission Letter Sent

Clinical Chairperson

Chief Nursing Officer

Human Resources officer

Chief Executive Officer

Data Protection Office

Charge nurse of the palliative ward
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Permission Letter Sent

Request for permission to conduct research in the Palliative Care Unit at the Sir
Anthony Mamo Oncology Centre

Dear

My name is Joseph Xuereb, and | am a student at the University of Malta reading a Master
of Nursing degree. As part of this degree, | am required to conduct a research study in
which, I intend to explore the lived experiences of palliative care nurses and their encounters
with patient death, with a focus on how regular experiences of patients’ deaths affects
palliative care nurses. This project is being conducted under the supervision of Dr. Joanna
Depares and co-supervised by Mr. Daren Chircop.

| am hereby seeking your permission to collect data from a sample of not more than 4 nurses
currently working in the palliative care unit at the Sir Anthony Mamo Oncology Centre. The
selected participants will be registered nurses with more than six months’ experience in an
inpatient palliative care setting. Data will be collected through two separate in-depth
interviews, with the first one lasting approximately 60 minutes, and the second one lasting
approximately 30 minutes. If the participants have no objections, these will be audio-
recorded. These interviews will take place at a time and place of convenience to the
participant, either face to face or online, according to the participant’s preference. In the case
that the interview is done online, the participant will have a choice to either turn on or keep
the camera off throughout the interview. In either case, only the audio of the interview will
be recorded and saved to the computer, and not to the cloud. Each participant will be
interviewed on two different occasions. It is anticipated that the data will be collected
approximately between the months of October 2021 and January 2022. Qualifying
participants will be approached by an intermediary, Ms. Annabelle Magro Conti, who is the
current Nursing Officer of the palliative care unit at the Sir Anthony Mamo Oncology
Centre, where she will provide a participant information sheet, which will include details
regarding the present study. In this way, | will not be aware of the participants who were
approached and, additionally those individuals who declined to participate.

Informed consent will be acquired by myself from the participants, after explaining what
participation will entail. Participation will be entirely voluntary, and participants will be free
to withdraw at any point, without any negative repercussions. In the event that any
participants feel that the interview has distressed them in any way, and would benefit from
the services of a psychologist, the participants can make use of the services of the
Psychological department at SAMOC at no financial costs for the participants.

Data collected will be solely used for research purposes and the participants will only be
asked to share data that is necessary for the research. Their identity will not be noted on
transcripts, audio-recordings or notes from the interviews, but instead, a code will be
assigned. The codes that link the participants data to their identity will be stored securely
and separately from the data, in an encrypted file on the researcher’s password-protected
computer. Supervisors and examiners will typically have access to coded data only. There
may be exceptional circumstances which allow the supervisor and examiners to have access
to personal data too, for verification purposes. Any material that identifies the participant as
a participant in this study will be stored securely for the duration of the study. All data
collected will be erased on completion of the study and following publication of results.
Extracts from the interviews may be reproduced in these outputs, either in anonymous form,
or using a pseudonym. Names or identifiable characteristics of the participants will not be
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published or shared with any third parties. The participants will have the right under the
General Data Protection Regulation (GDPR) and national legislation that implements and
further specifies the relevant provisions of said regulation, to access, rectify and where
applicable ask for the data concerning you to be erased.

Should you require further information, please do not hesitate to contact me on 79219710 or
by email joseph.xuereb.16@um.edu.mt, or my supervisor Dr. Joanna Depares on 2340
1840, or by e-mail joanna.depares@um.edu.mt.

Thank you for your kind consideration of this request.

Sincerely,

Joseph Xuereb Dr. Joanna Depares Mr. Daren Chircop
Master of Nursing Student Research Supervisor Research Co-
Supervisor

194


mailto:joseph.xuereb.16@um.edu.mt
mailto:joanna.depares@um.edu.mt

Clinical Chairperson

-
- SIR ANTHONY MAMO

FORM : Oncology Proposal/Approval Audit/ Research purposes
Document Code: ONCO-GeFO-P/A-001. Ver.01 Reference SOP : ONCO-Ge-PD.AP--001.Ver.01

PROJECT TITLE: The lived experiences of palliative care nurses and their
encounters with patient death.

Name & Surname (Researcher/ Student): Joseph Xuereb
Email address: joseph.xuereb.16@um.edu.mt
Tutor’s name & Surname: Dr. Joanna Depares
Proposal

Introduction:

Research on palliative care nurses mastly focuses on the lived experiences of palliative care nurses caring for the dying
patient. There are studies focusing on the experiences of nurses in different settings who experience death regularly, such as
in the intensive care unit, but there is limited research on the lived experience of palliative care nurses, who are experiencing
death on a more frequent basis.

Aim/s:

The aim of the proposed study is to explore the lived experiences of palliative care nurses and their encounters with patient
death. This study aims to explore the effect that frequent patient death has on pailiative care nurses, and offer insight on
what needs palliative care nurses require.

Method (include the sample size)

Data will be collected by using individual semi-structured interviews. Maximum number of participants will be 4 nurses
currently working in the palliative care unit at the Sir Anthony Mamo Oncology Centre. The selected participants will be
registered nurses with more than six months’ experience in an inpatient palliative care setting. These will be recruited using
purposeful sampling. The data collected will be transcribed verbatim and analysis will be done using Interpretative
Phenomenological Analysis.

Data will be collected through two separate in-depth interviews, with the first one lasting approximately 60 minutes, and the
second one lasting approximately 30 minutes. If the participants have no objections, these will be audio-recorded. These
interviews will take place at a time and place of convenience to the participant, either face to face or online, according to the
participant’s preference. In the case that the interview is done online, the participant will have a choice to either turn on or
keep the camera oft throughout the interview. In the latter case, anly the audio of the interview will be recorded and saved
to the computer, and not to the cloud. Each participant will be interviewed on two different occasions. It is anticipated that
the data will be collected approximately between the months of October 2021 and January 2022. To reduce the risk of
coercion, qualifying participants will be approached by an intermediary, Ms, Annabelle Magro Conti, who is the current
Nursing Officer of the palliative care unit at the Sir Anthony Mamo Oncology Centre, where she will provide a participant
information sheet, which will include details regarding the present study. In this way, I will not be aware of the participants
who were approached and, additionally those individuals who declined to participate. As the researcher is currently working
as a reliever at the Sir Anthony Mamo Oncology Centre, permission was granted from the Chief Nursing Manager, that he

Generic Form Template Generic Form Template Issue Date:

Prepared By: Reviewed By: Version 01

Mr. Edward Falzon Ms. Dorothy Aguilina

Generic Form Template Authority of Issue: Revision Date: Page L of 3
Approved By:

Dr Stefan ina
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will not be placed in the Palliative Care Unit for the duration of the recruitment period, to further minimize the risk of

coercion.
Informed consent will be acquired by the researcher from the participants, after explaining what participation will entail.

Participation will be entirely voluntary, and participants will be free to withdraw at any point, without any negative
repercussions. In the event that any participants feel that the interview has distressed them in any way, and would benefit
from the services of a psychologist, participants can make use of the services of the Psychological department at SAMOC at
no financial costs.

Data collected will be solely used for research purposes and the participants will only be asked to share data that is
necessary for the research, Their identity will not be noted on transcripts, audio-recordings or notes from the interviews, but
instead, a code will be assigned. The codes that link the participants data to their identity will be stored securely and
separately from the data, in an encrypted file on the researcher’s password-protected computer. Supervisors and examiners
will typically have access to coded data only. There may be exceptional circumstances which aliow the supervisor and
examiners to have access to personal data too, for verification purposes. Any material that identifies the participant as a
participant in this study will be stored securely for the duration of the study. All data collected will be erased on completion
of the study and following publication of results. Extracts from the interviews may be reproduced in these outputs, either in
anonymous form, or using a pseudonym. Names or identifiable characteristics of the participants will not be published or

shared with any third parties.

Genenc Form Template Genenc Form Template [ Issue Date:

Prepared By Reviewed By: Version 01

Mr. Edward Falzon | Ms. Dorothy Aquilina

Generic Form Template | Authority of [ssue: Revision Date: Page 2 of 3
Approved By.

_Dr Stefan Laspina _
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[ SIR ANTHONY MAMO

FORM : Oncology ProposallAp}iF&val Audit/ Research purposes

Document Code: ONCO-GeFO-P/A-001. Ver.01 Reference SOP : ONCO-Ge-PD.AP--001.Ver.01

Heads of:
{Name, Surname and Section (in block letters) and Signature)

Nursing

Clinical Chairperson (Haematology - Oncglogy):

Name aggmscwtj{\e%%e (in block letters) and Bign -
Chairman & Consuitant Oncologlst /f [ 9‘ v Ly
A

Si e
?Suain&§ ) 5@&: ceManhgger: / \/
Name and Surname (in block le#fers) and $ignature:

An approval is granted to carry out the study/audit at any SAMOC Department. Patient information can be
accessible only by complying with the following data protection principles, which are set out in the General
Data Protection Regulation 2016. In summary these state that patient’s data shali:

s Be obtained and pr d fairly and iawfully and shall not be processed unless certain conditions
ara met. Therefore patient's information (including scans) should be made anonymous by an
appointed radiotherapy staff (from the Head of section)

» Be obtained for a specified and lawful purpose and shall not be pr din any
incompatible with that purpose.

* Be adequate, relevant and not excessive for those purposes (in the case of a study or audit).

Be accurate and kept up to date.

» Not be kept longer than is y for that purpose
» Be processed in accordance with the data subject’s rights.
o Be kept safe from t thorized 5 idental loss or destruction.
¢ Not be transferred to any third party uniawfully.
Generic Form Template Generic Form Template [ssue Date:
Prepared By: Reviewed By: Version 01
Mr. Edward Falzon Ms. Dorothy Aguilina
Generic Form Template Autharity of Issue: Revision Date: Page3of 3
Approved By:
Dr Stefan Laspina
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Chief Nursing Officer

I{;Pm;/ﬁ;s - Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

3 messages

Joseph Xuereb <joseph.xuereb.16@um.edu.mt> 12 August 2021 at 11:41
To: mario.hili@gov.mt
Cc: Joanna Depares <joanna.depares@um.edu.mt>, mandy.a.caruana@gov.mt
Dear Mr. Hili,
Good morning,
| am Joseph Xuereb, Master of Nursing student, requesting approval for a study to explore the lived experiences of palliative
care nurses and their encounters with patient death. Please find attached the permission letter with the details about the
study.
| am therefore asking your kind permission to be able to conduct the study.

In addition, | am requesting that for the recruitment period (which will happen between October and November), | will not be
placed in the Palliative Ward, to minimize the risk of coercion.

Your support for this research is very much appreciated. While | thank you in advance, should you require further details
regarding my study please feel free to contact me on 79219710.

Regards,
Joseph Xuereb

@ Permission Letter - Mr. Mario Hili.docx
24K

Hili Mario at Health-SAMOC <mario.hili@gov.mt> 17 August 2021 at 16:19
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>
Cc: Joanna Depares <joanna.depares@um.edu.mt>, Caruana Mandy A at Health-SAMOC <mandy.a.caruana@gov.mt>

Dear Joseph,

Your research study has been approved from my side. You may come collect a signed hard copy from my office.

Regards,

Mario

Mario Hili

Chief Nursing Manager

Administration

Health-Sir Anthony Mamo Oncology Centre

t +356 25452638 e mario.hili@gov.mt MINISTRY FOR HEALTH
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Human Resources Officer

L-Universita 5 W . o —
ta' Malta oseph Xuereb <joseph.xuereb.16@um.edu.mt

Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

3 messages

Joseph Xuereb <joseph.xuereb.16@um.edu.mt> 12 August 2021 at 12:17
To: donna.b.micallef@gov.mt
Cc: Joanna Depares <joanna.depares@um.edu.mt>
Dear Ms. Micallef,
Good morning,
| am Joseph Xuereb, Master of Nursing student, requesting approval for a study to explore the lived experiences of
palliative care nurses and their encounters with patient death. Please find attached the permission letter with the
details about the study.
| am therefore asking your kind permission to be able to conduct the study.

Your support for this research is very much appreciated. While | thank you in advance, should you require further
details regarding my study please feel free to contact me on 79219710.

Regards,
Joseph Xuereb

@ Permission Letter - Ms. Donna Micallef.docx
24K

Micallef Donna at Health-SAMOC <donna.b.micallef@gov.mt> 12 August 2021 at 16:39
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>
Cc: Joanna Depares <joanna.depares@um.edu.mt>

Approved from my end. Copying in our data protection officer for his input.

Kind Regards,

Donna

Donna Micallef
HR & Administration Manager

T +356 +356 25452636

E donna.b.micallef@gov.mt

-'l+
I-l I—SIR ANTHONY MAMO

Sir Anthony Mamo Oncology Centre, Triq id-Donaturi tad-Demm, I-Imsida, Malta, MSD 2090 | https://deputyprimeminister.
gov.mt/en/MDH/Pages/Home.aspx | https:/www.facebook.com/materdeihospital/

Think before you print.
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Chief Executive Officer

L-Universita .
ta' Malta Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

2 messages

Joseph Xuereb <joseph.xuereb.16@um.edu.mt> 24 August 2021 at 13:26
To: ceo.mdh@gov.mt
Cc: Joanna Depares <joanna.depares@um.edu.mt>

Dear Ms. Falzon,
Good morning,

| am Joseph Xuereb, Master of Nursing student, requesting approval for a study to explore the lived experiences of
palliative care nurses and their encounters with patient death. Please find attached the permission letter with the
details about the study.

| collected approval from cooperating disciplines: SAMOC chief nursing manager, SAMOC Clinical chairperson, and
SAMOC HR Manager and from the Nursing and Midwifery director, and Data Protection Officer. Please find attached
the mentioned approvals.

| am therefore asking your kind permission to be able to conduct the study.

Your support for this research is very much appreciated. While | thank you in advance, should you require further
details regarding my study please feel free to contact me on 79219710.

Regards,
Joseph Xuereb

6 attachments

i) Permission Letter - Ms. Celia Falzon.docx
24K

@ Mr. Mario Hili.pdf
90K

) Carmen D'Amato.pdf
105K

ﬂ Dr. Nick Refalo.pdf
122K

=y Data Protection Approval Email.pdf
126K

» Ms. Donna Micallef.pdf
2
93K

CEO at Health-MDH <ceo.mdh@gov.mt> 26 August 2021 at 08:18
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Dear Mr Xuereb,

Kindly note that approval has been given by Ms Celia Falzon for you to conduct this study in line
with applicable hospital protocols.

Regards
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Carmen Farrugia
Personal Assistant To CEO

B T +356 +356 25454102

—)

Eth MATER DEI E carmen.farrugia@gov.mt

Mater Dei Hospital, Triq id-Donaturi tad-Demm, I-Imsida, Malta MSD 2090 | Tel +356 2545 0000 | https://deputyprimeminister.
gov.mt/en/MDH/Pages/Home.aspx | https://iwww.facebook.com/materdeihospital/

Think before you print.
This email and any files transmitted with it are confidential, may be legally privileged and intended solely

for the use of the individual or entity to whom they are addressed.

From: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Sent: Tuesday, 24 August 2021 13:26

To: CEO at Health-MDH <ceo.mdh@gov.mt>

Cc: Joanna Depares <joanna.depares@um.edu.mt>

Subject: Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

CAUTION: This email originated from OUTSIDE the Government Email Infrastructure. DO NOT CLICK LINKS or
OPEN attachments unless you recognise the sender and know the content is safe.

[Quoted text hidden]
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Data Protection Office

L-Universita ;
ta' Malta Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

Data Protection at MDH <datapro.mdh@gov.mt> 24 August 2021 at 13:13
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Cc: Young Sharon at Health-MDH <sharon.young@gov.mt>, Data Protection Approval Form at Health-MDH
<dpaform.mdh@gov.mt>

Dear Mr Xuereb

On the basis of the documentation you submitted, from the MDH data protection point of view you have been cleared to
proceed with your study titled The lived experiences of palliative care nurses and their encounters with patient death
provided that you obtain approval from MDH CEO (ceo.mdh@gov.mt - please provide the relevant documents including Dr
Nick Refalo’s and Ms Carmen Damato’s approval with this email).

* Your intermediary to approach potential participants is Ms Annabelle Magro Conti — Charge Nurse at the Palliative
Care Unit SAMOC
* Your potential participants are four nurses currently working in the palliative care unit SAMOC

All data stored must be anonymized and in no way should you retain any personal details you obtain from your research
and these should be destroyed at the end of your study and /or if any of your participants decides to withdraw. Remember that
participants reserve the right to be forgotten.

Anonymisation and Data minimisation

Participant consent forms must be separated from the answered questionnaires / interview answers at source meaning that
there will be no correlation between one and the other that will indicate how participants replied.

ALL data presented to your supervisors / tutors or examiners or any other personnel from UOM or anyone else must be
already_anonymized; meaning that you must not divulge to anyone the identity of your participants and / or how they
replied. If any participant wants to enquire who may have accessed personal data for verification purposes (in exceptional
circumstances), one may enquire by contacting you through the contact details included with the information letter and
consent form.

Consent Criteria

This clearance does not allow viewing of medical records nor access to Health Information Systems since you haven't
declared so in the consent form.

Since you haven't declared otherwise, all your participants must be reached and approached when physically at MDH
grounds (by Ms Annabelle Magro Conti) and NOT via postal services, email, telephone or any other means. You cannot be
handed any contact details of potential participants, otherwise consent would be bypassed and breach GDPR.

Potential participants must be approached by Ms Annabelle Magro Conti for invitation and not directly by you. You can
approach only after they accept.
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Personal identifiable data such as signed consent forms or pseudonym lists are not to be sent via email (not even relayed to
yourself), replicated and/or uploaded in any server, cloud storage, site or any other media since participants will not consent
any service provider to store their personal identifiable data.

Audio recordings must be strictly accessed and listened only_by_you (not even by your tutors, supervisors or any personnel
from UOM/ FHS) and that all data (including transcripts) presented to UOM / FHS must be completely anonymised. Such

recordings are not to be sent via email, replicated and/or uploaded in any server, cloud storage, site or any other media. Audio
recordings must be destroyed after the conversation will be transcribed or if a participant decides to withdraw from your study.

If a transcription software will be used, it is in your responsibility to ensure that this is not connected online to any cloud or
server and that such software operates in an offline mode. All cashed data and any other personal identifiable data should be
immediately wiped out after the transcript is produced and anonymised.

Since you declared that only audio recordings will be carried out, you must ensure that the whole audio - visual stream is not
recorded. (only audio).

Video recordings and photography are not allowed for this research.

Clarifications

This clearance does not cover ethical approval.

Your submitted documentation must remain unchanged.

This clearance does not allow patient contact.

What was declared during this clearance process is what you will abide to.

You must abide with all the articles of the GDPR (EU) 2016 / 679 throughout the data collection process and thereafter.

You are requested to submit a copy of your findings to this office at the end of your study.

Please communicate with Ms Annabelle Magro Conti before you start to present this clearance email.

To sign the data protection form, please contact Ms Graziella Aquilina through dpaform.mdh@gov.mt to provide the following:

This clearance email in PDF — to provide in PDF

CEO’s approval in PDF - pending

The name of the Chairperson and Director who approved your research — Dr Nick Refalo and Ms Carmen Damato
The period of data collection — October 2021 — January 2022

Title of your research - The lived experiences of palliative care nurses and their encounters with patient death
Your ID number, Dr Depares’ ( joanna.depares@um.edu.mt) and Mr Chircop’s (dchir02@um.edu.mt) /D number -
pending

Qrion, 02 Nty
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NB: Together with your supervisor (Dr Joanna Depares) and your co supervisor (Mr Daren Chircop) you must sign
this form before you start

In summary - next step

1. Approval from MDH CEO through ceo.mdh@gov.mt
2. Together with your supervisor and your co supervisor to sign the Data Protection form at Ms Aquilina through
dpaform.mdh@gov.mt (provide her the above six points)

Regards

Simon Caruana

Senior Manager (Compliance)

Mater Dei Hospital, Triq id-Donaturi tad-Demm, |-Imsida, Malta MSD 2090 | Tel +356 2545 0000 | https://deputyprimeminister.
gov.mt/en/MDH/Pages/Home.aspx | https://mww.facebook.com/materdeihospital/

Think before you print.

This email and any files tr i with it are confidential, may be legally privileged and intended solely

for the use of the individual or entity to whom they are addressed.

From: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Sent: Tuesday, 24 August 2021 12:53 PM

To: Data Protection at MDH <datapro.mdh@gov.mt>

Subject: Re: Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

CAUTION: This email originated from OUTSIDE the Government Email Infrastructure. DO NOT CLICK LINKS or OPEN
attachments unless you recognise the sender and know the content is safe.
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Charge Nurse of the Palliative Ward/Intermediary Approval

L-Universita 5 W . o —
ta' Malta oseph Xuereb <joseph.xuereb.16@um.edu.mt

Approval for Research Study to be carried out at Palliative Care Unit at SAMOC

3 messages

Joseph Xuereb <joseph.xuereb.16@um.edu.mt> 12 August 2021 at 11:43
To: annabelle.magro-conti@gov.mt
Cc: Joanna Depares <joanna.depares@um.edu.mt>
Dear Ms. Magro Conti,
Good morning,
| am Joseph Xuereb, Master of Nursing student, requesting approval for a study to explore the lived experiences of
palliative care nurses and their encounters with patient death. Please find attached the permission letter with the
details about the study.
| am therefore asking your kind permission to be able to conduct the study.

Your support for this research is very much appreciated. While | thank you in advance, should you require further
details regarding my study please feel free to contact me on 79219710.

Regards,
Joseph Xuereb

@ Permission Letter - Ms. Annabelle Magro Conti.docx
24K

Magro Conti Annabelle at Health-SAMOC <annabelle.magro-conti@gov.mt> 12 August 2021 at 13:56
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>
Cc: Joanna Depares <joanna.depares@um.edu.mt>

Dear Mr Xuereb,

Don’t worry. | will do my best to facilitate your study and will contact all your potential participants.

Kind regards,

Annabelle

Annabelle Magro Conti
Charge Nurse

T +356 +356 25452496

E annabelle.magro-conti@gov.mt

-—l,{‘
I-l l—SIR ANTHONY MAMO

Sir Anthony Mamo Oncology Centre, Triq id-Donaturi tad-Demm, I-msida, Malta, MSD 2090 | https://deputyprimeminister.
gov.mt/en/MDH/Pages/Home.aspx | https://www.facebook.com/materdeihospital/
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Appendix I: Counsellor Agreement Letter

Dr. Benna Chase

Clinical Support Services

Sir Anthony Mamo Oncology Centre
Msida

7" August 2021

Request to offer psychological help if required by any participants in a research study
in the Palliative Care Unit at the Sir Anthony Mamo Oncology Centre

Dear Dr Benna Chase,

My name is Joseph Xuereb, and | am a student at the University of Malta reading a Master
of Nursing degree. As part of this degree, | am required to conduct a research study which |
intend to explore the lived experiences of palliative care nurses and their encounters with
patient death, with a focus on how regular experiences of patients’ deaths affects palliative
care nurses. This project is being conducted under the supervision of Dr. Joanna Depares
and co-supervised by Mr. Daren Chircop.

I am hereby seeking your counselling services, if any is required from the participants in this
research. This research will include a sample of not more than 4 nurses currently working in
the palliative care unit at the Sir Anthony Mamo Oncology Centre. The selected participants
will be registered nurses with more than six months’ experience in an inpatient palliative
care setting. Data will be collected through two separate in-depth interviews, with the first
one lasting approximately 60 minutes, and the second one lasting approximately 30 minutes.
If the participants have no objections, the said interviews will be audio-recorded. The
interviews will take place at a time and place of convenience to the participant, either face to
face or online, according to the participant’s preference. In the event that the interview is
done online, the participant will have a choice to either turn on or keep the camera off
throughout the interview. In case of the former, only the audio of the interview will be
recorded and saved to the computer, and not to the cloud. Each participant will be
interviewed on two different occasions. It is anticipated that the data will be collected
approximately between the months of October 2021 and January 2022. Qualifying
participants will be approached by an intermediary, Ms. Annabelle Magro Conti, who is the
current Nursing Officer of the palliative care unit at the Sir Anthony Mamo Oncology
Centre, where she will provide a participant information sheet, which will include details
regarding the present study. In this way, | will not be aware of the participants who were
approached and, additionally those individuals who declined to participate.
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Informed consent will be acquired by myself from the participants, after explaining what
participation will entail. Participation will be entirely voluntary, and participants will be free
to withdraw at any point, without any negative repercussions. Data collected will be solely
used for research purposes and the participants will only be asked to share data that is
necessary for the research. Their identity will not be noted on transcripts, audio-recordings
or notes from the interviews, but instead, a code will be assigned. The codes that link the
participants data to their identity will be stored securely and separately from the data, in an
encrypted file on the researcher’s password-protected computer. Supervisors and examiners
will typically have access to coded data only. There may be exceptional circumstances
which allow the supervisor and examiners to have access to personal data too, for
verification purposes. Any material that identifies the participant as a participant in this
study will be stored securely for the duration of the study. All data collected will be erased
on completion of the study and following publication of results. Extracts from the interviews
may be reproduced in these outputs, either in anonymous form, or using a pseudonym.
Names or identifiable characteristics of the participants will not be published or shared with
any third parties. The participants will have the right under the General Data Protection
Regulation (GDPR) and national legislation that implements and further specifies the
relevant provisions of said regulation, to access, rectify and where applicable ask for the data
concerning you to be erased.

Should you require further information, please do not hesitate to contact me on 79219710 or
by email joseph.xuereb.16@um.edu.mt, or my supervisor Dr. Joanna Depares on 2340
1840, or by e-mail joanna.depares@um.edu.mt.

Thank you for your kind consideration of this request.

Sincerely,

Joseph Xuereb Dr. Joanna Depares Mr. Daren Chircop
Master of Nursing Student Research Supervisor Research co-
supervisor
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mailto:joseph.xuereb.16@um.edu.mt
mailto:joanna.depares@um.edu.mt

L-Universita )
ta' Malta Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Request to offer psychological in a research study carried out in PCU at SAMOC

2 messages

Joseph Xuereb <joseph.xuereb.16@um.edu.mt> 9 August 2021 at 08:00
To: benna.chase@gov.mt

Dear Dr. Benna Chase,
Hope this email finds you well.

As discussed over the phone, please find attached the request for your services at SAMOC, and details about a
research study that | will be carrying out as part of my Master of Nursing degree.

Would it be possible to provide me with the contact details on which any participants requiring your services can
contact you?

Thanks in advance,
Joseph Xuereb

@ Counseller Permission.docx
24K

Chase Benna at Health-SAMOC <benna.chase@gov.mt> 11 August 2021 at 13:30
To: Joseph Xuereb <joseph.xuereb.16@um.edu.mt>

Dear Joseph

Participants of your study can make use of the services of the Psychological department at SAMOC.

They can contact us in person, through the phone number below, or by sending an e-mail to this e-mail address.

Regards

Benna chase

Dr Bennn Chase

Principal Psychologist

Sir Anthony Mamo Ownee
d

Malta
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