Received: 6 April 2023 | Revised: 4 August 2023

Accepted: 29 September 2023

DOI: 10.1002/nop2.2027

EMPIRICAL RESEARCH MIXED METHODS

NursingOpen ) WILEY

Registered Nurses' beliefs about end-of-life care: A mixed

method study

Fares Alshammari*?©¥ | Jenny Sim®**®% | Gemma Mcerlean’® ¥ |

Samuel Lapkin'® © ¥

1School of Nursing, University of
Wollongong, New South Wales,
Wollongong, Australia

2College of Applied Medical Sciences,
University of Hafr Al Batin, Hafr Al Batin,
Kingdom of Saudi Arabia

3School of Nursing & Midwifery,
University of Newcastle, New South
Wales, Callaghan, Australia

“World Health Organization Collaborating
Centre for Nursing, Midwifery & Health
Development, University of Technology
Sydney, Sydney, Australia

SDiscipline of Nursing, Faculty of Health,
Southern Cross University, Gold Coast
Campus, New South Wales, Lismore,
Australia

Correspondence

Fares Alshammari, School of Nursing,
University of Wollongong, Wollongong,
NSW 2522, Australia.

Email: fhdal05@uowmail.edu.au

Funding information
University of Hafr Al Batin, Grant/Award
Number: KSP12020231

Abstract

Aims: To examine registered nurses' (RNs) behavioural, normative and control beliefs
about end-of-life care for patients who are diagnosed with advanced and life-limiting
illnesses; and to identify the barriers and facilitators they experience when providing
end-of-life care.

Design: A sequential explanatory mixed methods study.

Method: An online cross-sectional survey was conducted using the Care for Terminally
Il Patient tool among 1293 RNs working across five hospitals in the Kingdom of Saudi
Arabia. Online individual semi-structured interviews with a subgroup of survey re-
spondents were then undertaken. Data were collected between October 2020 to
February 2021.

Results: A total of 415 RNs completed the online survey, with 16 of them participating
in individual interviews. Over half of the participants expressed the belief that end-of-
life care is most efficiently delivered through multidisciplinary team collaboration. The
majority of participants also believed that discussing end-of-life care with patients or
families leads to feelings of hopelessness. Paradoxically, the study revealed that more
than half of the participants held the negative belief that patients at the end of life
should optimally receive a combination of both curative and palliative care services.
The results showed that nurses' beliefs were significantly associated with their age,
religion, ward type, level of education and frequency of providing end-of-life care.
Data from the qualitative interviews identified four themes that explored RNs' beliefs
and its related factors. The four themes were ‘holistic care’, ‘diversity of beliefs’, ‘dy-
namics of truth-telling’ and ‘experiences of providing end-of-life care.

Implications for the Profession and/or Patient Care: Wherever possible, patients at
the end-of-life should be cared for in specialist settings by multidisciplinary teams to
ensure effective, high-quality care. Where this is not possible, organisations should
ensure that teams of multidisciplinary staff, including nurses, receive education and
resources to support end-of-life care in non-specialist settings. Hospitals that employ
foreign-trained nurses should consider providing targeted education to enhance their
cultural competence and reduce the impact of different beliefs on end-of-life care.

This is an open access article under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in
any medium, provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
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1 | INTRODUCTION

End-of-life care and palliative care are two terms that are often used
interchangeably but they have distinct differences (Ryan et al., 2020).
Palliative care is intended for patients who have been diagnosed with
a life-limiting illness but may not be likely to die soon (WHO, 2023).
Patients can receive palliative care for many years (Palliative Care
Australia, 2023) and may start receiving it at the time of their termi-
nal disease diagnosis to manage symptoms and psychological impacts
(Worldwide Palliative Care Alliance, 2020). In contrast, end-of-life
care refers to a specific time point within palliative care and is focused
on patients and their families at the time of impending death from
a terminal disease condition that has become advanced, progressive
and incurable (Palliative Care Australia, 2023; Ryan et al., 2020).

Although high-quality end-of-life care is considered a basic
human right, providing it can be challenging and complex due to in-
dividual diversity of beliefs and preferences. For example, in many
Western countries, end-of-life care has become part of mainstream
healthcare services due to its widespread acceptance among individ-
uals (Six et al., 2023). In comparison, in many Asian, Middle Eastern
and African countries, end-of-life care remains problematic and is
often dependent on advocacy from the person requiring care or their
family, and the support of members of the multidisciplinary team
(Lin et al., 2019). In the Kingdom of Saudi Arabia (KSA), specialist
end-of-life care is still in its nascent stage and is not widely available
to patients (Alshammary et al., 2019). The underdeveloped integra-
tion of palliative care services into healthcare facilities and limited
public awareness regarding specialist end-of-life care are significant
factors that impede its advancement in the KSA (Aboshaigah, 2019;
Almoajel, 2020). Consequently, patients in KSA at the end-of-life,
typically receive nursing care in general hospital wards by generalist
registered nurses (RNs) (Al-Jabarti et al., 2021).

In all contexts, RNs play a crucial role in providing end-of-life
care for patients and their families. Their beliefs about end-of-life
care may be influenced by their personal experiences, cultural and
religious backgrounds, and professional training, all of which can im-
pact the quality of care they provide (Karbasi et al., 2018). However,
regardless of their personal beliefs, RNs must provide compassion-
ate, dignified and patient-centred care to support patients and their
families through the end-of-life process (Manookian et al., 2014).
Therefore, it is important to understand RNs' beliefs about end-of-
life care and to identify the barriers and facilitators that affect the
provision of such care.

2 | BACKGROUND

Beliefs are ideas that individuals consider to be true. Ajzen and
Fishbein (1980) developed the Theory of Reasoned Action (TRA)

which proposes that a person's beliefs about an issue are formed
by direct observation or external information sources. In the case of
RNs, their beliefs about end-of-life care can be influenced by various
personal and professional factors, such as their values, education
and clinical experiences (Scherrens et al., 2018). The TRA proposes
that one's behavioural intention is the most reliable predictor of their
behaviour, and this intention is dependent on three main beliefs
which are the focus of this particular study.

First, behavioural beliefs refer to an individual's positive or neg-
ative evaluation or judgement of performing a specific behaviour,
such as providing end-of-life care (Ajzen, 1985). Second, as defined
by Ajzen and Fishbein (1980) normative beliefs relate to an individu-
al's view of a particular behaviour from a societal perspective. More
specifically, it refers to the individual's beliefs that individuals or
groups think they should or should not perform the behaviour, such
as the RN's colleagues, patients or family members (Xu et al., 2023).
Third, control beliefs encompass an individual's skills and abilities,
as well as the facilitators and barriers to actual performance which
when taken together, are important determinants of the behaviour
(White et al., 2022). All of these beliefs are important in exploring
RNs' beliefs about end-of-life care from their personal behavioural
beliefs, social normative beliefs and in the context in which they
work such as control beliefs (Scherrens et al., 2018).

The limited research that has examined RNs' beliefs about end-
of-life care consistently reports a variety of perspectives. For in-
stance, a systematic review conducted by Alshammari et al. (2022)
found that RNs value the provision of end-of-life care for patients
with terminal illnesses and their families. The preference of many
RNs is for end-of-life care to be provided in specialist palliative or
end-of-life care settings, rather than general hospital departments.
This is due to the various challenges that RNs in general hospital
settings encounter when providing end-of-life care (Stuart, 2022).
These challenges include staff shortages, the demands of their roles,
and a lack of time which can negatively affect RNs-patient commu-
nication (Carvajal et al., 2019; Hussin et al., 2018). Additionally, a
scoping review by Cerveny et al. (2022) highlighted the challenges
experienced by nurses when caring for patients from different
cultures. The review identified understanding religion, psychoso-
cial emotions, culture and spirituality as key aspects of providing
high-quality end-of-life care. These issues are particularly relevant
in the KSA due to the diverse cultural backgrounds of the nursing
workforce. Specifically, 40.6% of the total nursing workforce in KSA
has received training overseas, resulting in a diverse mix of cultural
backgrounds (Ministry of Health, 2023). As a result, nurses work-
ing in KSA are likely to hold diverse and varying beliefs about end-
of-life care that could influence their clinical practice. However, no
previous studies have investigated RNs' beliefs regarding end-of-life
care in KSA. Therefore, this study aims to use both quantitative and
qualitative data to gain a deeper understanding of their beliefs and



ALSHAMMARI ET AL.

MWI LEy_NursingOpen

Open Access,

explore the barriers and facilitators that influence the provision of
high-quality end-of-life care by a multicultural nursing workforce in

general hospitals in KSA.

3 | METHODS

3.1 | Aim and objectives

This study formed part of a broader doctoral project examining
RNs' knowledge, attitudes, and beliefs towards end-of-life care. The
specific aim of this component of the study was to examine the in-
fluence of RNs' personal and professional characteristics on their
beliefs about end-of-life care and to explore the barriers and facilita-

tors they experience when providing end-of-life care.

3.2 | Study design

A sequential explanatory mixed method design, consisting of a
cross-sectional survey and semi-structured interviews was used
(Taguchi, 2018).

3.3 | Population and sample

3.3.1 | Survey respondents

Participants for the quantitative phase were recruited by conveni-
ence sampling from nurses working in medical, surgical, cardiac,
cancer and palliative care units in five hospitals in the KSA. Nurses
working in emergency, critical care and paediatric units were ex-
cluded from the study because of variations in treatment goals for
patients admitted in these areas (WHO, 2023). Nurses working in
intensive care units, critical care units and emergency departments
were excluded because withdrawal of treatment and care in these
settings occurs for a broad range of conditions and may not relate to
advanced progressive and incurable diseases (Del Olmo et al., 2019;
Orban et al., 2017). Paediatric and neonatal wards were also ex-
cluded because nursing models for end-of-life care for children dif-
fer from the approaches used to provide end-of-life care for adults
(WHO, 2023). The sample size was calculated using the population
of 1293 nurses from the targeted hospitals, a 95% confidence in-
terval and a margin of error of 5% using Qualtrics (2018). An ap-
proximate sample size of 297 was required, and a total of 490 nurses

completed the survey (Figure 1).

3.3.2 | Semi-structured interviews participants

A convenience sample of nurses who completed the cross-sectional

survey were invited to participate in semi-structured interviews.

3.4 | Datacollection

Data for the cross-sectional survey were collected using the 22-
item Care of Terminally Il Patients (CTIP) questionnaire developed
by Csikos et al. (2010). To recruit participants, a nominated con-
tact person from each hospital distributed study posters to each
ward area. The posters included details regarding the study's aim,
purpose and a Quick Response (QR) code. After survey data had
been collected, nurses who had completed the survey were invited
to participate in semi-structured interviews. Due to disparate geo-
graphic locations and the COVID-19 pandemic restrictions in place
at the time of data collection, all interviews (n=16) were conducted
virtually using telephone and videoconferencing software Zoom™
(Zoom, 2022). The primary author developed the interview ques-
tions and interview guide in collaboration with three experienced
nurses with PhD qualifications (Files S1 and S2). The questions were
informed by the principles of the TRA (Ajzen & Fishbein, 1980) and
were designed to guide the semi-structured interviews. The inter-
view guide was pilot tested with two RNs, no data from the pilot
testing were included in the final analysis. Interviews were audio-
recorded and had a mean duration of 21 min. The data collection
took place between October 2020 and February 2021.

3.4.1 | Validity and reliability of CTIP

The CTIP questionnaire was initially developed to assess primary
care US and Hungarian physicians' beliefs and practices about end-
of-life care. Although previously translated and used with a sam-
ple of US and Hungarian health professionals (Csikos et al., 2010),
the validity and reliability of the CTIP have not been established.
Therefore, the CTIP questionnaire was reviewed by the research
team, and modifications were made where appropriate, for exam-
ple, changing the term ‘Physicians’ to ‘Registered Nurses’. This modi-
fied questionnaire was then pilot tested with 9 RNs to assess face
and content validity, as well as to check for comprehension before
administration.

3.5 | Ethical considerations

The study protocol was approved by the University of Wollongong
Human Research Ethics Committee and the Saudi Arabia Ministry
of Health. For the quantitative phase, access and completion of the
online survey was regarded as consent to participate, and each par-
ticipant for the semi-structured interviews gave informed written
consent prior to data collection. Recognising the sensitive nature of
discussing death and that the provision, or experience of, provid-
ing end-of-life care in hospital settings may have the potential to
cause emotional distress, the participants were provided informa-
tion on how to access in-hospital and local counselling support in the

Participant Information Sheet.
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FIGURE 1 Recruitment of participants. Hospitals
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Phase 1 Phase 2

Hospital 2
436 Potential
Participants

> 117 Respondents 3 Participants

Hospital 3
322 Potential
Participants

> 133 Respondents 7 Participants

Hospital 4
128 Potential
Participants

) 137 Respondents 3 Participants

Hospital 5

163 Potential
Participants

69 Respondents
) ponden 9 1 Participant

33 Respondents
> >

Total 5 hospitals potential

participants = 1,293 RNs

3.6 | Dataanalysis

3.6.1 | Quantitative data

Data analysis was undertaken using IBM SPSS version 27.0
(IBM, 2020). Descriptive statistics, such as means, frequencies,
percentages and SDs, were used for summarising the variables.
Subgroup analysis was conducted using cross-tabulations with
Kendall's tau-beta to test for significance and to compare associa-
tions between demographic and professional variables with CTIP
items. A p-value of <0.05 was considered statistically significant.
The open-ended answers for items 1 and 7 were analysed using
summative content analysis so that key words could be identified
and quantified to understand participants' responses (Hseih &
Shannon, 2005). The open-ended answers for item 13 were ana-

lysed using thematic analysis (Figure 2).

3.6.2 | Qualitative data

To ensure dependability, the first author conducted and transcribed
the interviews and collaborated with the other research team
members to create field notes and an audit trail, as recommended
by Lincoln et al. (1985). To support transferability, participants'
detailed descriptions and verbatim quotes, as well as a compre-
hensive description of study processes were used. Confirmability

2 Participants

Sample = 490 RNs Sample = 16 RNs

Response rate =
37.89%

was achieved through a rigorous process where three members of
the research team independently analysed the data to assess the
objectivity of the analysis, and to ensure the results accurately re-
flected the voice of the participants rather than the researchers'
biases, objectives or viewpoints (Lincoln et al., 1985).

Thematic analysis of the semi-structured interviews was con-
ducted using the approach of Braun and Clarke (2016). This process
involved: (1) familiarisation with the data; (2) generating initial codes;
(3) searching for themes; (4) reviewing themes; (5) defining and nam-
ing themes and (6) producing the report. Coding and theme devel-
opment were guided by the TRA (Ajzen & Fishbein, 1980) to identify

the RNs' beliefs about providing end-of-life care.
4 | RESULTS
A total of 415 out of 490 (84.6%) participants completed both the

demographic questions and the CTIP items. The demographic and
professional characteristics of participants are summarised in Table 1.

4.1 | RNs'belief about end-of-life care setting
(items: 1,9)

The majority of the participants (94%, n=390) reported that pa-
tients at end-of-life were being cared for in hospitals. However,
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Barriers

Item 13: Barriers
and Facilitators
Facilitators

r T T T

Hospital

I

Patient ]

l Patient ] l Physicians ]l Family ]l
[ [ [

l Nurses l l Family ] l Hospital ] ‘
[ [ [

l Lack of communication skills ]l Refusal to sign a patient's DNR ll Lack of communication skills l

Lack of end-of-life care guidelines ] l Lack of team support ] l "‘"’"”“;’;‘h""‘g"‘"""“' ] l Social worker involvement ] l

Cooperation and
understanding

Refusal to give more pain

medication Family grief

Refusal to accept the dlignosvs] l ] l ] l Lack of support for staff

|

the patient's condition

Lack of emotional control ] l Raareness 3nd acceptance "'] l Multidisciplinary team ]

' Lack of communication skills ] l R"“""““”""'"‘""“5] [ Lack of end-of-life care facilities
diagnosis

Patient's gender J l Cooperation with nurses ]

Lack of language support for
staff/patients

l Interfere with nursing care ] ‘

[

l Hiding the truth ] l Do not allow cultural norms

)
)
)

Asking many questions about
prognosis - wasting RNs' time.

] l Not offering single rooms ]

Lack of experiences

l Lack of knowledge l Higher level of education ]

Lack of

l Inadequate

|

Dealing with the family's anger ]

FIGURE 2 CTIP Item 13 mind-map of the codes.

56.1% (h=233) of participants stated that hospitals were the best
setting for end-of-life care, while 41.6% (n=173) indicated that a
patient's home was the preferred setting. Subgroup analysis identi-
fied statistically significant associations between home as the best
setting for end-of-life care and three factors: RNs who were older
than 4é6years (p<0.05), those who identified as Christian in religion
(p<0.001), and those who provided end-of-life care at least a few

times per year (p<0.05).

4.2 | Perceived knowledge of end-of-life care and
interest in further knowledge acquisition (items:
4,11,12)

The survey included three items that focused on the RNs self-
reported level of knowledge of end-of-life care, their desire to
acquire more knowledge, and the availability of end-of-life care
services. Approximately forty percent of respondents (43.4%,
n=180) reported having a basic knowledge of end-of-life care
requirements, and a similar number (43%, n=176) reported hav-
ing more than basic knowledge. Subgroup analysis identified that
RNs who worked in palliative care wards (p <0.05), and those who
had attended more than three days of end-of-life care education
(p<0.05) reported having more than the basic level of knowledge
about end-of-life care. Notably, the results showed that more than
half (59.3%, n=239) of RNs who work in non-specialist palliative
care settings only had a basic knowledge of end-of-life care, with
20% (n=48) only having heard about it, and 4% (n=11) never heard
of it before the survey.

| Staff shortage

With regards to end-of-life care training, 70% of RNs (n=292)
indicated that they were willing to attend professional development
to learn more about end-of-life care. Among RNs who frequently
provide end-of-life care, 94% (n=390) identified the need for addi-
tional professional development (p=0.03) (Table 2).

There were differences in perceptions with regard to the avail-
ability of end-of-life care services, with 36.4% (n=151) of RNs
reporting that the end-of-life care services in their regions were
inadequate or barely adequate. Only 24% (n=99) of RNs believed
that end-of-life care services were exceptionally good. Around
40% (n=165) of the respondents indicated that end-of-life care
services in their current health service were adequate but could
be improved. There were some key differences in participants re-
sponses based on location. For example, the largest proportion
of RNs in the North region rated end-of-life health care services
as ‘Inadequate’ (28.1%, n=18), while the largest proportion of
RNs in the West region rated end-of-life services as ‘Barely ade-
quate’ (44.7%, n=55). In the Middle, East, and South regions, the
highest proportion of staff rated end-of-life care as ‘adequate but
could be improved’ (40.4%,n=42;56.3%,n=58 and 47.6%, n=10,

respectively).

4.3 | RNs' belief about end-of-life care practices
(items: 2,3,7,10)

The majority of RNs (72.3%, n=300) agreed that collaboration with
an interdisciplinary team is crucial for providing optimal end-of-life
care. However, there were differences noted in RNs' views about
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TABLE 1 Characteristics of participating registered nurses

(n=415).

Demographic and professional characteristics

Gender
Male
Female

Age
20-25
26-30
31-35
36-40
41-45
>46

Religion
Christian
Muslim
Hindu

Other and Non-specify religion

Nationality
Philippines
India
Saudi Arabia
Others

Ward
Medical
Surgical
Oncology
Palliative

Country of qualification
Philippines
India
Saudi
Others

Highest nursing qualification

Diploma

Bachelor

Graduate or higher degree

Frequency of end-of-life care provided

Daily

Once per week
Once per month
Few times per year

Never

n
60
355

21
108
151
60
42
33

202
143
48
22

169
130
87
29

183
171
49
12

164
127
84
40

50
324
41

123
73
58
136
25

Number of end-of-life patients in the last 12months?

None
1-3
4-7
8-11

12 or more

79
140
71
28
97

%
14.5
85.5

51
26
36.4
14.5
10.1

48.7
34.5
11.6
5.3

40.7
313
20.9
6.9

441
1.2
11.8
2.9

39.5
30.6
20.2
9.6

12
78.1
9.9

29.6
17.6
14

32.8

19
33.7
171
6.7
234

(Continues)
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TABLE 1 (Continued)

Demographic and professional characteristics

How much education on end-of-life care attended

2-8h 222 57.3

1-5days 106 27.4

More than 5days 59 15.2
End-of-life care education attended

Yes attend 390 94

Not attend 25 6

Interested in having additional education on end-of-life care
Yes 365 88
No 50 12

how end-of-life care should be delivered. Around a quarter of re-
spondents (27.2%, n=113) believed that trained healthcare profes-
sionals should be responsible for providing psychosocial end-of-life
care, while 23.9% (n=99) reported that end-of-life care is best
managed by physicians. In contrast, 43% (n=181) of participants
believed that end-of-life care is a personal issue that should be man-
aged by the patient and their family. However, these differences
were not statistically significant. Comparisons based on nationality
indicated that Saudi RNs were more likely to believe that end-of-
life care is primarily a psychological issue that is best dealt with by
other trained specialists (41.4%, n=36). However, RNs from other
countries were more likely to select the option that end-of-life care
is a personal issue best dealt with by the patient and their family
(43.4%,n=179).

The data highlighted differences based on previous end-of-life
care education and nationality with beliefs about maintaining pa-
tient's dignity. Nurses who had attended end-of-life care education
were more likely to believe that patients were able to maintain their
dignity until death (p=0.008) when compared to those who had not
attended such education. Of the 169 Filipino RNs, more than half
(52%, n=88) believed that patients at end-of-life are able to maintain
personal dignity, compared to RNs from other countries (p <0.001)
who believed that patients are sometimes able and sometimes not
able to maintain personal dignity.

Nurses' opinions about the most appropriate type of care for
patients at the end-of-life varied. For instance, more than 60%
(n=260) of RNs believed that the most appropriate type of care for
end-of-life patients is a combination of curative treatment and palli-
ative care. However, almost half of the RNs (51%, n=38) aged over
40years believe that the most appropriate type of care for end-of-

life patients is primarily palliative care only (p=0.007).
4.4 | Communication (items: 5,6,8)
Three items focused on RNs experiences of discussing a prog-

nosis of end-of-life with patients and families. A large majority of
respondents (88.4%, n=367) expressed the view that discussions
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TABLE 2 CTIP descriptive statistics (N=415).

Total
Items frequency %
1. In your opinion, the best settings for care of end-of-life care are usually?
A hospital 232 (55.9)
The patient's home 174 (41.9)
Missing 9(2.2)
2. What do you believe is the most appropriate type of care for end-of-life care patients?
Continuous curative treatment of the disease until death 50(12.0)
A combination of curative treatment and palliative care 260 (62.7)
Primarily palliative care only 105 (25.3)
3. Some people believe that the well-being of end-of-life care patients is best served by collaboration with an interdisciplinary
team. Do you:
Strongly agree 110 (26.5)
Agree 190 (45.8)
Unsure 75(18.1)
Disagree 22(5.3)
Strongly disagree 18 (4.3)
4. In your opinion, are the health care services in your regions currently available for the care of end-of-life care patients?
Exceptionally good 99 (23.9)
Adequate but could be improved 165 (39.8)
Barely adequate 98 (23.6)
Inadequate 53(12.8)
5. Some people believe that discussing a prognosis of end-of-life with patients gives them a sense of hopelessness. Based on
your experience, is this statement:
Usually true 71(17.1)
Often true 121 (29.2)
Sometimes true 175 (42.2)
Seldom true 28 (6.7)
Never true 20 (4.8)
6. Some people believe that discussing a prognosis of end-of-life with family of a terminally ill patient gives them a sense of
hopelessness. Based on your experience, is this statement:
Usually true 56 (13.5)
Often true 131 (31.6)
Sometimes true 178 (42.9)
Seldom true 37 (8.9)
Never true 13 (3.1)
7. In your opinion, is end-of-life care primarily
A medical issue best dealt with by a physician 116 (25.8)
A personal issue best dealt with by the patients and his/her family 198 (44.1)
A psychosocial issue best dealt with by other trained professionals 130 (28.9)
Missing 5(1.2)
8. Regarding the decision to inform a patient that s/he has end-of-life, do you believe:
The patient has the right to know and | always tell them 76(18.3)
The patient has the right to know, but | only tell them if | am asked 112 (27.0)
The patient's right to know is balanced by the nurse's judgement of whether it is in the patient's best interest to know 210 (50.6)

The patient has no right to know; the decision should always be left to the nurse 17 (4.1)
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Total
frequency %

9. In your experience, the families of end-of-life care patients are capable of providing appropriate care in the home. Regarding

this statement, do you

Strongly agree 49 (11.8)

Agree 173 (41.7)

Unsure 124 (29.9)

Disagree 54 (13.0)

Strongly disagree 15(3.6)
10. In your experience, are end-of-life care patients usually able to maintain their personal dignity, up to and including the

moment of death?

Almost all terminally ill patients are able to maintain personal dignity 68 (16.4)

The majority of terminally ill patients are able to maintain personal dignity 94 (22.7)

Sometimes terminally ill patients are able to maintain their personal dignity, sometimes they are not 167 (40.2)

A majority of terminally ill patients are not able to maintain personal dignity 55(13.3)

Almost all terminally ill patients are not able to maintain personal dignity 31 (7.5)
11. How familiar are you with end-of-life as a type of care?

I am quite knowledgeable 82 (19.8)

I have more than a basic knowledge 94 (22.7)

I have only a basic knowledge 180 (43.4)

| have only heard about it 48 (11.6)

| have never heard of it before now 11(2.7)
12. Would you attend a professional development workshop to increase your knowledge and understanding of end-of-life

care?

Yes, definitely 189 (45.5)

| probably would 103 (24.8)

Maybe 88(21.2)

| do not think so 35(8.4)

about end-of-life care with patients or families led to hopelessness
(Table 2). However, 50% (n=210) of RNs believed that the decision
to inform a patient that they require end-of-life care is ‘balanced by
the nurse's judgement of whether it is in the patient's best interest to
know'. Many Saudi RNs (77%, n=67) were found to be more likely to
tell the patients that they require end-of-life care compared to RNs
from other countries (83%, n=348) (p=0.009).

4.5 | Correlations between demographic
characteristics with CTIP items

The associations between demographical variables and CTIP item
categories were negligible. All Pearson's correlation coefficient val-
ues were less than 0.2 (File S3).

4.6 | Qualitative results

In total, sixteen RNs consented to be interviewed for this study. The
majority of participants were females (n=14), and half were from the

surgical wards (n=7). The participants' characteristics are shown in
Table 3.

4.7 | Nurses' beliefs about end-of-life care

Four themes were derived from the qualitative data exploring
nurses' beliefs about providing end-of-life care in the KSA hospital
settings. The four themes included: the provision of holistic care,
the diversity of RNs beliefs, the dynamics of truth telling and RNs

experiences of providing end-of-life care.

471 | Holistic care

Participants described end-of-life care as holistic in nature and
explored how it differed from traditional curative care. Important
considerations at end-of-life included ... the psychological, social,
emotional, spiritual, and cultural concerns of the patient and the
family’ (Participant #15). They expressed the view that patients
receiving end-of-life care were different to those they routinely
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Characteristics of the interview participants

TABLE 3 Characteristics of the
interview participants.

No. Age Speciality area Religion Gender Nationality
1- 31-35 Surgical Hindu Female Indian

2- 31-35 Oncology Catholic Male Filipino

3- 31-35 Surgical Christian Female Indian

4- >50 Palliative Muslim Female South Africa
5- 36-40 Surgical Christian Female Filipino

6- 31-35 Cardiac Christian Female Indian

7- 41-45 Surgical Christian Female Indian

8- 41-45 Medical Catholic Female Filipino

9- 31-35 Palliative Christian Male Filipino
10- 36-40 Surgical Christian Female Indian

11- 26-30 Medical Muslim Female Filipino

12- 41-45 Oncology Muslim Female Filipino

13- 31-35 Medical Muslim Female Saudi

14- 36-40 Surgical Hindu Female India

15- 26-30 Surgical Hindu Female Indian

16- 26-30 Medical Hindu Female Indian

cared for on the ward, saying ‘this kind of patient [end-of-life care
patient] needs more care’ (Participant #3). Others provided direct
information on how ‘we have to provide holistic care for the patient,
including more physical, emotional, psychological support as well as
a virtual support system’ (Participant #6). Holistic care at end-of-life
was summarised by Participant #1 as improving quality of life and
requiring them to ‘understand their condition, their feelings, and ...
support them psychologically and physically. And we have to pro-
vide [care for] all their needs’ (Participant #1).

The holistic nature of end-of-life care led to participants using
terms such as ‘need’ to describe how they felt when providing care.
This may be because participants believed that end-of-life care was
important but ‘never an easy task’ (Participant #11) and required ad-
vanced practice skills which nurses developed through end-of-life
education and experiences. Participants also shared the feeling that
they ‘needed’ the support of the multidisciplinary team to provide
high-quality, holistic end-of-life care.

‘It [end-of-life care] would give comfort to the family
as well as to the patient because ... | would be able to
provide supportive care ... And also if they have any
concerns, especially their family, | would refer them to
the palliative doctors. So, with that, and with the help
of that multi-disciplinary team, | can provide [the]
quality care that they are looking for.

(Participant #2)

However, some participants, especially those in non-speciality
palliative care wards reported that they were unable to meet
the needs of patients and families in a holistic way. Barriers to
the provision of end-of-life care included caring for patients on

Hospital/Region
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mixed-speciality and general medical wards, and inadequate staff-
ing. In non-specialist wards, the diversity of care needs of patients
- when some patients require end-of-life care and some require
active treatment care - was also perceived as a barrier by some
nurses. Participant #5 summarised the stressors induced by this
diverse workload.

‘It is hard. When it comes to meeting their [end-of-life
care] needs because sometimes patients can become
so demanding, ... they just want your one-on-one
care. They want your ...... they will be the one to be

cared [for] only, considering we have four patients’.

4.7.2 | Diversity of beliefs

Participants had diverse religious and cultural backgrounds, but this
did not appear to influence individual nurses' beliefs about the im-
portance of providing end-of-life care. They described how effec-
tive end-of-life care required humanity and was a reflection of their
role as a nurse, which they considered ‘a noble profession with a
sense of caring to the patient’ (Participants #10). Participant 9 said,
‘... it doesn't matter what religion [you] have ... it matters most how
do you deal with the individual? How human you are to deal with
those patients?’. However, participants described how they needed
to know the religion and culture of their patients to provide end-of-
life care consistent with the needs of the patient and their family, as
participant #1 expressed, ‘We are giving end-of-life care according
to their cultural beliefs. So, for patients and their families, we must,
we have to know their cultural belief, and we have to follow their
cultural beliefs also. So we have to understand their beliefs also’. The
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emphasis on understanding the religious and cultural needs and be-
liefs of the diverse range of patients under their care provides insight
into the depth of knowledge and acceptance that nurses require to
provide high-quality end-of-life nursing care.

Despite recognition of the importance of understanding the
diversity of religious practices, this knowledge was also described
as both an enabler and a barrier to effective end-of-life care. Some
participants expressed how their religious practices helped them de-
liver appropriate end-of-life care. One participant described an ex-
ample of end-of-life care religious practices as follows: ‘I would tell
them [family of the patients], okay, now, you know, this is a patient
now bedridden, put in the Qibla position.” (Participant #4). Qibla is
the direction of Mecca to which Muslims turn at prayer. This exam-
ple illustrates how nurses can adequately and appropriately care
for patients and their families when they have an understanding of
the patient's religious practices. Participant 16 also provided an ex-
emplar, ‘... when | went to his room, he requests me, he wants to
hear some type from our Ramayana [Hindu Song]’. In contrast, some
participants from different cultural and religious backgrounds than
the patients they commonly looked after, reported the challenges
they experienced in providing end-of-life care because they did not
fully understand the cultural norms and religious needs of these pa-
tients and their families. This led to participants expressing that they
needed more education on important religious rituals to meet the

needs of their patients and their families.

‘It's very important thing and it will improve the
quality-of-life care ... if they will teach us, because of
course, we are from another country and we are all
another religion. If they will teach us some Muslim re-
ligious beliefs, like that we can follow that one, and we
can easily understand that one.’

(Participant #15).

4.7.3 | Dynamics of truth telling

Participants raised concerns of how being truthful impacts nurses'
professional practice and their psychological well-being. Several par-
ticipants described situations where patients were not aware that their
disease was terminal. When this occurred, nurses expressed how this
necessitated providing care based on the patients' awareness of their
diagnosis rather than their prognosis, ‘the family members, they hide
the matter, they will hide the matters to the patient and, sometimes
they are not aware also. So, in that situation we can behave according,
[to] that way." (Participant #16). In these cases, participants reported
limited capability to provide high quality, holistic end-of-life care due
to ‘the family's refusal for the patient to know their condition, so until
the end of life, the patient still think that they only have this small ill-
ness’ (Participant #8). Participant 7 also indicated that they ‘feel very
sad because you know, the patient definitely doesn't know his con-
dition. The patient is thinking he will become okay’ (Participant #7).
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The dynamics of truth telling, and the limited influence nurses had on
disclosing details about the patients' prognosis made some nurses feel
like their professional obligations and responsibilities to the code of
ethics were compromised. Nurses explained how this barrier impacted
end-of-life care for patients as they could not ensure some patients
had a full understanding of their condition and were therefore unable
to fully engage in decision-making about end-of-life care planning.

Respondents described how the context they worked in im-
pacted their views about disclosing prognosis to individual patients.
Participants who were working in specialist palliative care units
pointed out how they ‘are oriented at the first place [in] how to take
care, how to deal with those end-of-life patients’ (Participant #9).
This includes an explicit system about disclosing the diagnosis/prog-
nosis to the patients ‘first’ and then their families. This is because the
nurses, patients, families and doctors in the palliative care units are
all aware of how best to approach end-of-life care, which facilitates
planning of care.

‘I work in the end-of-life care settings. So, you know,
... for the others [nurses], maybe it will be difficult, you
know, because we have [in palliative care settings] a
clear goal for our patient at end-of-life, but maybe for
the other nurses [working outside of palliative care
settings], maybe difficult’

(Participant # 4).

In contrast, participants from non-specialist palliative care wards
indicated a kind of chaos about the process of truth telling at end-of-
life. Participants highlighted uncertainty and ambiguity surrounding
who should be responsible for informing patients about impending
death and the need to change care goals to that which is appropriate
for end-of-life care. One participant described their personal beliefs
that family members should know the diagnosis before the patient,
‘We have to explain to the families first ... what all things we are
doing for the patient’ (Participant # 1). This belief contradicts with
the principles of end-of-life care regarding telling the truth to the
patient first. Some participants expressed confusion and a lack of
clarity about their role in situations where the doctor refuses to tell
patients the truth about their prognosis. This confusion led to moral
and professional struggles between members of the treating team
and is evident in this quote from participant #7:

‘| said, Doctor so what can we do [for the patient]?
Can you explain to the patient in this one [situation].
So, the doctor refused to give the information, she
[the doctor] told me, no, no, no, this is, | cannot ex-
plain, I will not explain like that. In that time only I'm
thinking more about end-of-life care because you
know, | feel very sad [at] that time ... if | am the one
[the patient], it will be harmful like that ... so ... it will
feel really sad because ... | don't know my condition
and the doctor doesn't want to explain to the patient’

(Participant # 7).
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474 | Experiences of providing end-of-life care
Most of the participants described end-of-life care as a difficult task
due to the challenges they experienced in delivering high-quality
care. The challenges participants reported included being unable to
successfully fulfil patients and families' requests in non-specialist
palliative care wards. Participant #14 expressed end-of-life care as
‘very hard, because our ward is the busiest ward in our hospital, we
cannot give the maximum care which is needed by the patients, the
one who require palliative and terminal care’. Another challenge in-
cluded dealing with patient and family anger. ‘Sometimes they [the
patient] are aggressive, sometimes they are showing aggressive be-
haviour because of their disease sometimes because of their pain.
So, they are showing anger to us’ (Participant #3). Communicating
in Arabic was also perceived to be challenging for some participants
due to Arabic being their second or third language. Participant 16
stated that ‘there is a language barrier, that is the most important
problem for communication’. All of these challenges affected partici-
pants' beliefs and, subsequently, their ability to provide high-quality
end-of-life care.

‘Its not easy because ... patients and the family mem-
bers have different views, and perceptions about
end-of-life care. So, there are decisions in ... whatever
the plan of care would be, it's not easy to decide what
to do and when to do it because they have different
views. And sometimes they have conflict. So, it really
affects the care of the patient. And, also their accep-
tance and the patient's acceptance and awareness of
these conditions.’

(Participant #8)

Some participants explored how providing end-of-life care is dif-
ficult because of its negative impact on them. Although not com-
mon, respondents expressed the belief that when they form a close
relationship with their patients and the patient dies, they become
very stressed as they are emotionally attached. ‘Sometimes we are
taking care of our patients ... same like our family members. They
become close to us also, sometimes you know, so suddenly, some-
thing will happen to our patients very hard to ... it's a very different
feeling for us also. For us, it's mental feeling ... is too much stressful
also.” (Participant #1). Other participants described how it is ‘very
hard to cope’ (Participant #3) because their patients at their final
stage are in pain and feeling very depressed. In addition, partici-
pants identified challenges at being present at the time of death.
Participant #8 highlighted how some moments during end-of-life
care are very difficult, such as when death occurs, and family mem-
bers are emotionally and psychologically distressed. They reported
‘the emotions of the family members [are difficult], because | had it
before that the patient died during our visit and it was really emo-
tional for ... the family ... and it's not easy to be there in those mo-

ments’ (Participant #8).

5 | DISCUSSION

End-of-life care practices are greatly influenced by nurses' behav-
ioural, normative, and control beliefs and also the systems in place
which support or impede the provision of such care. The results of
this study show that RNs, regardless of any professional or personal
demographic factors, are committed to providing the best end-of-
life care. This is because they believe that providing end-of-life care
will make patients and their families as comfortable as possible.
However, the study also revealed that RNs' cultural, religious, edu-
cational and/or ethnic backgrounds may influence end-of-life nurs-
ing practices (Rittle, 2015). This is consistent with existing literature
that highlights how cultural norms and education play a crucial role
in shaping RNs' beliefs about death and dying and influence the pro-
vision of care (Binda et al., 2021; Juranic et al., 2023). These findings
highlight the need to examine these factors to develop recommen-
dations for improving end-of-life care practices in Saudi Arabia and
internationally.

The study also found that the majority of RNs (80%) believed
that discussing a terminal prognosis makes patients and families feel
hopeless. However, RNs' normative beliefs were challenged when
exposed to different views or cultural stances on the emotions that
come with learning the end of life is near. In a broader cultural con-
text, RNs' beliefs that breaking bad news will bring about a feeling
of hopelessness may not align with the actual experiences of pa-
tients and their families (Fishbein & Ajzen, 2011). Rather, these be-
liefs may reflect RNs' personal expectations and beliefs about the
consequences of disclosing and discussing a terminal prognosis. This
normative belief and its consequences may explain why RNs in the
qualitative phase reported that they wished to learn more about
Saudi Arabian culture and beliefs regarding end-of-life care, and how
best to communicate with Saudi patients when they are approaching
the end-of-life. This is because the majority of RNs in this study are
from different cultural backgrounds and are unaware of the psycho-
social norms of the Saudi Arabian population. This finding is sup-
ported by research from other cultural contexts, which emphasises
the importance of understanding patients' and families' cultural per-
spectives when communicating about terminal prognoses (Kwame
& Petrucka, 2021). Increased cultural awareness might, therefore,
facilitate communication between RNs and patients, which is a cru-
cial component of quality end-of-life care (Kaihlanen et al., 2019).

Previous research has also highlighted how nurses from different
cultures and beliefs need to learn more about end-of-life care prac-
tices in their host country. An Australian study by O'Callaghan et al.
(2020) explored the experiences of foreign-educated and locally
trained migrant nurses working in a culturally diverse environment.
They found that those trained in other countries were uncertain
about when to approach end-of-life care due to a lack of cultural
knowledge and practices in their new context. Zhang et al.'s (2018)
reported similar findings with nurses working in Singapore needing
to learn more about the patients' cultures and beliefs to support

their spiritual needs at end-of-life. An integrative review highlighted
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that international nurses working in Middle Eastern Muslim coun-
tries may not fully understand the nuances of local customs and
beliefs surrounding death and dying, potentially impacting the de-
livery of culturally appropriate end-of-life care (Oakley et al., 2019).
Therefore, to improve patient outcomes and create culturally in-
clusive workplaces, health services should educate and orientate
internationally educated nurses about death and dying in different
cultures (Semlali et al., 2020). The findings also reinforce the call for
increased emphasis on death and dying in the undergraduate nursing
curriculum, particularly in relation to different beliefs, cultures and
end-of-life care.

There is also a complex interplay between RNs' beliefs, cultural
and religious backgrounds and their provision of end-of-life care.
Some participants mentioned that their religious practices helped
them provide appropriate end-of-life care. For example, RNs who
shared the same religion as their patients were more familiar with
the religious rituals required in the last moments of life, which
help preserve the patient's dignity. This religious factor may ex-
plain why there were differences in nurses' responses about their
belief in their ability to preserve patients' dignity until the mo-
ment of death (Xiao et al., 2021). A systematic review by Balante
et al. (2021) confirmed that faith and religion often guide end-of-
life approaches. Their findings indicated that RNs consider their
faith as an integral part of their professional role when providing
end-of-life care, and they felt satisfied that their faith guided them
in their decisions to support patients and their families (Balante
et al., 2021). Additionally, the religious and cultural backgrounds
of RNs can affect behavioural beliefs, giving them confidence that
they have the knowledge and skills to provide appropriate end-of-
life care (Brunton, 2017). Therefore, we recommend that nurses
be educated using scenarios and role-playing methods to develop
knowledge about providing end-of-life care to patients who are re-
ligiously or culturally different from them (Valen et al., 2019). Using
these methods in nursing education and professional development,
as well as focusing on preserving religious rituals in a multicultural
workplace context, may support development in this area (Coyle
et al., 2015).

This study also highlighted the importance of interdisciplinary
teams for the provision of end-of-life care in both specialist and
non-specialist settings. An interdisciplinary approach is becoming
more widely accepted among healthcare staff in practice, and there
is a growing integration of palliative and end-of-life care into Saudi
Arabian hospitals and health systems (Alshammari et al., 2019).
This study is not the first to find that interdisciplinary care teams
facilitate improvements to the quality of end-of-life care, partic-
ularly in general hospital settings. Carvajal et al. (2019), in their
scoping review, reported that RNs accepted and recognised the
interdisciplinary team as a facilitator in providing end-of-life care.
Nurses' acceptance and recognition were related to the high level
of control achieved by an interdisciplinary team regarding patient
care, enabling them to meet each patient's end-of-life needs (WHO,
2023). However, the results from this study suggest that there are
significant variations in the role of RNs in interdisciplinary teams
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in the KSA context. These findings and existing literature, show
that nurses are not always adequately supported to participate in
decisions about end-of-life care planning (Blackwood et al., 2019).
Further research is needed to explore the role of RNs in interdisci-
plinary teams to determine how they can contribute to improving
the quality and effectiveness of end-of-life care.

This study clarified the relationship between RNs' years of ex-
perience and their beliefs about end-of-life care best practices. It
found that RNs with more years of experience believe that pallia-
tive care and making patients comfortable at the end of their lives
is the best practice for caring for the terminally ill. They hold the
view that curative care should not be provided to patients with
incurable illnesses to avoid unnecessary treatments. This belief
may be a response to the current practice of aggressive cura-
tive treatment until the last days of life, which often resulting in
missed opportunities to refer patients for end-of-life care (Nevin
et al., 2020). Glogowska et al. (2016) also found that more expe-
rienced nurses feel more sympathy for their terminally ill patients
who are still undergoing curative treatment in their final phase of
life, despite there being no hope of recovery. Avoiding emergency
interventions in end-of-life patients, such as cardiopulmonary re-
suscitation (CPR), helps reduce the pain dying patients (and their
families) experience (Martin et al., 2022). Nurses with more ex-
perience are likely to have encountered numerous patients with
incurable illnesses and have witnessed the impact of aggressive
curative treatments on patients' quality of life (Chan et al., 2020).
This exposure may lead to a shift in their beliefs, favouring a more
patient-centred approach that focuses on comfort care and symp-
tom management instead of aggressive curative interventions (De
Brasi et al., 2021). Therefore, incorporating end-of-life care educa-
tion into nursing curricula can help prepare nurses to provide com-
passionate and effective care for dying patients. This can include
training on symptom management, communication with patients
and families and navigating cultural and religious differences. By
normalising the importance of end-of-life care, nurses can feel
more confident and prepared to provide compassionate care to

their patients.

5.1 | Limitations

There are some limitations to the research that must be consid-
ered when interpreting the findings of this study. Firstly, this re-
search was conducted during the COVID-19 pandemic, which may
have had an impact on the nurses' experiences and perceptions
of end-of-life care. The pandemic may have led to changes in the
work environment and care processes and increased workload
and stress for healthcare professionals (Gao et al., 2020), poten-
tially affecting data collection. In addition, due to the length of the
questionnaire and the increased workloads of participants during
the pandemic, some RNs did not complete the belief section of
the survey. However, the study was strengthened by the inclusion
of in-depth, semi-structured interviews. Finally, the tool used for
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measuring RNs' beliefs in this study requires further validation.
Ideally, this would be achieved by using the tool in future research
conducted in other countries to assess its validity and reliability

across cultures.

6 | CONCLUSION

In conclusion, this study has contributed to the understanding of
RNs' beliefs about end-of-life care in general ward settings. The find-
ings suggest that RNs hold a range of beliefs, influenced by cultural
and religious factors, as well as their professional experiences and
training. These beliefs can both facilitate and hinder the provision of
appropriate end-of-life care for patients and their families. The study
highlights the need for ongoing education and training for RNs to
improve their understanding and delivery of end-of-life care, and for
the integration of palliative and end-of-life care into Saudi Arabian
hospitals and health systems. Overall, this study provides valuable
insights that can inform the development of policies and strategies
to improve end-of-life care provision in Saudi Arabia and potentially

other multicultural settings.
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