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Abstract
BACKGROUND: The limited palliative care services can affect the late in palliative care management, such as late 
in decision making. Decision making is one of the crucial processes that every patient with life-threatening health 
life-limiting illness needs to overcome. Nurses can be the third party between the patients and physicians in helping 
them with decision making.

AIM: The aim of this study was to explore the differences perspectives of palliative care decision making for palliative 
patients and families in Indonesia and Malaysia.

METHODOLOGY: The study design used qualitative method with the phenomenology approach. The sample size 
of this study was 12 participants from two different study settings. They were three palliative nurses and three 
physicians from each country, selected by purposive sampling. The study was carried out at PKU Muhammadiyah 
Yogyakarta Hospital and Tuanku Fauziah Hospital Kangar, Perlis, Malaysia. Data collection used in-depth interview. 
The interpretative phenomenology analysis was used to analyze the data.

RESULTS: There were differences in the perspectives of palliative care services in Indonesia and Malaysia based 
on the culture form each of the countries. Nurses played a supportive role in ensuring that the care delivered to the 
patients and families were effective and efficient. Lack of staff was one of the challenges for Indonesia and Malaysia 
palliative care services need to face.

CONCLUSION: Three themes emerged from the collected data; there were views on palliative care, nurses’ 
supportive roles, and limited resources. To encounter the challenges and difficulties that interrupt the care delivery to 
the patients, nurses need to improve knowledge about palliative and their skills.
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Introduction

The global prevalence of palliative patients 
increases with the increase of the aging population and 
the incidence of communicable and non-communicable 
diseases (NCDs). NCDs, including heart disease, 
stroke, cancer, diabetes and chronic lung disease, are 
collectively responsible for almost 70% of all deaths 
worldwide. Almost three quarters of all NCD deaths, 
and 82% of the 16 million people who died prematurely, 
or before reaching 70 years of age, occur in low- 
and middle-income countries [1]. For patients with 
age above 70 years old, the prevalence of living with 
cardiovascular disease increased to 53.7%, while those 
diagnosed with neoplasm were 86.3% [2], [3].

Both Malaysia and Indonesia also have an 
increase in the number of patients who receive palliative 
care. Malaysia recorded ischemic heart disease, which 
also categorized in cardiovascular diseases as the leading 
death cause from 2010 until 2012, with the increase in 
the number of accidents from 25.6% to 36.0% of deaths. 
Cancer, which also enlisted as the terminal health 

problem in need of palliative care, recorded the increase 
in numbers with 11.1-15.0% of the deaths [4], [5]. In 2016, 
HIV and AIDS also increased in incidents. Meanwhile, 
Indonesia also reported that non-communicable health 
problems increased. Stroke was the leading death cause 
in Indonesia since the 1990s, with the total incident 
increased by 61.5% and with an average of 2.7% per 
year. In 2016, HIV and AIDS case reports also increased 
from 21.5% cases to 41.2% cases [6].

Increased terminal health issues raise the 
need for palliative care in need. However, the facilities 
given are not met. Lim (2017) reported that the world 
palliative care alliance mapped Indonesian palliative 
care facilities in the third categorize, which indicated 
that isolated palliative care provision with palliative 
care growth was not well funded and limited in number 
compared to the size of the population [7]. Meanwhile, 
Malaysia was mapped in the fourth category, which 
denoted that palliative care services were in mainstream 
medicine. It had various types of palliative care services, 
the awareness of the healthcare professionals and 
communities, and the pain management services. In 
Malaysia, The policy had minimal impact on the services, 



 Abdullah et al. Decision Making for Palliative Patients in Indonesia and Malaysia

Open Access Maced J Med Sci. 2021 Feb 05; 9(T4):6-17. 7

availability of training, and education and had an interest 
in the national palliative care association concept.

Limited palliative care services can affect the late 
in palliative care management, such as late in decision 
making. Decision making is usually required in the 
transition of the diseases’ progress to change the goals 
of care [8]. A systematic review conducted by Visser et al. 
found that 90 barriers to decision-making in palliative 
care were caused by physicians’ lack of attitudes toward 
palliative patients, knowledge, practice, communication 
skills, and confidence their judgment of the patient’s 
condition and prognosis [9]. Late in decision making could 
cause low in services’ satisfaction, either for the patients, 
family, or healthcare practitioners [10], [11].

Decision making is one of the crucial processes 
that every patient with life-limiting illness health 
problems needs to overcome. The decision-making 
process is essential for them because they do not have 
much time to be treated with unnecessary and costly 
treatments. Fasten the decision making will fasten the 
palliative care management, which will increase the 
level of satisfaction [12]. Palliative care management 
will help in pain management, relief the sufferings, and 
good death holistically [13]. Promoting proper care 
techniques to the patients can help them have a good 
quality end of life, which then helps them achieve the 
good end of life or husnul khotimah.

Usually, patients, family, and the physician 
will be involved in the decision-making process, also 
known as shared decision making [14].However, during 
the process, there will be different perspectives and 
preferences [15]. Therefore, nurses can be the third 
party between the patients and physician, the family 
and physician, and the patient and the family in helping 
them for the decision making [16].

Nurses facilitate the palliative patients and family 
with the information about palliative informally while 
advocating and supporting the care [17]. However, nurses 
lack confidence in initiating palliative care referrals, though 
they know much about the patients. The lack of confidence 
is due to fewer opportunities given to the nurses in decision 
making as there are nurses–physician communication 
barriers [18]. The same situation also happens for palliative 
nurses in Malaysia and Indonesia. The nurses had been 
highlighted the roles in caring for the palliative patients, 
physically, psychologically, psychosocially, and spiritually, 
but not the roles of decision making [19], [20]. The aim of 
this study was to explore the perspectives differences of 
palliative care decision making for palliative patients and 
families in Indonesia and Malaysia.

Methods

The study was conducted in a qualitative 
method with the phenomenology approach. Purposive 

sampling was used for the participants’ selection to 
select participants who had much experience in the 
study areas. The sample size of this study was 12 
participants from two different study settings. They were 
three palliative nurses and three physicians from each 
setting. The selected participants were determined by 
including criteria (1) have been registered as nurses 
with more than 2 years of palliative care experience, (2) 
have a minimum diploma education as it is a basic nurse 
qualification, and (3) able to speak either Malaysian, 
English, or Indonesia. Meanwhile, for the exclusion 
criteria, the nurses did not receive any palliative care 
training within 6 months of working.

For physician recruitment, the inclusion 
criteria were (1) having experience with palliative care 
treatment for more than 2 years, and (2) able to speak 
either Malaysian, English, or Indonesia. However, 
the physician who did not receive any palliative care 
training within 6 months of working was excluded from 
participating in this study.

The study was carried out within May 2018 until 
February 2019 at two places (PKU Muhammadiyah 
Yogyakarta Hospital and Tuanku Fauziah Hospital 
Kangar, Perlis, Malaysia). The first study setting was 
PKU Muhammadiyah Yogyakarta Hospital (PKUMYH). 
PKUMYH is a teaching hospital that offers a higher 
level of routine medical care to the most complex 
health problems, disorders, and injuries. Furthermore, 
PKUMYH applies a good death concept for their 
patients’ care management with the call of husnul 
khotimah concept, which is related to the palliative care 
goals of care.

The second study was conducted at Tuanku 
Fauziah Hospital, Kangar, Perlis, Malaysia. This hospital 
was established in 1909 by the Malaysian government to 
provide healthcare services to the population of Perlis. 
The support services include palliative care services, 
which are in charge of the Surgical Department. It is 
managed by a palliative team that consists of several 
physicians and nurses from various departments and 
other allied health departments.

The data were collected through an in-depth 
interview the data from the in-depth discussion were 
transcribed and verbatim. It was then analyzed using 
the interpretative phenomenology analysis that 
could explore what the participants did and how they 
understood their world as in this study how they went 
through their roles and responsibilities, which involved 
palliative care therapy. Then, using this analysis, 
particular facts and processes were discovered.

Approvals for this study were gained from 
the Ethical Committee of Universitas Muhammadiyah 
Yogyakarta Indonesia and Medical Research Committee 
(MREC) and the ethical committee of Tuanku Fauziah 
Hospital CRC. Verbal informed consent was obtained 
from the participants before the interview’s date 
appointed, while on the day of the interview; the signed 
informed consent was attained.
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Results

A total of 12 participants were approached to 
be recruited as participants.
Table 1: The summary of each participants’ details
Code Country Position Level of education
P1 Indonesia Residency Degree
P2 Indonesia Consultant (Surgeon) PhD
P3 Indonesia Specialist in Internal Medicine Specialist
P4 Indonesia Nurse Degree
P5 Indonesia Nurse Degree
P6 Indonesia Nurse Manager Degree
P7 Malaysia Residency Degree
P8 Malaysia Residency Degree
P9 Malaysia Residency Degree
P10 Malaysia Nursing Supervisor Diploma
P11 Malaysia Nurse Diploma
P12 Malaysia Nurse Diploma

All the participants agreed and interested to 
participate in the study. The participants were selected 
based on the inclusion criteria. In the first setting, 
RS PKU Muhammadiyah Yogyakarta, Yogyakarta 
Indonesia, palliative care has focused on patients with 
cancer and HIV/AIDS. Although there was no specific 
palliative team designated to run the service within this 
setting, palliative care management was introduced 
to the patients diagnosed with terminal illnesses with 
a life expectancy of fewer than 6 months. The service 
was usually introduced by the physicians in charge of 
the patients. Six participants agreed to participate in 
this study. Three participants were from the nursing 
department, and the other three participants were 
physicians from the surgical department, nephrology 
department, and emergency department.

Meanwhile, in the second setting, Hospital 
Tuanku Fauziah, Kangar, Perlis, Malaysia, palliative 
care has focused only on palliative patients with an 
advanced cancer diagnosis. The care management 
would be provided by the palliative team that designated 
explicitly to serve the palliative patients at their home. 
The palliative team members consisted of physicians 
from various departments, registered nurses, and 
medical assistants. The care management started once 
the patients had been discharged from the hospital until 
the patients’ end of life with the patients’ and family’s 
approvals. Six participants agreed to participate in this 
study. Three participants were nurses, and the other 
three were physicians from the surgical department. All 
of them were the members of the palliative team from 
this setting.

All the nurses’ participants were registered 
nurses with more than 2 years of experience handling 
palliative patients. They also had attended palliative 
care and other continuous nursing education to 
update their skills and knowledge to care and manage 
the palliative patients within the 6 months before the 
recruitment. All the physicians’ participants also were 
involved directly in managing palliative patients for more 
than 2 years. They also attended many palliatives or 
continuous medical education to improve and upgrade 
their knowledge and skills, specifically in caring and 

managing palliative patients within the 6 months before 
the recruitment.

All the participants were eligible to discuss the 
palliative patients’ decision-making process as they 
had their own experience with the process. They could 
tell what they knew, did, and understood concerning 
the decision-making process to the researcher, which 
might lead to the improvement in providing palliative 
care management for palliative patients specifically.

The results yielded rich descriptive summaries 
of the nurses’ roles in decision making for the palliative 
patients. Three themes emerged from the collected 
data (Figure 1). The themes were (1) View on Palliative 
Care, which described the objectives of palliative 
referral, criteria of palliative patients, and palliative care 
management; (2) Nurses Play the Supportive Roles, 
which explains the palliative stakeholders, nurse-
patient relationship, and nurse-doctor relationship; (3) 
Limitation of resources, which illustrates the perceptions 
on palliative care, challenges of providing palliative 
care, and the future of nurses’ roles.

View on palliative care

The first theme that emerged from the data 
was what the participants described in palliative care. 
This theme was described by all the participants 
from both countries, Indonesia and Malaysia. They 
explained that palliative care was not curative care 
management, but care management that supported 
the patients and their families to go through their end of 
life peacefully. View on palliative care was explained by 
the participants in several descriptions, including the 
objectives of palliative care referral, the inclusion and 
exclusion criteria of palliative care, and how palliative 
care management was delivered to the patients, 
which is different from both countries, Malaysia and 
Indonesia.

The study participants described the palliative 
referral’s objectives as essential as it helped in setting 
the goals of care for the patients. Palliative care could 
improve the patients’ quality end of life and live their 
remaining life more meaningfully.
 “.. the patients can spend their end of life with 

meaningful activities.. the patients will not just 
sit and wait for the death ..” (P6)

 “.. palliative care is a way of optimizing the 
patients’ quality end of life ..” (P8)

The palliative care management could improve 
the quality of the patients and family at their end of life by 
providing the care that made their physical, emotional, 
social, and spiritual more comfortable to live. The 
physical support involved the care of patients’ needs 
to go through their end of life without pain and could 
perform daily activities independently or with minimal 
assistance. Some of the participants said that,
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 “.. to help the patients to perform their daily 
activities independently ..” (P1)

 “.. the palliative can ensure the patients have 
no pain and more comfortable end of life..” 
(P8)
For the emotional, spiritual, and social status 

of the patients, nurses were being cared to help them 
continuously feel motivated and encouraged while 
living their end of life meaningfully. Therefore, they 
could have a good death in the end as they wished.
	 “..	the	final	goal	of	our	care	is	husnulkhotimah..”	

(P2)
 “.. providing emotional support to the patients 

as they know about their condition ..” (P12)
Palliative care is not only beneficial to the 

patients and family but also beneficial to healthcare 
services. One of the participants stated that palliative 
care could help regulate the quality and cost of services 
to the life-threatening patient because the patients only 
received the treatments that could support them to 
continue their end of life, which was much cheaper than 
the curative treatment.
 “.. for quality control and cost control … terminal 

illnesses … which are no longer possible cured 
.. they want to die while being accompanied 
by family .. if they are without palliative care 
.. they will die in the hospital .. intensive care 
room … which cannot be accompanied by 
family ..” (P6)
As the participants described the palliative 

referral’s objectives, they also listed down on the 
criteria that suited the palliative patients. Both of the 
countries, Malaysia and Indonesia participants stated 
that the criteria for palliative care management were for 
the life-limiting illness patients who could not be cured 
of the illnesses and had a low life expectancy.
 “.. The patients have been diagnosed with the 

terminal illness who cannot be cured..” (P6)
However, in Malaysia, the criteria were 

specified to the cancer patients with an advanced level 
of cancer and had been dependently in performing their 
daily living activities. Other than that the patient’s house 
location was also considered one of the criteria that 
enabled them to receive the palliative care home visit.
 “.. If the patients able to perform ADL 

independently even they have been 
diagnosed with stage 4, they can come for 
the appointment ..the patients will be referred 
again to the palliative care management once 
their symptoms have shown ..” (P9)
Then, the participants also explained how 

palliative care had been managed. It was different in how 
Indonesian palliative care was conducted compared 
to the Malaysian. In Indonesia, it was hospital-based 
services, while Malaysia the palliative care was a 
home visit services. Even care management was quite 

different; the objectives of palliative care were still the 
same for both countries.

In Indonesia, palliative care was introduced 
to patients at the beginning of the diagnosis of 
terminal illnesses to increase their spiritual status. It is 
because religions can make the patients able to have 
more strength to face the illness and upcoming pains 
uncomfortable suffering. Furthermore, they can live their 
end of life more meaningfully and peacefully to prepare 
for a good death. One of the participants stated that,
 “.. husnulkhotimah cannot be achieved if it 

is forced. It needs to be started at the very 
beginning. It is late when the patients are at 
the terminal and comatose state. Only religion 
makes	sufferings	sufferable	..”	(P2)
As palliative care was introduced early for the 

patients, there was enough time for the patients to have 
discussions with their family, consult with healthcare 
providers such as doctors and nurses, and browse the 
positive and negative effects of each of their decisions. 
Thus, the decision that they made later would not make 
them regret and dissatisfy at the end of their life.
 “.. the patients had been given the opportunity 

to think and discuss with the family. The patients 
can consult with the nurses. The patients have 
been given the opportunity to browse from the 
internet. The nurses will not disassemble the 
truth from the patients ..” (P4)
Meanwhile, in Malaysia, palliative care 

management started after receiving a referral from 
the specialist who in charge of the patients. Most of 
the referrals were from the oncologists who diagnosed 
the patients with illnesses. As mentioned above, the 
patients that were being planned to receive palliative 
care were those who had been diagnosed with life-
threatening and terminal illnesses, could not be cured 
medically anymore, and had a short life expectancy. 
The diagnosis should be confirmed through a CT scan 
and biopsy.
 “.. the palliative care decision making is more 

for the clinical condition of the patients, which 
has been proved by the patients’ investigation 
result, vitals, symptoms, and complaints ..” (P8)
The palliative care team would then visit the 

patients and reassessed the patients’ health condition, 
house location, and surroundings. This reassessment 
was to ensure, the patients were really eligible for the 
palliative care management of home visits.
 “.. the patients need to be observed and 

assessed because some of the patients may 
result really in pain, but same still can bear the 
pain..” (P7)

 “.. if the patients can still walk, the appointment 
once for every 3 months will be given. However, 
if it is impossible for the patients, an early home 
visit will be arranged ..” (P7)
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After that, the patients would be tagged with 
either red, yellow, or green tag. This tag helped prevent 
any missing patients for the visit because it represented 
the severity of the patients’ symptoms, health status, 
and the frequency of visits that they needed along their 
end of life.
 “..the referral cases will be sorted by coded 

color which is red (once every month) for the 
patients with wound dressing, yellow (once for 
every 2 months) for more stable patients and 
green (once for every 3 months) for the most 
the stable patients..”(P8)

 “.. the palliative care still visits based on the 
priority. While doing the visit for the old case, 
there will be an arrangement of visit for the 
new referral case ..” (P11)

Even the patients had been scheduled for a 
visit, and they still could be rearranged based on their 
conditions. If there was any problem with the patients 
within the gap of the visit, they could contact the palliative 
team to consult about the problem. If there were a need 
for the rearrangement of the visit, they would make it 
earlier. For example, one participant stated that the 
problem was not from the patient themselves but from 
the caretaker who tried to commit suicide because she 
could not accept the patients’ condition.
 “.. recently, the doctor asks for the visit to be 

earlier as the patients’ daughter try to commit 
suicide as she feels stress with the burden of 
the care ..” (P12)

Some cases could not be solved at the patients’ 
homes, so the patients would advise being admitted 
for further treatment to stabilize their condition. The 
palliative patients had a special treatment that they 
have been given an open admission card so that they 
would not have to pass the casualty for admission. The 
time to be admitted had been shortened so that they did 
not have to wait for a long time to receive the treatment.
 “.. The doctor will provide one paper for open 

admission so the patient can come anytime. 
Thus, the patients only need to bring that paper 
and directly being admitted ..” (P7)

Although both countries had differences in 
how palliative care was managed, the goals of care are 
still the same. Both countries, Indonesia and Malaysia, 
want their palliative patients to have more meaningful 
and peaceful at the end of their life. They want the 
patients to feel comfort and peace even they have a 
low life expectancy and need to face the suffering of 
pain throughout their end of life.

Nurses play supportive roles

A major contributing factor, whether palliative 
care services success or not, is related to the roles 
played by nurses who have the closest relationship with 

the patients as healthcare professionals. Nurses play 
major roles in ensuring the delivered palliative care is 
effective to the patients and family.

Participants had listed down the members 
of the palliative stakeholders. Nurses are one of the 
palliative care stakeholders. The other members of 
the stakeholders are patients, their families, doctors in 
charge of the patients (consultants, specialty registrars, 
and foundation doctors), and other support healthcare 
professionals such as pharmacists, physiotherapists, 
dietitians, social welfare-officers, and religions officers.
 “.. the palliative organization consists of 

doctors and paramedic from multidiscipline 
which are from every unit and departments 
such as a chief nurse, nurse managers, 
physiotherapists, pharmacists, nurses, and 
medical assistants ..” (P9)
The participants explained that every palliative 

stakeholder had responsibilities in planning and 
performing the care to the patients. However, the ones 
responsible for making the decision were the patients, 
family, and doctors in charge.
 “.. the doctors will make a decision with the 

palliative patients as the main decision-maker. 
Nevertheless, the family’s opinion on the 
decision will be considered too. The patients 
will be treated as palliative patients when the 
family also agrees. However, if the patients 
refuse to be treated, it will be considered 
as	 the	 final	 decision	 for	 the	 palliative	 care	
management ..” (P7)
As described above, nurses were not able to 

make a decision together with the patients and doctors. 
Participants agreed that nurses played the roles of 
professionals that supported doctors’ workload. The 
supportive roles that were explained by participants 
could be divided into two interactions: (1) Nurse-patient 
relationship and (2) nurse-doctor relationship. Within 
these explanations, the nurses have shown to play 
supportive roles yet crucial in palliative care services.

In the nurse-doctor relationship, several roles 
were described by the participants to show how nurses 
being a supporter of the palliative patients in decision 
making. Nurses had been portrayed in four categories: 
(1) Care provider, (2) educator, (3) facilitator, and (4) 
advocator. These were the nurses’ characteristics that 
helped them to care for the patients holistically.

First, as the care provider, it means literally a 
person who provides prevention, cure, promotion, and 
rehabilitation of healthcare, either to individual or group 
of humans. Participants explained that nurses were 
the care provider of the patients in the providing the 
palliative care with the goals of preventing the patients 
from pain and sufferings, curing any of the symptoms 
shown within them, promoting comfort for them, and 
encouraging for the rehabilitation so that they could 
perform their daily living activities independently. 
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Therefore, the patients thought wisely while participating 
in the decision-making process.
 “.. nurses are the supporter. Nurses support 

doctors by performing the doctors’ orders, such 
as dressing. Before the home visit, doctors 
will give orders, and nurses will prepare for 
the procedures. Nurses are good enough to 
accomplish their responsibilities. When the 
patients need the dressing, the nurses will 
prepare the dressing equipment before the 
home visit based on the doctor’s order.” (P8)
Then, the second category is as an educator. 

Educator means that a person who provides instruction 
or education which always refer to a teacher. Therefore, 
participants had explained that nurses were the one 
that would always give the patients and family the 
information of their condition and updates of any 
examinations taken while educating them on how to 
care themselves at home. Doctors had limited time with 
the patients, so the role in explaining and educating in 
detail was given for nurses to accomplish it. Thus, the 
patients and family had enough information that helped 
them to make a wise decision.
 “.. education can make the patients and family 

cooperate. Nurses will focus on educating and 
motivating patients. Nurses will always inform 
the patients, even giving the blood transfusion. 
During family therapy, the nurse will educate 
the patients and family.” (P5)
The third category is the facilitator, meaning 

a person who makes a process easier. Thus, the 
participants explained the facilitator’s character fit the 
nurses as they facilitated the patients and family to 
spend their end of life easier, especially in practicing 
their religions and making a decision of the treatment.
 “.. nurses should assist the patients to go in 

peace. Nurses can let the patients’ family be 
near the patients while reading the Yassin 
or teach syahadah. These are how nurses’ 
practice here. Nurses should not disturb the 
patient with a procedure that cannot help 
them. It is better to help them to go peacefully 
..” (P10)
Then, the last category, advocator, represents 

the meaning of a person who publicly supports or 
recommends a particular cause or policy. Within the 
conducted interviews, participants explained that 
nurses were active in supporting and advocating the 
patients and family. Even no treatment could cure their 
illness anymore, and they should not give up. Thus, 
nurses always motivated and encouraged them to live 
meaningfully at their end of life to have a peaceful end 
of life.
 “.. nurses will suggest the patients do the 

activities that will make them content and 
happy. Nurses will always give support to the 
patients to prevent them from giving up.” (P4)

Therefore, to be able to advocate, motivate, 
and encourage the patients, nurses should have 
good communication skills to build rapport and trust 
relationships with the patients. Then, nurses would 
be able to explore the patients’ problems, either from 
illnesses or their surroundings. It showed how nurses 
could assess the patients thoroughly.
 “.. nurses with soft skill in communication had 

the ability to ask for any sensitive problems. 
Nurses should not ask in the future. Thus, 
nurses need to note down and report so that will 
not be repeated because it is a sensitive issue 
for the patients can degrade their emotions ..” 
(P11)
From the characteristic described by the 

participants about the interaction between nurses and 
patients, nurses helped the patients in the process of 
making a decision by providing appropriate care so 
that they were always in comfort, educating them on 
their condition and how to take care in the absence of 
nurses, facilitating them to perform their activities of 
daily living, and supporting while encouraging them 
to fulfill their end of life with meaningful activities that 
could make them happy, content, and peace.

While in the relationship between nurses and 
doctors, four categories also represented the description 
of participants about nurses’ roles in palliative care 
services. The categories were (1) informant, (2) 
coordinator, (3) advisor, and (4) executor. Within these 
categories, the role of nurses helped to provide care 
management efficiently and effectively.

The first category is the informant. An informant 
means a person who gives information to others. As 
its literal meaning, participants explained that nurses 
reported about any of the patients’ complaints and 
information to the doctors. Therefore, doctors could 
think about appropriate care management for the 
patients, especially in encountering the patients’ health 
problems.
  “.. nurses should inform the patients any new 

information to them. Nurses have limitations 
in their job scope so that they will collaborate 
with other healthcare professionals. Nurses 
who observe the patients 24 h should inform 
the observation result while doctors give 
orders ..” (P5)
Then, the second category, coordinator, 

represents the literal meaning of a person who organizes 
events or activities and negotiates with others to ensure 
they work together effectively. Participants explained 
that nurses were good at coordinating the palliative 
team. Even though the decision-makers were not them, 
they helped ensure all the team members received the 
same information and performed their responsibilities 
efficiently.
 “.. nurses will arrange the patients and inform 

the arrangement to the doctors. Nurses will 
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help to coordinate the patients during the 
discharge. Paramedics help the doctors in 
coordinating the patients ..” (P9)

The advisor is the third category of nurses’ 
roles described by the participants. The advisor means 
that a person who gives advice and suggestion in a 
particular field. Participants portrayed the nurses as 
professionals eligible who still could give advice and 
suggestion even they would not be involved in the 
decision making. It was when the discussion happened 
between the healthcare providers, which showed the 
teamwork.
 “.. standard operating procedure (SOP) will 

lead the team for teamwork. Every hospital will 
have its SOP, which is based on the viability of 
doctors, patients, and nurses ..” (P2)

Finally, the fourth category, executor, means 
the doer of an action. Therefore, participants described 
nurses who did and performed all the orders given 
by the doctors. They had the skills that even doctors 
acknowledged it. Hence, nurses supported the palliative 
team by executing all the procedures planned for the 
patients competently and effectively.
 “.. for the worsening case, nurses will make 

a visit to check for the wound if there is any 
slough, smelly. Then, nurses will discuss with 
the doctors. Nurses will check the patient’s 
data,	 such	 as	 their	 address	 and	 fill	 up	 the	
referral form, which then needs to be signed 
by the doctors before informing the nurses in 
charge of the nearest clinic ..” (P12)

The nurses’ roles described by the participants 
through the nurse-doctor relationship revealed the 
characteristics of nurses in helping the palliative team, 
especially the doctors, in making decisions. They might 
not directly be involved in the decision making, but 
indirectly they contributed in the process too as they 
provided the information about the patient, coordinated 
the doctor with the patients and other healthcare 
providers if when the collaboration was needed, 
provided advice and suggestion to the doctors regarding 
the treatment that suited the patients’ condition and 
obeyed all the doctors’ orders efficiently and effectively.

Limitation of resources

The last theme that emerged from the collected 
data is the limitation of resources. This theme represents 
the participants’ description of palliative care services’ 
perception, the matter that makes palliative care 
services challenging, and the function of nurses that 
can be improved in the future. These subthemes can 
be developed to expand the functionality of palliative 
care services to be better.

Participants described two perceptions of 
palliative care. The patients and family either could 

accept or follow the care management gracefully or 
not, which indirectly revealed that the perceptions were 
based on the culture of the setting. It was because all the 
participants from Indonesia explained that the patients 
and families in Indonesia had negative perspectives 
on palliative care management. They thought that 
palliative care was hopeless care management, which 
contradicted the belief that they could try as hard as 
possible.
 “.. the patients’ family understanding of 

patients’ condition can be a challenge. Some 
of the family members have accepted it, but 
some cannot accept it. Some cases may end 
up in resuscitation to the patients who only 
prolong the stay at the hospital without any 
goals of curing ..“ (P1)
While the participants from Malaysia explained 

that the patients and family had a good and positive 
response once the palliative care being introduced to 
them, they could accept that palliative care was not 
hopeless care management but care that helped them 
to have hope that allowed them to enjoy their end of life 
to the fullest.
 “.. usually, the families will support. There 

is no problem with that because once the 
patients	 had	 been	 confirmed	 with	 stage	 4	
diagnosis, and they see the patient cannot be 
done much anymore. For example, patients 
have undergone surgery or chemotherapy, 
but their condition still does not improve. 
Therefore,	 when	 the	 doctor	 is	 certified	 the	
patients as palliative patients, which entitle for 
home treatment and a home visit, the family 
usually will be really supportive. The patients 
are usually very grateful because there is a 
palliative team that can help them continue 
their medication, nursing care, changing all the 
things, so, usually, there are no problems, and 
they will be very supportive.” (P9)
The difference in how the patients and family 

from Indonesia and Malaysia viewed palliative care 
services might be because of the difference in how 
the services were being managed. As in Indonesia, the 
services were at the hospital, while in Malaysia, the 
services were provided within the patients’ homes.

In managing palliative care services, there 
will be difficulties that make the delivery of care may 
be interrupted, which challenges the palliative care 
team. Most participants acknowledged that delivering 
palliative care to life-threatening patients was very 
challenging to their physical and emotional. Participants 
described that the challenges might come from either 
the patients, family, or policy. As the management of 
palliative care services is different between Indonesia 
and Malaysia, the challenges also a bit different.

For Indonesia, palliative care is challenging 
when the patients trust the communities more than 
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healthcare professionals. Two participants described 
that negative prior knowledge about the treatment 
might affect their view on what actually palliative care 
actually is. Thus, nurses need to repeatedly explain and 
educate them so that they have hope to continue their 
end of life peacefully.
 “.. the patients feel to give up in the middle of 

the journey. Nurses need to re-educate and 
support patients.” (P4)
Other than that, participants also explained the 

policy that had been made for palliative patients, which 
left them without any options to choose their preferred 
treatment. They needed to either follow the policy or 
had to uphold the consequences by themselves.
 “.. In BPJS policy, there is a guideline, and if 

the patient refuses to be referred, the patient 
will be considered as an APS patient which 
agree to pay for the treatment by themselves 
..” (P5)
Participants also described the Indonesian 

culture, which was better to die at the hospital as it 
represented they were trying as hard as possible to seek 
a cure for their diseases. The patients usually preferred 
to be treated at the hospital; even it was only for pain 
management. It is challenging for ward occupancy.
  “.. most patients said that in Islam, we should 

try as hard as we can, so the patients choose 
to be treated until death. Thus, even nurses 
offer	 to	 provide	 analgesia,	 the	 patients	 will	
refuse, and they preferred to be treated at the 
hospital as it is the reality in Indonesia ..” (P6)
Meanwhile, Malaysian palliative care services 

are mostly within home care management. Participants 
described the challenges of being a lack of equipment 
to diagnose the actual cause of the symptoms shown 
by the patients. One of the examples given by the 
participant was difficult to breathe.
 “.. some of the investigations cannot be done 

during the home visit, which requires the 
patients to be mobilized to the hospital so that 
they can be x-rayed. For example, if the patient 
has	a	pleural	effusion,	it	can	be	drained	at	the	
hospital, which cannot be conducted at home 
..” (P7)
Other than the lack of equipment, participants 

described the difficulty of finding the patient’s house. 
The houses that were far away from the hospital were 
one of the including criteria of palliative care referral. 
Therefore, one of the participants stated that it was 
challenging to find the patients’ house remotely located.
 “.. the challenge for the home visit management 

is	 finding	 some	of	 the	patients’	 house,	which	
locates in the remote area. Some houses 
cannot be found because the road is small, 
and there will be a village behind that. Thus, it 
is	very	difficult	to	find	the	house	..”	(P8)

Lack of staff was also one of the challenges 
that Malaysian palliative care services needed to face. 
It was because palliative care services were run by the 
voluntary staff. They still had their permanent job scope 
at their department. Therefore, the rotation for a visit 
was very short, which might also affect the home visit 
schedule, leading to the patients’ care management.
 “..	palliative	care	team	had	short	of	staff.	When	

there is a new referred case, the team will 
plan to go the next week, but it cannot happen 
because there are many more cases that 
need to be visited. Thus, sometimes, the team 
cannot make it because there are too many 
patients that are referred ..” (P12)
One participant described that she had 

difficulties in explaining to the patients with a different 
belief. It was a challenge for her as other religions 
would not understand the concept of Qadha and Qadar, 
so they might want to continue the curative treatment 
even the doctors had been suggested palliative care 
management, which only in the form of supportive care 
management.
 “..	 all	 the	 patients	 have	 different	 religions	 in	

which some beliefs are in other religions, so 
their goals are trying to save, help, and cure the 
patients. Like the Muslim, the palliative team 
also tries to help, but with the integration of 
Islam. Thus, the patients will try to understand 
that this is His plan, Qadha, and Qadar. It is 
different	 from	 other	 believers	 which	 is	 a	 bit	
difficult	to	explain	it..”	(P10)
To encounter the challenges and difficulties 

that interrupted the delivery of care to the patients, 
participants suggested several things that nurses need 
to improve so that the better palliative care management 
can be served to the community. Most suggestions 
acquired nurses to improve their knowledge about 
palliative and their skills. Knowledgeable and skillful 
nurses could ensure the palliative care services for both 
countries Indonesia and Malaysia improve for the better.
 “..	 For	 nurses	 to	make	 a	 decision,	 first,	 they	

should have post-basic in palliative. If it is 
from normal nurses, when the nurses give a 
suggestion to the doctors, such as informing 
them that the patient is dying so the patient 
should be stopped from any of the curative 
treatments, it will not be right. If the nurses 
have a degree or a master, then the doctors 
may listen to that. If normal nurses without 
any of post basic or degree or master, it might 
not	be	working.	It	might	be	different	when	the	
palliative ward is opened. At that time, the 
nurse manager who runs the ward will have 
post-basic of palliative care, degree, or even 
a master, and they can have a discussion with 
the doctors either the patient can be discharged 
or not ..” (P10)
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Discussion

The results are discussed concerning this 
study’s conceptual framework of Peaceful End of Life 
Theory by Cornelia M. This theory helps the researcher 
know more about palliative care services in a wide 
variety of healthcare providers within two countries, 
Indonesia and Malaysia.

The specific objectives of this study can be 
related to the two major components of the theory. The 
first specific objectives are to explore the differences 
perspectives of palliative care decision making 
between the palliative patients and family in Indonesia 
and Malaysia, which had been reflected in the View 
of Palliative Care theme through the first component 
that is the major concept (not being in pain, the 
experience of comfort, experience of dignity/respect, 
being at peace, and closeness to significant others/
persons who care). Meanwhile, the second specific 
objectives are to explore the nursing roles in preparing 
the palliative patients and family in decision making of 
palliative care plan in Indonesia and Malaysia, which 
had been reflected in the Nursing Play Supportive 
Role theme through the relational statements of the 
theory that addresses the technical aspect of care, 
communication, psychological aspect, dignity, and 
respect. However, the third theme, Limitation of 
Resources, is not reflected from any of the components 
as it described the shortness of the palliative care 
services for both countries. These relations showed 
that there was no gap between the theory and the 
empirical evidence.

According to Schroeder and Lorenz, nurses 
representing the largest group in the healthcare 
providers can ensure the care will be delivered safely 
and effectively to the patients. This study confirmed that 
nurses are an essential factor for patients to receive 
care effectively and efficiently [22]. The theme that had 
been emerged from the data about nurses’ roles is 
discussed in this chapter.

The nurse-patient relationship is the key to 
success in delivering care. The trust and respect built 
within this relationship can also be therapeutic for the 
patients and family [23]. This study confirmed that 
patients could trust nurses with care. Nurses were 
very thorough in examining and observing the patients 
while listening to any of the patient’s complaints. It 
showed how compassionate nurses were to help 
and provide relief and support to the patients and 
family [24]. All the findings will be reported to the 
doctors for further management. If the findings are 
wrong, wrong management will be provided [25]. 
Therefore, nurses’ assessment skills are crucial as 
the care provider for the patients and family because 
of nurses responsible for preventing the patients 
from any pain and suffering, promoting comfort, and 
encouraging them to live their end of life meaningfully 

and peacefully [26]. Therefore, the decision-making 
process will become easier.

Other than that, in nurses-patient relationships, 
nurses also are the educator who is responsible 
for educating and providing any of the information 
required by the patients. The truth about themselves 
is one of the patients’ rights. The education includes 
the patients’ condition, updates of all the examinations 
taken, and how to take care of themselves at home. 
The patients and family preferred nurses to re-explain 
and re-educate them after doctors’ explanation 
because nurses’ explanation was simpler and easier to 
understand [27], [28]. Thus, the patients and family will 
able to make decisions wiser.

Nurses are always being related to a 
facilitator who makes any of the protocol or procedure 
easier. Nurses are the best facilitator that may lead 
the patients and family to end of life easier. They help 
facilitate the patients and family on how to handle the 
bad news better by creating time-space and showing 
empathy and support for them [28]. When nurses 
facilitated them while they were in the grieving stage, 
they could get through it faster and feel comfortable, 
which is very important for decision making. Then, 
nurses could facilitate them in the decision-making 
process by hinting about the patient’s final hours to the 
family and selecting a proper negotiator in the family 
because delaying in the decision making can increase 
the problems of the patients’ emotional and spiritual 
status [16], [29].

Nurses’ roles as advocators for the patients and 
family are usually being appreciated as they support 
the patients and family while recommending and 
encouraging them always to spend time together, enjoy 
the life, and if there are any problems, seeking help. 
These could help them to have a good quality end of life 
as they spent them meaningfully and peacefully [30]. 
According to Nsiah, Akwa, and Ninnoni, nurses are 
fit to be patients’ advocator as they are very close to 
the patients because advocacy is about ensuring 
the quality of care received by the patients are good, 
and all the patients’ rights are being protected while 
minimizing the burden on the healthcare system [31]. 
Therefore, nurses as advocators can help integrate 
the communication between the doctors, patients, and 
family for the decision making, so the result benefits all 
of them [32].

To have a good connection with the doctor, 
nurses need to have a good relationship with the 
doctors, which have been discussed in decades. It is a 
meaningful relationship, but it will always come second 
when patients involved. Therefore, the nurse-doctor 
relationship is one of the factors that can lead to the 
success of patients’ care management [33].

Therefore, in the nurse-doctor relationship, 
there is a word of teamwork. Nurses and doctors need 
to work as a team to plan and deliver care for the 
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patients and family effectively and efficiently. According 
to Siedlecki and Hixson, nurses and doctors perceive 
their work differently, which is where the teamwork 
begins to get swayed [33]. Thus, respecting each 
other can produce a positive and healthy working 
environment, which affects the patients’ outcomes 
indirectly as it has a positive interaction with the nurse-
patient relationship [34], [35].

In this study, nurses played supportive roles 
to the doctors to ensure that every care management 
delivered was effective for patients to feel comfortable. 
Nurses acted as informants, coordinators, advisors, 
and executors. Within these characters that had been 
shown, they need good communication for the good 
quality of care [36], [37].

Accordingly, nurses play the role by supporting 
the doctors through providing the updated information 
and any complaints received from the patients to the 
doctors. Doctors need detail about the patients and 
family before planning the appropriate care for them. 
Nevertheless, it is impossible for doctors to accompany 
the patients 24 h so that doctors need the nurses to be 
their eyes and ears [38]. Thus, nurses can be essential 
informants for the doctors. According to Kurhila and 
Lehtimaja, transferring the information, especially the 
vital signs and test results, shows their competency 
because it needs linguistic-interactional choices, which 
involve the care and medical expertise [39]. Thus, 
doctors can make decisions faster with the proper 
information given by nurses [40].

Then, to ensure the teamwork is a success, 
nurses can act as a coordinator to integrate the 
patients and family with other healthcare providers [27]. 
Abu-Ghori et al. stated that nurses have the skill to 
coordinate and organize all the available hospital 
resources effectively, according to doctors, patients, 
and family needs [24]. It showed how nurses ensured 
all the members of the palliative care team received the 
same information correctly and efficiently. According 
to Watson, as a coordinator, one of the nurses’ 
responsibilities is to maintain the momentum of the 
care pathway, especially when multiple care pathways 
are involved; because each of the care had their own 
completion time [41]. Most of the care will involve the 
patients and family to know what had and will happen to 
them. Thus, the decision-making process will become 
easier.

When this study’s data emerged, the nurses 
acted as advisors for the doctors, it did not mean 
nurses became the top of the healthcare hierarchy, 
but it was referred to as the teamwork that happens 
during delivering the patients’ care. It is all about 
patient-centered care so that the discussion among 
the healthcare providers is essentials to plan the best 
plan of care management for the patients [42]. Kalocsai 
et al. also said that nurses and doctors exchanging 
information, which means having a discussion about 
planning for the patients’ care management, could build 

a positive relationship with the patients and family [27]. 
Furthermore, nurses and doctors have a different view 
of the same problems [43]. It is the advantage as the 
care will be planned from the multiple views, which is 
the best for the patients.

Then, when the care plan for the patients was 
completed, this is the time to accomplish the goals of 
care. Usually, nurses are the ones who execute all the 
planned care management as what had been emerged 
from the data. Nurses have been polishing their skills 
since school to care for the patients as it is one of the 
core abilities of a nurse [44]. Therefore, nurses are 
responsible for clinical tasks, such as changing wound 
dressing, inserting Ryles tube, inserting cannabidiol, 
feeding, and many more of the skills that correspond to 
the patients’ and family’s needs based on the doctor’s 
order. Nurses’ competency in their skills development 
by the time of their working years as the freshly graduate 
nurses are weak in terms of their clinical competency 
compared to the senior nurses [45]. Therefore, in 
handling the patients with life-threatening illnesses, the 
nurses who have more experience should lead the care 
while mentoring the new nurses, especially to prepare 
for the decision-making process [46].

Conclusion

Nurses play the supportive role in ensuring the 
care delivered to the patients and family are effective 
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and efficient by 1) taking care the patients and family, 
2) educating them on all the information regarding 
themselves and the therapy that will be provided to 
them and their side effects, 3) facilitating them in 
practicing their religious belief and decision making, 4) 
advocating them to have their rights while encouraging 
them to have a more meaningful and peaceful end of 
life, 5) informing all their updated information to doctors 
for further care management, 6) coordinating them 
with other healthcare providers, 7) giving suggestion 
to doctors in the discussion about the patients’ care 
management, and 8) obeying all the care plan for the 
patients with confidence and competency. Thus, the 
patients and family can choose their decision wisely.

Knowledge is the key to success and 
confidence. Therefore, nurses should always improve 
their knowledge and skills. Therefore, they can have 
the competency in having discussions with physicians 
in planning the care for the patients. Then, physicians 
and other healthcare professionals will have more trust 
in nurses in planning and caring for the patients. By 
being knowledgeable about the patient’s diseases and 
conditions, nurses can easily educate and motivate 
patients and family, especially the palliative patients, 
which is challenging.
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