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Abstract

Background: Nurses have a key role in promoting patients’ involvement in decision-making
process of palliative care to improve their dignity and satisfaction. However, there is a dearth
of studies exploring this involvement, especially in public health centers in Indonesia.
Objective: This study aimed to explore the perception of nurses in decision-making process
and to understand what type of decision-making made by health care providers in palliative
care.

Methods: This was a descriptive explorative study with qualitative approach. Participants
were selected using purposive and snowball sampling. Data were collected using Focus Group
Discussion (FGD) and in-depth interview. Content analysis method by inductive approach
was used for data analysis. Consolidated criteria for reporting qualitative research (COREQ)
was also used.

Results: Eight themes emerged in this study, namely: (1) Collecting information about
patients’ current physiological condition, (2) Creating alternative strategies according to the
patients’ current physiological condition, (3) Establishing implementation type to be
performed, (4) Providing information to the patients, (5) Discussing decision-making between
patients and family, (6) Choosing/rejecting an action by patients, (7) Performing selected
actions, and (8) Evaluating action. Three points that are different from the existing theory
were: (i) there was a discussion between patients and family, (ii) the absence of the process
of collecting information after a patient rejects to act, and (iii) there were three types of
decision-making: paternalistic, shared, and informed decision-making.

Conclusion: This study serves as an input for nurses to pay more attention in decision-making
process in palliative care in patients with cancer, and to encourage patients to give contribution
in decision-making as part of shared decision-making.
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INTRODUCTION

Palliative care is an approach aimed at improving the quality of
life on patients and families in dealing with problems related to
threatening diseases, which include prevention and relief from
suffering through identification, assessment, and treatment of
pain and other physical, psychosocial, and spiritual problems

(World Health Organization, 2017). In recent years, palliative
care has been increasingly recognized not only for cancer patients

but also for those with advanced diseases (Sigurdardottir et al.,
2014).

Based on the report of Basic Health Research in 2013, the
prevalence of cancer in Indonesia was 1.4 per 1000 population
(Research and Health Development Board, 2013). The highest
prevalence of cancer was in the Special Region of Yogyakarta
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(DIY) amounted to 4.1 per 1000 population. There are four
districts and one municipality in Yogyakarta (Research and
Health Development Board, 2013), which the prevalence of
cancer in Sleman District amounted to 6.1 per 1000 population
that needs further attention.

Patients with cancer in need of palliative care are strongly
encouraged to be involved in decision-making to improve their
dignity and satisfaction (Bélanger et al., 2014). The individual
right in decision-making is an integral part in treatment of cancer
patients. Otherwise, making a decision with consideration from
the family only or without patients’ consent is a violation of the
patient's right (Chusairi, 2004). Therefore, nurses become the key
role in promoting an effective communication to increase
patient’s involvement in decision-making (European Oncology
Nursing Society, 2006). As there is a dearth of knowledge
exploring this issue especially in Indonesia, thus this study aimed
to explore the perception of nurses in decision-making process
and to understand what type of decision-making provided by
health care professionals in palliative care in public health
centers.

METHODS

Study Design

This was a descriptive explorative study with qualitative
approach, which was conducted in Sleman District, Yogyakarta
Indonesia between January and February 2015.

Participants

The target population of this study was nurses at public health
centers in Sleman District, Yogyakarta. There were 25 public
health centers with a total of 382 nurses. Samples were selected
using purposive and snowball sampling, which consisted of 26
nurses. Inclusion criteria of the sample were: 1) nurses who did
palliative care to patients with cancer, 2) nurses who had
experiences in caring patients with cancer at least for two years,
and 3) willing to participate in this study. Participants were
selected purposively, striving for a mixture of gender, age,
educational level, length of work, and specialty. At this stage, the
head of administration of public health centers introduced the
study to potential participants, which followed by the first author
to check their eligibility. The process of selecting participants
were: 1) The authors gathered information about public health
centers from Department of Health in Sleman District, which had
the highest patients with cancer, such as Public Health Center of
Depok 1, Gamping 2, Seyegan, Godean 2, and Godean 1.
However, those five public health centers were not all given
palliative care due to referral condition and therefore they were
excluded, 2) The authors selected the other public health centers
that provide palliative care for patients with cancer, with a total
of eight public health centers.

Data Collection

Focus group discussion (FGD) and in-depth interview were used
for data collection. Participants of FGD were invited via letters
and short message services to come to the Faculty of Medicine,

Public Health, and Nursing, Universitas Gadjah Mada in January
2015 in 11 participants, and participants of in-depth interviews
were met at their workplace by an appointment between January
and February 2015 in 15 participants. FGD and in-depth
interviews were conducted by the first author (AF) who had no
contact or no relationship with the participants prior to the
interviews. FGD was done in 75 minutes, while in-depth
interviews lasted between 20 and 60 minutes each. All interviews
were audio-recorded to ensure that all communication was
gathered. An interview guideline was made by the first author
(AF), then developed and reviewed by nursing lecturer and a PhD
student trained as a qualitative researcher (MSK). The interview
guideline consisted of eleven questions regarding the decision-
making process and the types of decision-making. Field notes
were also made during and after the interviews. Data collection
was completed after 15 interviews, which no new codes were
found.

Data Analysis

Data were analyzed using a content analysis method with an
inductive approach (Elo & Kyngds, 2008). The audio-recorded
interviews were transcribed verbatim in the Indonesian language
by the first author (AF). The transcripts were then read line-by-
line by the first author (AF) to check their accuracy. In addition,
audit trail by an independent rater (NR) was performed by reading
all transcripts. After reading line-by-line for coding development,
meaningful sentences were marked for subsequent coding. All
collected coding was grouped into several categories to form a
theme. All codes were discussed with two authors (AF and MSK)
and also an independent rater (NR). Session for categorization
development was also held with two authors. Next, themes were
developed from the categories. Finally, decision-making theory
from Mccullough et al. (2010) and Hancock and Easen (2006)
was used to interpret the data. Consolidated criteria for reporting
a qualitative research (COREQ) was used to report the results of

the study (Tong et al., 2007).

Ethical Consideration

This study has been approved by the Medical and Health
Research Ethics Committee (MHREC), the Faculty of Medicine,
Public Health, and Nursing, Universitas Gadjah Mada, Indonesia
(KE/FK/432/EC 2 May 2014), and the study permission was
obtained from all public health centers. Prior to data collection,
the participants received comprehensive information about the
study procedures and protocols. They were also informed that
they could withdraw at any time during or after the interview
without any consequences. Once they agreed to be a part of the
study, they signed an informed consent form.

RESULTS

Characteristics of Participants

As shown in the Table 1, the majority of participants in FGD
were females (72.7%) with the average of age of 37.6 years. The
majority of participants had educational background of Diploma
degree (81.8%) with the average of working experience for 15.5
years.
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Table 1 Characteristics of Participant for Focus Group Discussion

Participant Code Gender Age (Year) Educational level Length of work (Year)
F1 F 33 Diploma 10
F2 F 27 Diploma 4
F3 B 51 Bachelor 30
F4 F 33 Diploma 10
F5 F 32 Diploma 5
F6 F 38 Diploma 17
F7 F 39 Diploma 17
F8 M 46 Diploma 26
F9 M 39 Diploma 18
F10 M 30 Diploma 9
F11 F 46 Bachelor 25
F=72.7%, Mean+SD Diploma=81.8%,
M=27.3% (37.6£7.5) Bachelor=18.2% Mean+SD (15.5+8.7)
Table 2 Characteristics of Participants for In-Depth Interviews
Participant Code Gender Age (Year) Educational level Length of work (Year)
I F 29 Diploma 4
12 F 29 Bachelor 4
I3 M 43 Assistant nurse 20
14 F 33 Diploma 10
5 F 45 Diploma 26
16 F 25 Diploma 4
17 F 52 Diploma 30
18 F 45 Diploma 23
19 F 39 Diploma 16
110 F 46 Bachelor 25
111 F 38 Diploma 17
112 M 47 Diploma 24
113 M 46 Diploma 26
114 F 32 Diploma 10
115 F 27 Diploma 3
F=80%, Mean+SD Diploma=80%, Mean+SD (16.1£9.6)
M=20% (38.4+8.6) Bachelor=13.3%

Assistant nurse= 6.7%

As shown in the Table 2, the majority of participants in in-depth
interviews were females (80%) than males (20%). The average of
age of all participants was 38.4%. There were three types of
educational background of participants, including diploma,
bachelor, and assistant nurses.
experience was 16.1 years.

The average of working

Analytical Findings

The themes emerged from analysis, namely: (1) collecting
information about patient's current physiological condition, (2)
creating alternative strategies according to the patient's current
physiological condition, (3) establishing the types of
implementation that should be performed, (4) providing
information to patients, (5) discussing decision-making between
patients and family; (6) choosing/rejecting action by patients, (7)
performing selected actions, and (8) evaluating actions (see
Figure 1). Those themes are illustrated below with exemplars
from the informants’ stories using pseudonyms for the
informants.

Theme 1: Collecting information about patient's current
physiological condition
Majority of participants agreed that they collected information
about patients’ conditions during assessment of patients who
come to public health centers with their families. Participants
expressed this in the following statements:
...Usually when patients had some problems with their physical
conditions, they came to the physician for a consultation... (F3)
...Families came to public health center with patients and gave
some information about patient’s condition. As a nurse, we did
assessment and checked vital signs of the patient... (11)

Theme 2: Creating alternative strategies according to the
patient's current physiological condition
Participants were most likely to agree that they had alternative
strategies to deal with patients’ condition based on the needs. This
is explained in the following statements:
...As a nurse, we had to give some alternative medications... (16)
... We gave some optional treatments without forcing the patients.
We chose the best treatment to the patients after we understood
patient’s prognosis... (19)
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Theme 3: Establishing the types of implementation that
should be performed
Majority of participants agreed that health care providers, after
having some alternatives, chose the best treatment or option
before explaining to the patients. This is explained in the
following statements:
...Patients did a routine therapy that advised by a physician... (11)
...The physician also gave advice to patients for
hospitalization... (12)
..If there was a bad condition from the patients, the physician
referred them to the hospital... (I13)
.Af there was a bleeding condition, the physician gave a

an

pharmacology therapy to stop the bleeding... (16)

Theme 4: Providing information to patients
The majority of participants agreed that before decision-making
the nurses had a role to provide information to the patients. This
can be seen from the following statements:
... We provided the information to the patients. They had to know
about their disease, what treatment would have to do, and the effect
if they rejected the treatment... (F2)
...Of course we gave the information about the disease, and the
patients had to be hospitalized... (F6)
... We gave the information as much as possible... everything about
treatment... (13)
... We invited the patients and their family to give insight what they
had to do with the disease... (I5)

Theme 5: Discussing decision-making between patients and
family
Participants agreed that patients needed to discuss with their
family before choosing the treatment. This is explained in the
following statements:
...Usually, patients were not brave enough to decide, so they asked
the family to decide for their treatment... (F3)
...Patients could not decide about their treatment, therefore they
need family involvement to discuss... (I5)

Theme 6: Choosing/rejecting action by patients
Majority of participants agreed that patients could chose/reject
the treatment provided by health care provider. This can be seen
from the following statements:
...When the patients got an advice from a physician in the public
health center, they obeyed to come to do treatment... (I13)
...However, the patients did a decision-making because they
understood about their disease and treatment... (14)

Theme 7: Performing selected actions
Participants agreed that nurses did wound care management for
the patients in palliative care. This is explained in the following

statements:
...As a nurse, we did wound care to the patients, and the physician
gave pharmacological therapy... (16)

... We did wound care every day for palliative care... (I8)

...In this public health center, we did wound care for the patients...
(19)

...Patients came to the nursing unit, then we saw their wound and
we did wound care if there was no bleeding... (113)

Theme 8: Evaluating actions
Majority of participants agreed that health care providers
evaluated the treatment in patients. If the conditions were getting
worst, they referred to the hospital. This is explained in the
following statements:
...We also had communication with the hospital about the treatment
using referral system to evaluate the treatment.... (13)
...If patients were getting worst after the routine treatment in the
public health center, the patients had to refer to the hospital for
better treatment... (114)

In this study, we also compared our research results with the
Theory of Mccullough et al. (2010) and Hancock and Easen
(2006). As a result, we found three differences from the theory
(see Figure 1), including:

1) Patients and their families discuss and take a decision

After interviews with 15 participants, nurses obtained additional
stages in the process of decision-making process, namely the
stage of the discussion process between patients and families in
making decisions on the action to be done. According to Theory
of Mccullough et al. (2010) and Hancock and Easen (2006), there
was only patient who did decision-making process for palliative
care without their family contribution in decision-making
process.

2) There is no process of collecting information after patients
reject to act

Based on FGD and interviews, nurses did not reveal any
repetitions in gathering information that offer other measures to
patients in accordance with the existing theory. According to
theory of Mccullough et al. (2010) and Hancock and Easen
(20006), the health care providers back to first step again (the
process of collecting information after a patient rejects to act),
but in our study the nurse did not do it.

3) Type of decision-making

According to Theory of Mccullough et al. (2010) and Hancock
and Easen (2006) health care provider did shared decision-
making process, but in our study we found that there were three
types of decision-making : 1) paternalistic decision making,
which family is a major influence in decision-making of patients,
2) shared decision making, which doctors, nurses, and patients
discuss to each other regarding the best option for the treatment,
3) and informed decision-making based on fact.
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2. Creating an alternative
strategy in accordance with
the latest physiological
conditions

3. Establishing the type
of implementation
that should be performed

Rejects

4. Providing information
to patients

Type of Decision-Making

Shared

Informed

Health Personnel Decision-Making Process

1. Collecting information
about the current
physiological condition of
the patients

6. Patient selects /
rejects the action

8. Evaluating action

Choose 7. Performing selected

action

5. Patients and
families discuss to
make decisions

Figure 1 Scheme of Research Results

Remarks:

|:| : According to Theory of Mccullough et al. (2010) and Hancock and Easen (2006)

O : The additional step from this study

DISCUSSIONS

The study aimed to determine the perception of nurses in a
decision-making process in palliative care and to explore the
types of decision-making in palliative care. The results showed
that there are similarity with the general process in health care

decision-making in the study of Witt et al. (2012). The existing
decision-making process in health care requires the input from the
patients. In many cases, the decision-making process consists of
several  stages:  pre-decisional  deliberation,
determination, and consolidation (Figure 2).

decision

: Presentation and
Health Presentation | Preference o =
Threat T ofChoice |~ Interpretation of = Construction | — Decision [— [ Consolidation
Option(s)
[ I I
Pre-decisional Deliberafion Decision Delermination Consolidation

Figure 2 Decision-Making Process in Health Services (Witt et al., 2012)

The health treatment process is a form of diagnosis, test result, or
risk assessment. These results will be followed by the
presentation of several options for further actions interpreted by
the patients. In this condition, the patients can decide or delegate
decision-making. After the decision is made, then consolidation
is performed (Witt et al., 2012). This is in accordance with the
results of this study, which there was an exposure to the palliative

care options, which would then be selected through the decision-
making process.

A study of Pratiwi (2008) in determining the factors that influence
the family decision-making in utilizing health services revealed
that there was a high level of utilization of health services, but the
perception of health and sick was poor. However, this result was

Belitung Nursing Journal, Volume 5, Issue 4, July - August 2019

173



Fauzan, A et al. (2019)

in line with our study, which the patients were happy to check-up
in the public health centers, but they were still looking for other
alternative therapies because they assumed that to be healthy is
not necessarily from the treatment in the public health center.

According to literature, there are three types of decision-makings:
paternalistic, informed decision-making, and shared decision-
making, which were also identified in our study. However, the
World Health Organization (WHO) prefers shared decision-
making to be emphasized, which all health professionals, such as
doctors, nurses, and pharmacists, with trained communication
skills play a role in encouraging patients to be actively involved
in decision-making, or put the patients at the center of decisions
of their own treatment and care. The active involvement of
patients is expected to increase the knowledge, and thus reduce
anxiety and fear (Coulter et al., 2008). Based on the results of this
study, the nurses as part of health personnel were less likely to
implement shared decision-making.

Additionally, technical guidelines for palliative cancer services
published by the Ministry of Health of Indonesia (2013) provides
an explanation that decision-making needs to take into account
the culture of the patients. However, the results of this study
might not be in line with that guideline, which six participants
make decisions with paternalistic type. A factor that might
influence decision-making process was the resignation of patients
to the action that affect the communication between patients and
health personnel. Claramita et al. (2010) stated that the patients
were less likely to contribute in decision making and lack in
verbal communication. So, to avoid paternalistic, the patients
need to be supported to communicate verbally with health
personnel.

The strength of this study is in the richness of contextual data,
especially for the Indonesian context. However, further research
is needed to confirm our findings and to identify other possible
factors related to patient’s rejection in medical intervention.

CONCLUSION

This study explored the perceptions of nurses in decision-making
process in palliative care for patients with cancer. Eight themes
emerged from this study included collecting information, creating
alternative strategies, establishing the types of implementation,
providing information, discussing decision-making between
patients and family, choosing/rejecting action by patients,
performing selected actions, and evaluating actions. Three points
that are different from the existing theory were 1) there was a
discussion between patients and family, 2) the absence of the
process of collecting information after a patient rejects to act, and
3) there were three types of decision-making: paternalistic,
shared, and informed decision-making. It is suggested that nurses
as a part of health care providers could give more attention during
decision-making in palliative care in patients with cancer,
especially to encourage patients to give a contribution in decision-
making as a part of shared decision-making.
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