Dewiyuliana., Warsini, S., Effendy, C. (2019). Belitung Nursing Journal. 5(2): 92-101 ‘
https://belitungraya.org/BRP/index.php/bnj/index SN

ORIGINAL RESEARCH

PATIENTS’ AND NURSES’ PERCEPTIONS OF PALLIATIVE CARE
OUTCOMES: A COMPARATIVE STUDY

Dewiyuliana', Sri Warsini’, Christantie Effendy”

'The Nursing Academy of Kesdam
Iskandar Muda, Banda Aceh, Indonesia
“Department of Mental and Community
Nursing, Faculty of Medicine, Public
Health and Nursing, Universitas Gadjah
Mada, Yogyakarta, Indonesia
*Department of Medical Surgical
Nursing, Faculty of Medicine, Public
Health and Nursing, Universitas Gadjah
Mada, Yogyakarta, Indonesia

*Correspondending author:

Dr. Christantie Effendy, S. Kp., M. Kes
Department of Medical Surgical Nursing,
Faculty of Medicine, Public Health and
Nursing, Universitas Gadjah Mada
Ismangoen Building 2™.floor

J1. Farmako No 1 Sekip, Yogyakarta
55281 Indonesia

Email: christantie@ugm.ac.id

Article Info:

Received: 16 October 2018
Revised: 8 November 2018
Accepted: 18 February 2019

DOI:
https://doi.org/10.33546/bnj.650

Abstract

Background: Patients with advanced cancer require treatment and the fulfillment of their
needs, based on the results of assessments regarding their physical symptoms,
psychological and spiritual needs. Palliative care should be delivered with a person-
centered care approach. It is important to consider the patients’ reports of their carings’
outcomes. Comparisons between the patients’ and nurses’ perceptions of palliative care
outcomes can be used to improve the quality of palliative care.

Objective: The purpose of this study is to compare the patients’ and nurses’ perceptions of
palliative care outcomes during the patients’ hospitalization.

Methods: This is a comparative descriptive study with a cross-sectional design. Data were
collected from May to June 2018 from a total of 106 patients with advanced cancer, and 61
nurses. The versions of the Palliative care Outcome Scale (POS) for patients and nurses
were used to measure the palliative care outcomes of the patients’ and nurses’ perceptions.

Result: The study found a significant difference between the perceptions of the patients
and nurses for the palliative care outcomes, particularly in the information availability
domain (p = 0.001), the other symptoms domain (p = 0.029), and the anxiety feelings
domain (p = 0.030), while the other seven domains had no significant differences between
both groups (p > 0.05).

Conclusion: The anxiety feelings, other symptoms and information availability domains
are the aspects of palliative care which need more attention from health care providers,
especially nurses, when caring for patients with advanced cancer.
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INTRODUCTION

The prevalence of patients with advanced stages of cancer is

review results made by nurses. (Horton, 2002). Quality care

increasing every year. Advanced cancer requires palliative care
along with cancer treatment (American Cancer Society, 2017;
Ministry of Health, 2007). In 2011 palliative cases reached 20.4
million cases, of which 94% are adult patient palliative cases
(World Health Organization, 2017). Cancer patients with the
palliative condition need assessing to fulfill their physical,
socio psychological, and spiritual needs (Thomas et al., 2010;
Wang et al., 2008). The assessment of these needs, conducted
by the patients themselves, is occasionally different from the

studies frequently only focus on the perspective and standards
of professionals. This refers to the patients’ conditions or the
condition effect of pain suffered by patients (Horton, 2002).
Moreover, the review conducted by nurses, without involving
the patients, does not reflect the real needs of the patients
(Hearn & Higginson, 1997). One of the instruments that can
review the patients’ conditions from the perspective of both
patients and nurses is the Palliative care Outcome Scale (POS).
The POS may be considered as the gold standard tool in the
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context of palliative care. It is a tool to measure patients'
physical symptoms, psychological, emotional and spiritual, and
information and support needs (Higginson et al., 2018). The
purpose of the study was to compare the perceptions of patients
and nurses of palliative care outcomes experienced by patients
with advanced cancer during hospitalization.

METHODS

Study Design

This was a comparative study with a cross-sectional design,
which involved 106 patients with advanced cancer who were
selected using consecutive sampling, and 61 nurses selected
using a total sampling technique. This study was conducted in
the academic hospital in Yogyakarta and a public hospital in
Central Java. Data were collected from May to June 2018.

Sample

The inclusion criteria for patients were: a) being patients with
advanced cancer; b) >18 years old; c¢) the score of Eastem
Cooperatif Oncologi Group (ECOG) > 2; d) willing to become
a respondent by signing an informed consent form, and ¢) being
hospitalized for at least 3 days. The exclusion criteria were
being unconscious with Glasgow Coma Scale (GCS) scores <
13. The inclusion criteria for nurses were: a) willing to become
a respondent by signing an informed consent form, b)
experience in caring for palliative patients, and c) having at
least one year’s clinical experience.

Instruments

This study used a patient and a nurse version of palliative care
outcome scale (POS). The POS version of patient was used to
assess a patient’s perceptions of palliative care outcome scale.
The version of POS for nurses was used assess a nurse’s
perceptions of palliative care outcome scale that experienced by
patients.

The palliative care outcome scale consists of ten questions, and
the first question examines pain. Pain is the first domain in a
palliative care assessment (Higginson et al., 2018). Pain is an
experience that is often experienced by patients with palliative
conditions, caused by tumors that suppress bones, nerves or
other organs, and besides that pain is also caused by the
chemotherapy treatment that the patients undergo (Cancer
Research United Kingdom, 2017). Pain was measured using the
Visual Analogue Scale (VAS) instruments. The second
question in the POS instrument is other symptoms. Other
symptoms are complaints such as coughing, nausea, vomiting,
and shortness of breath that appear in patients with palliative
conditions, and affect their quality of life (Ministry of Health,
2007). The other symptoms were measured using POS. Anxiety
is the third question in the POS instrument. Anxiety is an
unpleasant subjective experience, related to perceptions of
threats that are real or imaginary (Kumar & Parashar, 2015).
Anxiety was measured using POS. The fourth question is family
anxiety. Family anxiety is the anxiety felt by the family due to
their fear of losing family members who have cancer (American
Cancer Society, 2017). Family anxiety was measured using

POS.The availability of information and family support are the
fifth and sixth question in the POS. Information is something
which is necessary for patients and families who receive a
service related to their illness (Page & Adler, 2008). Family
support is the actions, attitudes and behavior that are shown by
family members to patients with cancer (Borneman et al.
2010). Availability of information and family support were
measured using POS.The seventh question in the POS
instrument is the feeling of worth, which was measured using
the POS (Higginson et al., 2018). A feeling of worth is a
balanced response between an awareness and self-acceptance of
uncomfortable emotions, showing calmness when faced with
unpleasant experiences, and accepting the conditions that occur
(Neef & Knox, 2017). The eighth question is about feeling good
or not being depressed, measured by using POS. Feeling good
or not feeling depressed can be seen and observed through the
attitude shown by the patients during treatment (Religioni et al.,
2015). The ninth question is about the feeling of wasted time
when undergoing treatment, which is the patients feeling that
the treatment took a long time (Higginson et al., 2018), which
was measured using POS. Other problems arising in patients
with cancer is the tenth question in POS, and includes the
financial problems caused by treatment and the changing roles
and income of patients and family members (Effendy et al.,
2015).

The researcher tested the validity and reliability of the POS in
one of the hospitals in Yogyakarta with 65 patient respondents
and 65 nurse respondents. The results of the validity of the
versions of POS for the patients and the nurses showed that all
ten questions in the POS instrument were valid. The ribel value
obtained from the number of respondents (n) is reduced by the
number of item questions (k), so that the value of ruperwas 0.294
(Nugroho, 2005). The reliability test for the POS version of the
patients’ version showed a Crobach's alpha value of 0.782,
while the nurses’ version had a Cronbach's alpha value of
0.639. Therefore, both the patients’ and nurses’ versions of the
POS instruments were declared reliable.

Ethical Consideration

This study was approved by the Ethics Commission of the
Faculty of Medicine, Public Health and Nursing UGM
No.KE/FK/0521/EC/2018, and by the committee ethics of

RSUD  Prof. Dr. Margono Soekardjo Purwokerto
(420/05378a/1V/2018)
Data Analysis

Categorical data were presented in a table of frequency
distribution (f) and percentage (%), while the numerical data
were presented in the form of the means and standard of
deviation. The results of the normality test using Kolmogorov-
Smirnov (n = 106) showed that the data were not normally
distributed (p < 0.05). The results of the comparison of mean,
median and Standard Deviation (SD) also showed that the data
were not normally distributed. Statistical tests on the
comparison of the POS instruments’ results between patients
and nurses used the Mann Whitney statistical test, with a
significance value of p <0.05
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RESULTS

Demographic Characteristics of Nurses
Table 1 shows the majority of the nurse respondents were
female (62.3%), and 91.8% of the respondents are married.

Just over half (55.7%) of the respondents are aged between 20-
40 years old. Most of them had a diploma degree (68.9%) and
more than 3 years working experience (91.8%). In addition,
most of the nurses had attended a palliative training seminar
more than one time (82%).

Table 1 Demographic Characteristics of Nurses

Characteristics of Respondents Frequency (f) % Mean+SD
Gender
Male 23 37.7
Female 38 62.3
Marital status
Single 5 8.2
Married 56 91.8
Nurses’ education level
Diploma 42 68.9
Bachelor 19 31.1
Age
20-40 years 34 55.7 39.41+8.55
41-60 years 27 443
Work experience
<3 year 5 8.2
>3 year 56 91.8
Palliative training / seminar ever attended
1 11 18
>1 50 82

Frequency (f), Percentage (%), Standard of Deviation (SD)

Table 2 shows that the majority of patients were female
(65.1%), most patients were married (87.7%), and have an
primary and high school education level (76.4%). Most of the
respondents' income level was < Rp. 1.572.200 (67%). The
most commonly used insurance providers were JKN PBI and

ASKES (78.3%), and the most frequent stage of cancer was
stage III (67.9%). The reproductive system cancer was the most
dominant (37.7%), and chemotherapy was the most frequent
treatment (55.6%).

Table 2 Demographic Characteristics of Patients

Characteristics of Respondents Frequency (f) % Mean+SD
Gender
Male 37 34.9
Female 69 65.1
Marital status
Not married / widowed / widower 13 13.3
Married 93 87.7
Age
20 — 40 years 27 25.5
41-60 years 65 61.3 48.33+11.69
>61years 14 13.2
Level of education
Primary and High School 81 76.4
Undergraduate School 25 23.6
Income level*
<Rp. 1.572.200 71 67
>Rp. 1.572.200 35 33
Health care provider
JKN PBI/Health Insurances 83 78.3
JKN Non PBI 23 21.7
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Table 2 continued

Cancer stage
Stage 111
Stage [V

Type of Cancer
Reproductive system cancer
Lung cancer
Head & neck cancer
Colorectal cancer
Breast cancer
Urinary system cancer
Others (NHL, Skin, Pancreas, Leukemia &
Bone)

Duration of illness
< 6 months
> 6 months

Type of treatment
Radiotherapy
Chemotherapy
Surgery & chemotherapy
Surgery

72 67.9
34 32.1
40 37.7
6 5.7
13 12.3
19 17.9
12 11.3
6 5.7
10 9.4
30 28.3 15.35+11.81
76 71.7
10 9.4
59 55.6
22 20.8
15 14.2

Frequency (f), Percentage (%), Standard of Deviation (SD) *minimum wage of Central Java province

The differences perceptions in palliative care outcomes
between patients and nurses

The comparative analysis on the outcome of palliative care
between patients and nurses can be seen in Table 3. From the
ten domains in the POS, there were only three domains that
showed differences in the palliative care outcomes between
patients and nurses, which were the domains for: other

symptoms (nausea, coughing and constipation) p=0.029,
feelings of anxiety p=0.030, and information availability
p=0.001; while the other seven domains (pain, family anxiety,
the existence of support, self worth (feelings of worth to
oneself), feeling good or not depressed, time wasted and
practical problems) showed no difference between the
outcomes for patients and nurses.

Table 3 Patients’ and Nurses’ perception in Palliative Care Outcomes**

Item palliative care outcome Patients Nurses p value
Median (min- max) Median (min- max)
Pain 3(1-4) 3(1-4) 0.205
Other symptoms 3(1-4) 2(1-4) 0.029*
Feelings of anxiety 3(1-4) 3(2-4) 0.030"
Family anxiety 4(1-4) 4(1-4) 0.056
Information availability 2(1-4) 2(0-4) 0.001*
Existence of support 3(0-4) 3(0-4) 0.082
Self worth (feelings of worth to one self) 3(1-4) 3(1-4) 0.241
Feeling good or not depressed 4(2-4) 4(2-4) 0.305
Time wasted 4(0-4) 4(0-4) 0.740
Practical problems 4(2-4) 4(2-4) 0.449

Significance value * (p< 0.05) | **(Dewiyuliana, 2018)

Analysis of differences in palliative care outcome scale
based on respondents’ characteristics

Table 4 shows the characteristics of the respondents in the
study consist of their gender, marital status, age, level of
education, income level, health care provider, cancer stage, type
of cancer, duration of illness and type of treatment. The
difference in POS, based on the nurses’ characteristics, can be
seen in Table 5. The characteristics for the nurses consist of
their gender, marital status, nursing education level, age, work
experience and the number of times they attended palliative
training or a seminar.

This study found that only the education affected the perception
of POS scores for the anxiety domain. There were no other
factors affecting the POS scores of patients. On the other hand,
the results of the POS analysis, based on the characteristics of
the nurses, were influenced by the nurses’ education for the
domains of other symptoms, family support and self worth. The
number of palliative training/seminars followed by nurses
affected the domains of pain, other symptoms, anxiety, family
support, self-worth and time wasted, while the age of the nurse
influenced the practical problems domain.
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DISCUSSION
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patients adhered to and followed all the treatment programs
planned by the health team, to speed up the healing process,
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interacted with their families to improve their self worth and
reduce feelings of disappointment toward themselves. The
patients have a highly valuable feeling of self esteem when
taking the treatment if they received detail information about
the medication and treatment programs (Leite et al., 2015). In
addition, patients with advanced stage of cancer can increase
their self worth by spending time with their families and with
people who can raise their spirits, and avoiding self-assessment
that can cause them emotional distress. Self worth can also be
increased by reducing their guilt about themselves or feeling
disappointed in themselves, and increasing their spirit and life
expectancy (National Comprehensive Cancer Network, 2018).

The domain of feeling good or not depressed also showed no
differences between patients and nurses, which was due to the
behavior, attitude and actions shown by the patients during their
treatment and medication. A stable or non-depressed emotional
state was the attitude shown by the patients when they accept
their diagnosis of advanced stage cancer and cancer treatments
(Religioni et al., 2015). Patients could accept the symptoms
they experienced, the changes to their quality of life, the
limitations to their independence, and changes to their role in
their family and community (Mccracken & Velleman, 2010).
On the other hand, similar perceptions between patients and
nurses also exist in the time in vain domain. This was because
the patient and nurse assessed the patient's health condition,
which showed no improvement/change in their health, due to
the stage of cancer in the patient. The treatment that the patient
received was only to provide comfort but could not cure
him/her, so that was a waste of time having the treatment. The
feeling of time being wasted by the cancer patients was due to
the treatment and medication process that showed no
improvement, as well as the repetitive cancer treatments,
queuing and long waiting times to receive treatment (American
Cancer Society, 2017).

This study found that the practical problems domain had no
differences between patients and nurses, which was related to
treatments’ financing problems and long waiting times. Patients
and nurses perceived no practical problems related to financing
because all the patients have health insurance. Higginson et al
(2018) found that the practical problems that arise in patients
with advanced cancer are financing their treatment, and
difficulties in transportation to health service providers
(Higginson et al., 2018). A survey by the Association of
Oncology Social Work reports that, by residing far away from
medical services, the associated transportation difficulties and
time discrepancies in taking drugs can cause practical problems
for the patients.

There were differences in the perceptions of patients and nurses
for the domain of other symptoms (nausea, coughing and
constipation), feelings of anxiety and the information
availability domain. In the other symptoms domain, the patients
perceived nausea, coughing and constipation as symptoms that
greatly affected their condition, so that other symptoms were
categorized as very severe for patients. This was due to the
presence of other symptoms that further worsen their condition.
But the nurses perceived the other symptoms such as nausea,

coughing and constipation as normal reactions due to the
development and growth of the cancer. Besides, those
symptomps are caused by side effects of the treatment, such as
radiotherapy, chemotherapy, and surgery. Similar results related
to the differences in the perceptions between patients and
nurses about other symptoms were also revealed by previous
studies (Cirillo et al., 2009; Stromgren et al., 2001), which
showed differences in the results obtained between patients and
nurses regarding the symptoms of vomiting, nausea and
constipation. Patients perceived the symptoms of nausea,
vomiting and constipation as being severe, while nurses
perceived the other symptoms that the patient felt as being mild.
The differences in the perceptions between patients and nurses
were also found in the domain of anxiety. This was because
anxiety is a subjective experience and cannot be observed
directly. The difference in perception between patients and
nurses in the anxiety domain was in line with the previous
research (Bahrami, 2010) using the Word Health Organization
Quality of Life BREF (WHOQol-BREF) instrument.

In addition, there were also differences in the domain of
information availability. This was because the hospital did not
have a guide or information map about cancer with palliative
conditions and palliative care. So, the nurses and patients had
different perceptions about the information needed by patients
and nurses. A comprehensive information map provides
complete information according to the needs of the health team
and cancer patients. The absence of such an information map
causes the health personnel to have difficulties in conveying the
information needed by the patients (Page & Adler, 2008).
Additionally, cultural factors also influence the differences in
perception for the information availability domain, such as
requests from the patients or families to avoid, delay, and
discuss the estimation of the prognosis and life expectancy of
the cancer patients (Russell & Ward, 2011). Health workers
only provide information to patients based on family consent
(Michiels et al., 2009).

Comparison of palliative care outcome scale based on
demographic characteristics

The results of this study shows the differences in the
perceptions of patients and nurses in POS, based on their
demographic characteristics. Differences in the perceptions of
patients were influenced by the education of the respondents in
the anxiety domain, while differences in the perceptions of
nurses were influenced by their age in the practical problems
domain, education in the domain of other symptoms, while
family support and self worth and training affected the nurses'
perceptions for the domains of pain, other symptoms, family
support, self worth and time in vain.

The low educational level of the respondents affected the
patients’ perceptions for the anxiety domain. Patients would
find it difficult to perceive how worried they felt since they did
not know the signs and symptoms of cancer, the disease’s
prognosis, and the actions and efforts that could be taken to
make them more relaxed. Their education level was also related
to the ease with which they could understand information. A
study in the Netherlands indicated that education influences
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people’s awareness and knowledge about cancer, and affects
the assessment of a patient’s anxiety (Osse et al., 2005).
Educational levels also relate to the acceptance and
understanding related to the reduction of anxiety experienced
by patients (Garcia, 2014).

Differences in the perceptions of the nurses were influenced by
their age when assessing the practical problems experienced by
patients with cancer. The literature stated that nurses in early
adulthood have sensitivity and show concern when conducting
an assessment of the practical problems experienced by
advanced cancer patients. Age also affects the behavior,
attitude, role and responsibilities of nurses towards patients
(Zheng et al., 2015). Young adult nurses are more accepting of
their role when collaborating with new teams compared to older
nurses, when providing interventions related to the practical
problems experienced by patients (Malfait et al., 2017).

On the other hand, the nurses’ educational factors also
influenced their differences in perception for the domains of
other symptom, family support and self worth. The higher the
education, the more knowledge they have about assessing other
symptoms (nausea, coughing and constipation) in patients,
family support and assessments, and how to improve the self
worth of cancer patients. Nurses with a high level of education
have a great deal of self-confidence in providing nursing
services, based on their role and the family’s support. Nurses'
education can also improve the relationships between fellow
health service teams when collaborating in improving services
(Wiechula et al., 2016). Education is also one of the factors that
influence the nurses' perception in understanding a patient's self
worth. Education influences nurses to provide information in
accordance with the self worth problems experienced by
patients, so they are able to create a conducive atmosphere and
can encourage patients to participate in improving their self

worth (Opiyo. 2012).

Nurses’ perceptions were also influenced by training/seminars
that nurses had followed for the domains of pain, other
symptoms, anxiety, family support, self worth and time in vain.
Nurses who attended training in palliative care had the potential
to do assessments that are appropriate to what the patient feels,
related to their pain and other symptoms, such as nausea,
coughing and constipation (Unroe et al., 2015). The knowledge
and training/seminars on palliative care are needed by nurses to
improve the treatment given to cancer patients (Bhatnagar &
Patel, 2018).

Training in palliative care could also influence the nurses’
knowledge about the assessment of anxiety experienced by
their patients. Nurses could better understand the level of
anxiety felt by patients (Gouveia et al., 2015). Nurses need
training in assessing the necessary family support toward
patients with palliative disease and such training could improve
the nurses’ abilities to obtain the information needed by the
family (Landeiro et al., 2016). Training is also needed to
successfully providing services to patients, based on the results
of a self worth assessment and the practical problems
experienced by the patients. The training provides an

understanding of the responses that can be given, based on the
problems that are observed (Chaghari et al., 2017; El-Nagar &
Lawend, 2013).

CONCLUSION

There were seven perceptual equations in the domains of: pain,
family anxiety, existence of support, self worth, feeling good or
not depressed, wasting time, and also practical problems
between the perceptions of advanced cancer patients and nurses
in palliative care outcomes. However, there were three different
perceptions in the domains of: other symptoms, feelings of
anxiety and information availability. With these differences, it
is expected that nurses should pay more attention to the
assessment of the domains of other symptom, feelings of
anxiety and the availability of information by using various
approaches, and communicating in a manner that can be
understood by the patients to obtain accurate information and
fully explain about the symptoms and side effects which arise
from the cancer treatments.
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