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General Introduction

Personal statement
As a nurse, lecturer and researcher in cancer care in Indonesia, I experience how
much efforts family members of patients with cancer put in caregiving. In my country,
where outside the hospital professional care is hardly available, family caregiving is
perceived as a norm and as part of our culture. However, family caregivers still receive
little attention from health care professionals. Knowing their pivotal roles in caregiving,
I became interested in understanding the impact of caregiving on the family of
patients with cancer, one of the most feared diseases in Indonesia.

Problem summary
Cancer affects not only patients but also their family caregivers, who often provide
practical and emotional support over a longer period. Especially in advanced stages
of cancer, where the functional status of the patients deteriorates, they become more
dependent on their family caregivers. And apart from the time, technical and financial
support they provide to the patients, family caregivers are also emotionally involved
and often suffering themselves due to the fear of and anticipating on losing their
loved one. Therefore, family caregivers themselves are in need of support.
Caregiving is strongly influenced by the culture. In Indonesia, like in most other
Asian countries, taking care of a sick member of the family is part of the culture, and
is passed through from generation to generation. The existing, mostly Western, studies
on family caregiving are not always relevant for Asian countries where health care
professionals are only available in the hospital. Long term facilities, home care and
hospice care are scarce and limited to private services only. Only a very small number
of the family caregivers can afford this luxury. Therefore, family caregivers themselves
care for their relative with cancer without any professional support at home. When I
started my PhD trajectory, it was still not clear how in Indonesia family caregiving
impacts on themselves. Since the majority of Asian countries are still included in the
low-middle income countries, like Indonesia, this study will also be relevant for them.

Cancer
Cancer is one of the main causes of death worldwide; it ranks third and fourth in
some Asian regions.1 In Indonesia, the incidence of cancer in 2018 was 348,809 and
mortality was 207,201. One-year mortality is high and survival rate low.2 Cancer is
also one of the most feared diseases in the general population around the world3-5
and is associated with death and catastrophic endings.6, 7
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Cancer is a family affair which impacts both patients and their families. Starting around
the initial diagnosis, the curative period and especially in a more advanced stage
when their functional status declines, 8-10 patients rely on their family caregivers for
practical, social, financial, psychological and spiritual support. This is a challenging
and responsible task for family caregivers, which can impact their own health and
quality of life.11, 12 Moreover, the patient-family caregiver relation is reciprocal: when a
family caregiver is overburdened or not feeling well, this will also impact the patient.
Therefore, the WHO in 2010 defined palliative care as an approach that improves the
quality of life of patients and their families facing the problem associated with
life-threatening illness, through the prevention and relief of suffering by means of
early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual.13

Family caregivers of patients with cancer
The terms family caregiver and informal caregiver are used interchangeably. They refer to
an unpaid family member or friend who provides care to a person with an acute or
chronic condition and needs assistance to manage a variety of tasks.14, 15 Often, their
relationship is blood-related (siblings, children, parents), but also children-in-law, more
distant relatives, friends or neighbors can provide such care.15, 16 In this thesis, the term
‘family caregiver’ or ‘caregiver’ will be used, which does not include the formal care
provided by health care professionals, agents or institutions.
All over the world, family caregivers play a crucial role in cancer care17 especially
because most patients with cancer live at home.18 The family is involved in a variety of
tasks, like managing transportation,16 assisting in daily activities, providing direct care19
and dealing with the complexities of health care services.15, 17 However, in most cases,
family caregivers are not prepared to perform these tasks.17
Family caregivers are not only challenged by combining their own duties (e.g.:
work, household, parenting) with caregiving tasks but also with the need to provide
emotional support to the patients.20 At the same time, they have to deal with
uncertainties and fear for losing their loved ones.16, 21 Besides, when the family takes
part in the decision making process, they are worried about the consequences of the
decision they have chosen for their loved one.14 These factors might contribute to
family caregivers experiencing physical, psychological and spiritual impact of
caregiving12, 22 and to their needs for practical and emotional support themselves.23
Patients and family caregivers can share the same worries and anxieties due to
uncertainty, fears, impending loss24 and psychological changes after the patient is
diagnosed with cancer.25 As patients and family caregivers are interrelated,26 by taking
care of family caregivers, health care professionals also take care of the patient.
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Family caregiving in Asia
Of all continents, Asia is the most diverse continent with the largest population.1, 27
Cultural differences between Asian and Western countries impact the experiences of
family caregivers in these regions.28, 29 Firstly, in many Asian countries, besides love
and altruistic motives, caregiving is perceived as part of expected social roles,30
suggesting that they need to perform such a role in order to comply with social
obligations.
Secondly, Asian family caregivers experience filial responsibilities;28, 31 caregiving
is an expected adult-children role to pay back care they received from their parents.
Becoming a family caregiver itself adds an essential value to themselves. For
example, in Japan, as part of the filial obligation it is important for caregivers to make
sure that the caregiving task is fulfilled. Therefore they tend to complete this task
without requesting any formal help.30 It is unquestionable that adult children will be
the family caregivers of their parents. Moreover, adult children are the ‘sandwich’
generation; they have responsibilities for their parents but also for their own nuclear
family.
Thirdly, while independency is highly valued in many Western countries,29 Asian
family caregivers practice familialism and communalism in their daily life including
managing a sick member of the family. As part of togetherness, the family is involved
in many aspects of caregiving. One of those is in the decision making process. In
China, the majority of the physicians will involve the family caregivers in the discussion
on the patient’s care plan32 instead of the patient, and many patients and family
caregivers are satisfied with this choice.
The variety of health care systems amongst Asian countries is wide. There are
high-income countries such as Singapore and Korea, where all components for
cancer and palliative care are well-developed.27, 33 However, the majority are still
low-middle-income countries with limited services, where cancer is a substantial
burden.27 This implies that family caregivers need to be proactively involved in caring
for their sick family member.

Family caregiving in Indonesia
Indonesia is a country with the 4th largest population in the world with over 266 million
inhabitants.34 It is an archipelago country which consists of five major and more than
18,000 small islands. Java, being the island where economics and health care
services are centered, has the most dense population. In this country, the incidence
of cancer is progressing with low survival rates. The types of cancer with the highest
incidences are breast, uterus, lung, liver and nasopharynx cancer.2
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Indonesia is one of the low-middle income Asian countries where cancer care
services are still limited27 and where palliative care services are still developing.33
Palliative care provision has slowly started in 200735 and is integrated in the National
Cancer Control Program since 2014.36 Health care professionals are mainly centered
in hospitals. Primary health care centers exist as the first ladder in the health care
system, but professional support for patients, especially palliative care at home, is
still hardly offered.
In this country, families have a central place; they tend to stick together and have
a strong emotional closeness.37 In most cases, there will be one adult-child that is
assigned to live together under one roof and to look after his or her elder parents
(Javanese word = ‘tabon’).38 Traditionally, this ‘tabon’ is entitled to get the house of
their parents. In many parts of Indonesia, traditions and values are kept in daily life
including during illness.39 Alternative medicine has an essential part in these traditions
and values.40, 41 That is also one of the reasons for the delay in seeking professional
help by patients with cancer in this country.42 As a consequence, most patients with
cancer are entering hospital in an advanced stage, when there are no curative options
anymore and palliative care is urgently needed.

Impact on family caregivers of providing care
Many family caregivers experience burden as a consequence of caregiving.43-45
Some other terminologies are used interchangeable with caregiver burden, like strain
or role strain and overload. In this dissertation we used caregiver burden, which refers
to the physical, psychological, spiritual, social and financial challenges experienced
by family members caring for their sick family member.46 The impact might be
influenced by the specific condition of the patient with its specific challenges,
therefore it is important that the outcome captures both generic and specific aspects.
We have chosen burden as outcome for the impact of caregiving. As health care
professionals are expected to have a proactive approach, we also investigated the
problems and needs of caregivers that might influence this burden. By understanding
burden and the problems and needs of family caregivers, health care professionals
can take actions to address such needs, relieve burden or prevent worsening of it,
and prevent even more negative outcomes like depression. However, caregiving will
not only leave caregivers with negative but also with positive consequences. Both
experiences will be assessed within the topic of caregiver burden.
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Questionnaires
In this thesis, we wanted to explore and measure caregiver burden by taking into
account the problems and needs of family caregivers of patients with cancer.
Instruments to measure these aspects do exist in English but, at the time I started my
PhD-trajectory in 2015, were not available in the Indonesian language. In order to be
applied in a different language and culture, those questionnaires not only needed
language translation but also cultural adaptation. Therefore, as part of this thesis, we
cross-culturally adapted two instruments that are useful to answer our research
questions and suitable to be used in the Indonesian culture. To measure problems
and needs this concerned the Problems and Needs for Palliative Care Caregiver
(PNPC-c).47 This was one of the first questionnaires exploring problems and needs of
family caregivers of palliative patients with cancer. To measure caregiver burden, we
chose the Caregiver Reaction Assessment (CRA). Of all instruments to measure
caregiver burden for family caregivers of chronically ill patients including those who
suffer from cancer, this is the most well-developed and reliable one,48 and has been
translated and used in many other languages around the world.

Rationale
• The implementation of palliative care should focus on enhancing the quality of life
of not only patients but also of their family caregivers.13
• Family caregivers are the ‘closest’ support12 and play a pivotal role for patients.49
They are especially important in countries like Indonesia, where support from
healthcare professionals is limited to the hospital and family caregiving is embedded
in the culture. Therefore, it is essential to gain a better understanding of the
consequences of this task for family caregivers.12 We choose to study the impact
of caregiving by studying caregiver burden and the problems and needs of family
caregivers that might increase their burden.
• Research on family caregiving is still dominated by Western studies.50 Different
challenges, values, and beliefs in Asian countries may influence family caregivers’
perceptions and experiences of caregiving.51 Consequently, there is a need to gain
more in-depth understanding of family caregiving in the Asian,51 and more
specifically in the Indonesian context.
• Burden as an impact of caregiving has mostly been described quantitatively.
However, there is a need to further qualitatively and quantitatively explore caregiver
burden in order to get a better understanding of it.50 A comparison between burden
perceived in relation to specific conditions such as cancer and dementia might
shed more light on general and specific impact aspects.
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• Indonesia represents the situation of most Asian countries. It is a lower-middle
income country with a high incidence and mortality of cancer, and palliative care
services are still developing.27, 33 As caregiving is perceived as a norm in this
culture, family caregivers still receive little attention. They are intensively involved in
the patients’ care, especially at home where hardly any professional support exists.
High-quality studies from such countries are needed.

Objectives of this thesis
The main aim of this thesis is to describe the impact of caring for a patient with cancer
on family caregivers in Indonesia.
Using qualitative and quantitative designs, several studies were performed in order to
answer the following research questions:
a. What are similarities and differences between the lived experiences of family
caregivers of patients with cancer and those of patients with dementia in Indonesia?
b. What are the experiences of family caregivers of patients with cancer in Indonesia
with performing caregiving tasks?
c. How can the Caregiver Reaction Assessment (CRA) questionnaire be crossculturally adapted for Indonesia (CRA-ID)?
d. How can the problems and needs of family caregivers of patients with cancer
(PNPC-c) questionnaire cross-culturally be adapted for Indonesia (PNPCc-ID)?
And what are the problems and needs of family caregivers of patients with cancer
in Indonesia?
In order to get a better understanding of the experience of caring for a family member
with cancer, in chapter 2, with the help of in-depth qualitative interviews, we described
and compared the experiences of family caregivers of patients with cancer with
family caregivers of those with dementia in Indonesia, and explored the role of their
social health in these experiences. In chapter 3 we described, with the help of
in-depth qualitative interviews, the experiences of family caregivers of patients with
cancer in Indonesia in performing caregiving tasks. We followed a grounded theory
approach and used a constant comparative method with a paradigm model to
develop a theoretical model for the family caregivers’ experiences. In chapter 4,
we presented the process of the cross-cultural translation of the Caregivers Reaction
Assessment (CRA) to measure caregiver burden. In chapter 5 we described the
cross-cultural translation and adaption of the Problems and Needs in Palliative Care
Caregiver questionnaire (PNPC-c) for Indonesia. In this chapter, we also present the
results of a cross-sectional study in which the PNPCc-ID was completed by family
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caregivers of patients with cancer in Indonesia. Finally, in the general discussion and
conclusion (Chapter 6), we summarized our findings and placed the results of our
study in the context of recent knowledge and provided suggestions as well as recommendations for policy changes, clinical practice, education and future research.
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Comparison of the lived experiences of
family caregivers of patients with dementia and
of patients with cancer in Indonesia
Kristanti, M. S., Engels, Y., Effendy, C., Astuti, Utarini, A., & Vernooij-Dassen, M. (2018).
Published in International Psychogeriatrics, 30(6), 903-914.

Abstract
Background
Dementia, even more than cancer, demands long-term care. While in Indonesia cancer
is accepted as a disease requiring caregiving, dementia is still considered ‘a normal
condition’. These differences might affect the experiences of caregivers, especially
those relating to social health, the subject of our study. We aim to describe and
compare the lived experiences of family caregivers of Patients With Cancer (PWC)
with those of Patients With Dementia (PWD) in Yogyakarta, Indonesia, and to explore
the role of their social health in these experiences.
Method
A qualitative design was applied. In-depth face-to-face interviews were conducted
with PWC and PWD caregivers in two outpatient clinics of a tertiary hospital. The constant
comparative method was applied to analyze the data which were interpreted using
the concept of social health to explore the experiences of the caregivers. We used
Atlas.ti software.
Results
Three themes were identified: Problems with caregiving, dealing with problems, and
beliefs in caregiving. We found more similarities than differences in the experiences
of caregivers in both groups. Half of the categories were related to social health:
Challenges, consequences, hiding, social support and the caregiver’s approach.
The organization of dementia care is characterized by simplicity and direct ties
between medical specialists, PWD, and caregivers, whereas cancer care encounters
coordination problems.
Conclusions
Family caregivers of both groups mostly had similar experiences of the caregiving
process. Gaining a better understanding of the specific experiences of caregivers, and
their social health, opens new avenues for interventions to improve their quality of life.
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Experiences of caregivers of patients with cancer versus dementia

Introduction
The number of Non-Communicable Diseases (NCD) in Indonesia is escalating.
Cancer, Alzheimer’s and other types of dementia are claimed to contribute
increasingly to the mortality rate from NCD.1 There were almost 300,000 new cases
of cancer in Indonesia in 2012.2 In fact, it is ranked number seven among Asian
countries. Meanwhile, it is predicted that in 2050, 70% of people suffering from
dementia will mostly reside in the low and middle income countries, including in
Indonesia.3 A recent survey reported that Indonesia is fourth after China, India, and
Japan, with over 600,000 people with dementia compared to the whole Asia Pacific
region, which has around 13 million people.4
Cancer as well as dementia profoundly influences the well-being not only of the
patients, but also of the family caregivers. The characteristics of these diseases might
influence the burden of caregiving. Therefore several studies have compared the
burden of family caregivers of Patients With Cancer (hereafter referred to in this paper
as PWC) and those of Persons With Dementia (hereafter referred to as PWD) with
various results. Some studies reveal that family caregivers of both groups experience
a similar level of burden.5, 6 Other studies show that Family Caregivers of PWD
(hereafter referred to as FCD) have a higher level of burden7 and experience more
stress than those caring for PWC (hereafter referred to as FCC),8 although one study
found the opposite.9 Apart from that, family caregivers of both groups experience a
loss of identity10 decreased health outcomes and experienced an anticipatory
grieving.11
Caring is essentially related to the relationship between the family caregiver and
the patient. Therefore the lived experience of caregiving might also be associated
with social health. Social health involves making a dynamic balance between
opportunities and limitations, and is affected by external conditions such as social
and environmental challenges.12 Social health consists of three major dimensions
including: people’s capacity to fulfill their potential and obligations, the ability to
manage their life and participating in their social life or work.12 Regarding family
caregiving, the relationship with the patient, as well as the external conditions like
cultural norms and values, are important for the social health of family caregivers.
Ethnic differences appear to influence family caregivers’ outcomes, including
burden and depression.13 In Indonesia, strong family and community bonds exist,
which may affect the way family caregivers provide care for their loved ones with
cancer or dementia. Indonesian people, like those in other Asian countries, perceive
such caregiving tasks as a duty14 that should not be questioned.15 Besides, in
contrast to Western countries, dementia is seen as a normal ageing process and not
as a life-threatening disease. Family caregivers continue to involve persons with
dementia as much as possible in social activities; which might contribute to the social
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health of persons with dementia. On the other hand, the social health of family caregivers
might be influenced by the experience of such caregiving.
Getting insights into the lived experiences of FCC and FCD, and in the related
role of their social health, is needed to develop new interventions that actively facilitate
the utilization of their social and environmental resources.17 As research on caregiving
is very Western oriented,18 information on the lived experiences of family caregivers
in other cultures is sorely needed.
Therefore, the aim of the current study is to describe and compare the experiences
of FCC with FCD in Indonesia, and to explore the role of their social health in these
experiences.

Methods
Design
We use a qualitative design to get information about the lived experiences of FCC
and FCD. The family caregivers who were invited were the spouse, adult-child or
relative who looks after a patient with any kind of cancer in stage 2-4, or looks after a
PWD with a Mini Mental State Examination (MMSE) score of ≤ 24/30. We chose family
caregivers from these groups of patients, as in these stages patients may experience
physical and psychological changes due to treatment and disease progression.
Besides, most patients will be more or less dependent on the family caregivers if in
this condition. Other inclusion criteria were being the main person who is taking care
of such a patient for at least six months up to the date of inclusion, living with this
patient or delivering the care to the patient for at least 3 hours a day. We considered
duration of care and number of hours spent are important to identify family caregivers
who are most involved in the caring process. Finally, we selected participants who
are adults (being ≥ 18 years). They also had to be willing to take part in the study.
Participants were invited via the outpatient clinics for cancer and dementia of Sardjito
Hospital, Yogyakarta, Indonesia. This tertiary care hospital has more than 800 beds
and has been accredited nationally as well as internationally by the Joint Commission
International (JCI).
The study was approved by the Medical and Health Research Ethics Committee
(MHREC), Faculty of Medicine, Universitas Gadjah Mada – Dr. Sardjito Hospital, Indonesia
(KE/FK/744/EC 24 Jun 2015), and data collection was permitted by the hospital.

Recruitment of Participants
Participants were selected purposively, striving for a mixture of gender, age, relationship with the patient, job, income, level of education and religion. In this way, we received
a richer variation in these demographic characteristics19 and thus in the lived
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experiences of FCC and FCD. The head nurse or a physician in the collaborating
outpatient clinics introduced the study to potential participants. After that, the first
author checked the eligibility criteria of those family caregivers who were interested.
When eligible, 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 a participant
agreed to be part of the study, he or she signed an informed consent form.

Data Collection
Data on FCC were collected from the chemotherapy unit between July and August
2015. Data on FCD were collected from the memory clinic between July and
September 2016. Based on the current literature, a topic guide was developed and
reviewed by a multidisciplinary team from two countries: Indonesia and the
Netherlands (each of whom will be referred to by their initials) consisting of a
sociologist, who is also a professor specializing in the psychosocial aspects of
dementia and palliative care (MVD); a physician and professor in public health (AU),
a neurologist and dementia expert (A), an associate professor in timely palliative care
(YE), an epidemiologist and expert in cancer and palliative care (CE), as well as a
nursing lecturer and PhD student trained as a qualitative researcher (MSK). The
interview guide consisted of five questions regarding the types of caregiving topics:
A list of the tasks, experience, burden, motivation, and the positive aspects of
caregiving (Table 1).
Semi-structured, in-depth, face-to-face interviews were conducted by the first
author (MSK), who had not had any contact or relationship with the participants prior
to the interviews. These interviews lasted between 30 and 90 minutes each and were
audiotaped. Interviews took place at the hospital, in a quiet private room. Field notes
were made during and after the interviews to record non-verbal observations, which
were integrated into the transcripts for data analysis. After 23 interviews, no new
codes were found. Two more interviews were done to check the data’s saturation.

Data Analysis
The audiotaped interviews were transcribed verbatim in the Indonesian language by
an independent transcriber. The transcripts were then read line by line by the first
author (MSK) to check their accuracy. Transcripts were then read line by line for
coding development, using Atlas.ti 7th edition software. Coding was done in English
to facilitate the discussion with all the authors. These codes were developed from
meaningful words, phrases or statements in the transcripts. Several coding
development sessions with the Indonesian and Dutch authors were arranged to
make sure that the codes had a comparable, suitable and similar meaning in
Indonesian and English. Also the final book of codes was discussed in a meeting with
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Table 1 Topic guide
Topic

Questions

List of tasks

Could you please tell us your daily activities?
a. In relation to the patient’s activities?
b. In relations to your activities?
c. Has the caregiving process changed your life?

Experience

Could you please tell me your experience in taking care of your loved one?
a. How do you feel about it?
b. Do you think it is different being a caregiver for cancer/dementia and
another illness?

Burden

1.
2.
3.
4.

How hard is it to take care of your family?
What do you find the most difficult task in the caregiving process?
Which area do you think you need more support?
Who supports you as a caregiver? Your community? Family?

Motivation

1.
2.

What is your main reason for taking care of your family?
Do you have the feeling to do that, or do you choose to do that?

Changes in life

1.

What are the changes that have occurred in your life due to your
caregiving tasks?
What do you learn/gain from the caregiving process?

2.

all authors. The constant comparative method was used to analyze the data.20 Data
collection and data analysis were performed in parallel sessions and continued until
no new codes were found. With this method, the codes derived from the previous
interviews were the starting point for coding the next transcript; new codes could then
be added or the codes merged if needed. Next, with the adapted list of codes, the
previous transcripts were re-read, as suggested by Glaser (1965).20 This entire
process continued after each interview until no new codes were found.
At the beginning of the process, two authors (MSK and CE) read the transcripts
of the interviews of the FCC and started the open coding process by coding them
independently. Subsequently, these codes were discussed and mutually compared,
seeking any similarities and discrepancies with two other authors (AU, MVD) until a
consensus was reached. Once the open coding was completed, grouping into
categories took place in several sessions with all the authors until consensus was
again reached.
Next, the second round of data collection with FCD was conducted; transcripts
of these interviews were analyzed using the book of codes developed from the
transcripts of the interviews with FCC. Data analysis with a constant comparative
method allowed us to develop coding inductively,20 therefore the book of codes from
the previous round in FCC was used and new codes for FCD data were added where
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needed. Another session for categorization development was held with all the
authors. Next, themes were developed from the categories. Finally, social health,
following the definition of Huber et al. (2011)12 was used to interpret the data.
Consolidated criteria for Reporting Qualitative research (COREQ) was used to report
the study’s result.

Results
Of the 32 family caregivers approached, seven refused to participate: Three FCC
because of their patients’ condition, and four FCD due to time restraints or because
they lived far away. In total, 25 family caregivers were interviewed: Thirteen FCC and
twelve FCD. About half of the participants (52%) were female and 60% were spouses.
FCC (41.8 years) as well as the patients they cared for (53.7 years) were younger than
FCD (59.9 years) and patients with dementia (69.1 years) (Table 2 and 3).

Table 2 Characteristics of Family Caregivers of patients with Cancer (FCC)
Code

Gender

Age

Relationship
with patient

Patient’s
gender

Patient’s
age

Patient’s
cancer type

P1

Male

62

Husband

Female

60

Breast

P2

Male

55

Husband

Female

59

NPC

P3

Male

25

Son

Female

54

Breast

P4

Male

47

Husband

Female

42

Breast with malignant wound

P5

Female

46

Sister

Female

59

Ovarian

P6

Female

39

Daughter

Female

59

Ovarian

P7

Female

31

Daughter

Male

72

Larynx

P8

Female

50

Wife

Male

56

NHL

P9

Male

50

Husband

Female

51

Ovarian

P10

Female

46

Daughter

Male

77

Sigmoid

P11

Female

24

Daughter

Male

50

Melanoma

P12

Male

31

Brother

Male

35

NHL

P13

Female

43

Wife

Male

44

Rectal with malignant wound
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Table 3 Characteristics of Family Caregivers of patients with Dementia (FCD)
Code

Gender

Age

Relationship
with patient

Patient’s
gender

Patient’s
age

Patient’s
MMSE Score

P14

Female

P15

Male

69

Wife

Male

80

10

59

Husband

Female

54

10

P16

Male

40

Son-in-law

Female

73

20

P17

Male

65

Husband

Female

61

20

P18

Female

58

Wife

Male

67

20

P19

Male

70

Husband

Female

71

23

P20

Female

65

Wife

Male

73

24

P21

Male

63

Husband

Female

54

20

P22

Female

40

Daughter-in-law

Female

81

24

P23

Female

54

Daughter

Female

87

10

P24

Male

66

Husband

Female

61

20

P25

Female

62

Wife

Male

65

23

Three main themes were identified: Problems in caregiving, dealing with problems,
and beliefs regarding caregiving; each containing several categories (Table 4). Many
categories were derived from both groups, and some from just one. Additionally,
within some categories, a part of the codes was only derived from one group.

Description of family caregivers’ experiences
Theme 1: Problems in caregiving
This theme reflects the issues faced by family caregivers. Four categories have been
identified: Quality of service, financial aspects, challenges, and consequences.
Quality of service. This category reflects the critical comments regarding the healthcare
institutions. Family caregivers reported that they needed to learn and understand
some unfamiliar and complicated procedures. There were long queues for administrative
procedures, while the quality and length of time they spent with healthcare staff was
limited. Family caregivers also expected to have a friendlier and more empathic
contact with the healthcare staff than they actually experienced.
Financial issues. This category illustrates their financial situation during treatment.
Most family caregivers received some funding from National Insurance to cover the
patients’ treatments. This was very helpful and highly appreciated. Although most basic
treatments are covered by insurance, there are some other expenses that could not
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Table 4 Codes, categories and themes for the lived experiences of FCC and FCD
Exist in
Key Codes
Cancer (C)
and or
Dementia (D)

Category

Theme

C

Long and complicated administrative
procedures, workload of the staff,
communication and coordination with
health professionals, need for support from
healthcare professionals

Quality
of Service

Problems in
caregiving

C

Financial burden, financial support/sharing,
insurance process and benefits.

Financial
aspects

C+D

Patient’s personality, psychological changes Challenges
in the patient, distance from hospital,
conflicts, quality and quantity of information,
changes in patients’ clinical aspects, practical
matters, expectations for caregiver, longing
for relationship

C+D

Multiple tasks, multiple roles, adding
activities, commuting, time spent, physical
burden, another family to care for, reduced
income, don’t receive certain support,
emotional impacts.

Consequences

C

Avoid crying and confrontation, pretend to
be strong, things not to be discussed,
not discussing diagnoses.

Hiding

C+D

Acceptance, balancing life, adaptation of
one’s life to caregiving, continuing activities,
flight, blaming, proactive in seeking
information, hopes, trial and error

Coping
mechanism

C+D

Support from others, flexibility at one’s
workplace, several caregivers in the house,
sharing the caregiving task, community as
informal guards

Social support

C+D

Contributions from several family members,
process of decision making for the patient,
patient is the main priority, keep the patient
happy, planning for the future.

Approach of
family caregiver

C+D

Reasons for caregiving: Voluntary, obligatory

Motivation
to care

C+D

Values in life, perceptions about disease
and treatment, spiritualism in disease and
treatment

Faith

C+D

Changes in personal life, extra benefits/
advantages for self, staying positive, and
family cohesiveness.

Positive changes
in personal life

2

Dealing
with issues

Beliefs in
caregiving
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be covered such as specific diagnostic procedures, certain specific drugs, travel
costs, and other expenses like food and accommodation for caregivers when
treatment occurred in a hospital far from their home. With regard to the financial
issues, some family caregivers reported being in debt as a result of covering their
patient’s treatments.
Challenges. This category concerns situations the family caregivers had to deal with
during the caregiving process. The first challenge came from their own concerns
about the quality of the care they provide, not from their patient’s requests. They
worried about problems such as their patient’s physical changes or nutrition, and
how to cope with them. Participants also stated that conflicts with other family
members escalated their burden. These conflicts related to different opinions about
the practical arrangements for the caregiving, or the ignorance of other family
members. Their patient’s behavioral changes are also a challenge for the family
caregivers. Finally, some family caregivers, especially spouses, revealed that they
longed for the relationship they previously had, as their patients became different
persons due to their disease’s progress.
Consequences. Consequences reflect the unpleasant physical or emotional effects
of caregiving, which were most likely due to the challenges faced. Family caregivers
reported having additional activities, like doing domestic chores or taking over the
patient’s tasks, which affected them physically. They reported feeling tired and
exhausted. Some participants stated that they also needed to dress or care for
wounds at home, for which they had not had any instruction. Other consequences
were the changes in their role, such as taking over the patient’s position as the
breadwinner, and having to face multiple roles. Negative consequences were also
caused by the denial of the situation by other family members. Feelings of loneliness
were ascribed to spending most of their time with their patient, which reduced their
usual social activities. Some family caregivers revealed that they felt overburdened,
and suffered from a lack of concentration and experience a loss of interest in things.
Family caregivers also expressed that they felt powerless due to the whole situation.
Theme 2: Dealing with problems
This theme concerns solving problems faced during the caregiving process. Four
categories emerged from this theme: Coping mechanisms, approach to caregiving,
hiding, and social support.
Coping mechanisms. These mechanisms reflect problem-solving strategies that allow
the caregivers to deal with upcoming issues. The participants used some constructive
coping mechanisms. Family caregivers used social coping by sharing their stories.
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Most family caregivers reported using spiritual coping to ease their problems,
including being more religious while in their current situation. Proactively seeking
information was also reported by family caregivers, who joined a community for
cancer or dementia carers, using the internet and finding written information. Family
caregivers also coped by maintaining hope, balancing their life by trying to continue
their social activities and by catharsis activities to release their stress. Family
caregivers reported that accepting their situation helped them to cope with it.
However, some family caregivers reported less constructive ways of coping, such as
the flight mechanism, which ignores new information about their patient’s condition,
and by spreading blame onto other people and things. Some family caregivers also
blamed themselves for having contributed to their patient’s condition. Others blamed
the patient for not being cooperative, or the healthcare staff for their style of
communication or service provision.
Approach of the family caregiver. The strategies for care and treatment include
decision making, sharing caregiving tasks, sharing the financial burden and complying
with the wishes of the patient. Patients, whenever possible, appeared to be part of the
decision making process. Other family members and relatives, especially those with
medical or healthcare systems’ knowledge, were also involved in this process.
Especially if the patient was a parent, the children shared the caregiving tasks. Adult
children contributed in any way they could. Some family caregivers arranged a
schedule for the division of caregiving. They also shared the financial burden;
sometimes the patient was unaware of such financial arrangements. Most family
caregivers considered meeting the patient’s wishes as their highest priority; keeping
the patient happy was a part of their task. Due to the patients’ cognitive impairment,
some family caregivers found communicating with them difficult.
Hiding. This strategy concerns the family caregivers’ behavior to suppress their real
emotions toward their patient’s condition or their situation. Participants avoided
showing the truth and their real emotions, like tears and sadness, in front of the
patients. Certain issues, like death and future care planning, were not discussed
within the family or with the patient. Also, a family sometimes concealed the diagnosis
from the patient, especially at the beginning of the process. The family waited for the
right moment to disclose it. Some of them did not disclose it at all, especially when it
concerns their elders.
Social support. This category reflects any kind of available assistance from their
social networks. Some family caregivers reported having another family member with
whom they are able to share the caregiving task. There was some meaningful indirect
support given by social networks, which was appreciated by the family caregivers.
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This kind of support was sometimes not directly given to the patient, but it lifted the
caregivers’ burden. For example, blessings from the husbands to perform caregiving
for their parents or siblings was considered important, as mentioned by several
women in this study. Support was also received from the carers’ workplaces. They
received permission for their absence or were granted more flexible working hours.
Receiving social support from their local community also reduced their challenges.
Some participants felt blessed that their neighbors or friends were willing to watch
their children or provide meals for them while they were away caregiving.
Theme 3: Beliefs related to caregiving
This theme reflects the family caregivers’ willpower to perform caregiving tasks.
Three categories emerged: The motivation to care, faith, and positive changes in the
caregiver’s personal life.
Motivation to care. This particular category identifies the reasons for the family
caregivers taking up the caregiving task. Most family caregivers voluntarily chose to
provide care. They insisted on being part of the caring journey. A few of the participants
thought that it was an obligatory duty and resented the caregiving task. One
participant felt he was forced into caregiving, as no one in his family was willing to
provide care for his brother and he had no other choice. Some participants revealed
that they were willing to take on the caregiving duty because they were chosen by
their patients. Another motivation, especially in cancer care, was valuing the time
spent with their loved ones, although they had to reduce their own work and
productivity, which may have decreased their income. They tried to cherish every
moment as they realized that they had limited time together.
Faith. This category describes basic principles consisting of values, perceptions and
spirituality related to the disease and its treatment. These are mostly related to
religion, which often strengthened their motivation. Values about caregiving mostly
concerned their belief in being chosen by God for the role of a caregiver. Some of
them also had a strong belief that they or their children would receive some kind of
beneficial payback by doing a good thing for others. Also, most spouses believed
that the patient is their soul mate; therefore they wanted to be in charge of the
caregiving task. Participants believed that taking good care of their parents or
parents-in-law would earn them a good place in heaven. A few participants believed
that disease is a kind of punishment from God for some mistakes the patient made in
the past. By accepting the condition and keeping praying, the patients’ sins could be
purified and the patient could become spiritually ‘clean’ again. Most of them reported
that they spent more time than usual practicing their religion and became much
closer to God after their patients became ill.
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Positive changes in personal life. Despite the problems, the participants identified
positive changes in their personal life. They mentioned that being a caregiver adds
value to their personal lives. They felt much better as a person. Being a caregiver
stimulated them to gather knowledge about the disease and the administrative
processes in the hospital. They also revealed that they tend to have a healthier
lifestyle. Almost all the participants reported that they experienced family cohesiveness
due to their patient’s disease. When they had a sick parent, the adult children would
have more frequent communication with their other siblings, to share the news and
update the patients’ condition, or to provide support to each other. One participant
said that since they had a sick parent, the family, consisting of nine adult children,
decided to meet regularly on Friday nights to pray together and update each other
with the news about their parent’s condition.

Comparison of the lived experience of FCC and FCD
In general, most categories applied to both FCC and FCD; the major exceptions were
in the first and second themes (Table 4). From the current study, only FCC reported
having problems related to the quality of service and financial aspects. These
included critical comments on the healthcare system and the financial burden due to
the patient’s treatments.
Due to their patients’ cognitive impairment, only FCD reported a longing to have
a meaningful relationship with their patients.
‘I can’t talk to her like in the old days. When I miss her, I just hug her tightly. Thank God,
she is not complaining when I am doing that although she doesn’t recognize me
as her husband anymore. She can’t recognize anyone anymore. (FCD-P14, Husband)
In the second theme: Dealing with problems, only FCC reported hiding, in which they
tried to hide their emotions and certain issues from their patients. Especially at the
beginning of the process, concealing a cancer diagnosis from the patient also
sometimes occurred.
‘Before surgery he only knew that there was a tumor in his neck. Then he asked
why he needed an operation. I only told him that the doctor said that if he did not
have that, he wouldn’t be able to talk anymore. He may know now or have guessed
that he has cancer, I don’t know’. (FCC-P7, Daughter)
In the category of coping mechanisms, both groups used blaming, but with different
focuses. Some FCD blamed themselves for having contributed to their patients’
conditions. One participant mentioned he had worked in a different city for more than
20 years of their married life, so that the patient had to look after their children on her
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own during that time. He believed that this put too large a burden on her and
contributed greatly to her dementia. Others blamed the patient for not being
cooperative or, especially for FCC, the healthcare staff for their style of communication
or service provision.
Meanwhile, only FCD considered communication to be difficult, due to the
patient’s cognitive impairment. FCD tended to follow their own feelings and used
some tricks to fulfill their patient’s needs.
‘I did that by trial and error, especially because I was not too close to her in the
past, so I did not know her routines at the beginning. It is very hard to ask her to
eat, she always refuses. I found out that she is very much concerned about not
wanting to be a burden for somebody else. Then one day I tried one trick, I said:
‘Mom, you have to eat ... because if you don’t eat then you will get sick, and when
you get sick then you would be a burden to us and your children’ I said that … and
it worked! I am using that trick all the time now!’ (FCD-P22, Daughter-in-law)
Also, only FCD mentioned that they intentionally shared the patient’s diagnosis with
their neighbors and community in order to get their support. In that way they made
the neighbors informal guardians for their loved ones.
‘Yes of course I told my neighbors, it is important. Well, at least they can pray for
my husband’s health. Besides, I don’t want them to think that he is out of his mind,
he’s just having dementia’.(FCD-P25, Wife)
FCD reported that they had direct and intense communications with their physicians.
They revealed that this good quality communication with the physicians reduced their
pressure/stress. The physicians became their sources of information as well as their
strength and motivation.
‘Even if when she [a neurologist] is out of the country, she always replies to my
text-messages. I feel safe. We are grateful to have her.’ (FCD-P19, Husband)
‘We have never taken mom to the hospital, whenever we need, I text him [a geriatrist],
then he would come over and check mom’s condition’. (FCD-P22, Daughter-in-law)

Role of social health in the family caregivers’ lived experiences
The next step in our study was to analyze the lived experiences through the lens of
social health. Thereby we identified categories that reflected social challenges affecting
the balance of opportunities and limitations for family caregivers. Five out of eleven
categories were identified: Challenges, consequences, hiding, social support and
approaches used by the caregiver. Challenges develop during contact with the patient
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and other family members. Consequences concern the emotional and physical impact
of caregiving. Family caregivers hid their real emotions in front of their patients, and
avoided confrontations when possible. Findings, in the current study especially, describe
the social networks’ support. The approach of the caregiver includes sharing their
tasks with other family members and focusing on keeping the patient comfortable.
The lived experiences of caregivers appear to be strongly connected to their
social health and relate both to challenges caused by the patient as well as to positive
experiences.

Discussion
By exploring the lived experiences of FCC and FCD, three themes were identified: (1)
problems in caregiving, (2) dealing with problems and (3) beliefs related to caregiving.
Although caring for the family is part of the Asian culture, family caregivers generally
volunteer to accept this task. We found more similarities than differences in the lived
experiences between FCC and FCD. Five out of the eleven categories relate to
experiences of both groups of family caregivers. The quality of service, financial
aspects and hiding of emotions however, were only derived from FCC. Half of the
categories are linked to social health. These are: challenges, consequences, hiding,
social support and the approach of the caregiver. We analyzed the current literature
related to the comparison of caregiving for dementia and cancer patients.
Unfortunately, all studies are from Western countries, because of the lack of similar
research in Asian countries.
In the theme problems in caregiving, family caregivers from both groups experienced
challenges in relationships. FCD had the feeling of losing the relationship with their
loved one for FCD due to the cognitive impairment.5, 6 Some types of cancer can
influence the quality of the relationship, especially when couples are confronted with
prostate cancer21 or breast cancer.22 Although several of the FCC in our study often
hid their emotions and avoided confrontation, they did not experience a decreased
quality in their relationship with their loved ones. In fact, FCC reported that its quality
improved; some of them became emotionally closer, and highly valued this new
togetherness.
Only FCC reported problems with the quality of the service especially regarding
integration of care. A possible explanation might be that FCD have direct and intense
communication with geriatrists and neurologists. Also, only FCC complained on financial
issues. It is inconsistent with a previous study, which revealed that the financial
hardship was not significantly associated with the type of disease.6 Further, a study
from the USA reported that in comparison to cancer and patients with other chronic
diseases, FCD have the highest financial burden.23 In the current study, FCC spent
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more on PWC’s medicine, in comparison to FCD. In regard to financial issues in
cancer care, low-income countries have more financial burden and receive less
government support in comparison to high income ones.24 Therefore, some actions
need to be implemented in order to minimize inequalities in cancer care in developing
countries.25
In the second theme: dealing with problems, family caregivers focused on the
patients’ needs and happiness, putting their patients’ needs as their first priority. In
order to achieve this goal, family members worked together and contributed as much
as possible throughout the caregiving process. Family caregivers used constructive
coping mechanisms such as proactively seeking information, using religion, acceptance,
adapting and balancing life. They also reported ineffective coping mechanisms, like
flight and blaming.
Hiding, which illustrates that family caregivers suppress their emotions and
sometimes conceal the diagnosis, especially at the beginning of the process, was
only revealed by FCC. This finding is in line with a previous study by Gillies and
Johnston (2004)10 and another Asian studies.26 They argue that FCC do not want to
add to the burden on the patient.10 In contrast, Asians perceive dementia as a less
threatening disease.14, 27 Similarly, FCD in the current study did not find the need to
conceal dementia diagnosis to patients.
In the third theme, beliefs in caregiving, caregivers from both groups had similar
experiences. The most frequently mentioned reason to provide care was the value
placed on the relationship; it made the family caregivers voluntarily accept this task.
Family caregivers reported having certain values in their lives that support their
caregiving tasks. Religion plays a major role in faith. The motivation to care and faith
have hardly been explored before in an Asian context.
As for positive changes in their personal lives, we identified some benefits for
family caregivers related to their caregiving tasks, including greater family cohesiveness
and the opportunity to do good things with their lives. A previous review also reported
positive changes in family caregivers’ personal life and how they receive a sense of
achievement for doing caregiving tasks.28

The role of culture in family caregiving
Our findings are not only an expression of the lived experiences of a caregiver for
patients with a specific disease, but also of caregiving in a specific cultural context.
Ethnic differences and culture contribute to the variety in caregiving process and
caregivers’ outcomes.13 This is one of the first Asian studies comparing family
caregivers in cancer and dementia.
In our Indonesian study, some specific words such as ‘obligation’ and ‘calling’
(meaning an intrinsic passion) were frequently used to express family caregivers’
reasons to take up a caregiving task. Family caregivers were embedded with a
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natural tendency to be a caregiver for their ill member of the family. In this part of the
world, religion is used as a protective factor to provide comfort and support.27
Similarly, participants in our study linked ‘obligation’ and ‘calling’ with religion.
Indonesian people considered religion as one of the major parts of their life and as
an important element of their identity. They believed that good things they were doing
during their life will determine if they would be able to live in heaven or not. As they
pursued heaven, being a caregiver would grant them a great reward. Therefore, most
family caregivers were highly motivated in order to ‘save their place’ in heaven.
Our findings are consistent with other studies that found that Asians perceive
dementia as a part of the normal aging process.14, 27 Therefore PWD in Asia are
encouraged to embrace their life in the community as normally as possible. For
instance, in our study, some PWD were still highly involved in community activities,
such as in weekly religious meetings or sports. Attending such activities preserved
the PWD’s dignity and self-esteem. FCD also found this as an appreciation for their
loved one being accepted in the community. For FCD, this was also beneficial
because they were able to have a little break. Western society’s emphasis is on
pathology; people are also stigmatized due to their cognitive impairment.29 This fact
might discourage PWD to participate in the communities’ social life10 and gradually
reduce their participation in the decision making process.29

Social health of family caregivers
Almost half of the categories appeared to be associated with social health. Those are
challenges, consequences, hiding, the approach of the caregiver, and social support.
They all reflect the interconnection between the family caregiver and the care
recipient, and the way caregiving influences the balance between the opportunities
and limitations for the family caregiver. On the one hand, this has negative physical
and emotional consequences for the caregiver, to the extent that the caregiver is in
need of social support, and reduces his/her activities to little other than caregiving.
On the other hand, there might be reciprocity,30 meaning that the caregiver gets
something back from the care recipient, such as a feeling of complying with existing
norms and religious rules on taking care of family members, as well as perceiving
better family cohesiveness, similar to what we found in our study.

Strengths and limitations
The qualitative methods used in the current study provide the possibility to explore
the rich information about the lived experience of family caregivers including problems
concerning how to handle it and beliefs toward it. These areas have been rarely
explored in previous comparative studies, which all used a quantitative approach.
The current study used the same topic guide for both groups of family caregivers,
which facilitated a direct comparison of their experiences. Both groups of family
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caregivers were from the same region, which also facilitated the comparison. The use
of the Consolidated criteria for Reporting Qualitative studies (COREQ) was beneficial
in reporting these complex data.31
Social health of family caregivers is an innovative concept that we attempted to
elaborate through the current study. One of the limitations is that the interview
guidelines used in the current study were developed to explore more general aspects
of the lived experience of family caregivers, rather than just focusing on social health
issues. Finally, although several meetings with all authors for coding development
were arranged, in the translation process, some cultural-sensitive information might
have been lost.

Implication for research and practice
The richness of the findings in the current research has generated new research
questions such as how caregivers influence the social health of their patients and
about the role of culture in caregiving.
The results of dealing with dementia often contrast with those of Western studies.
This contrast relates to the basic assumptions concerning the dementia diagnosis
and its consequences: Seeing dementia as a part of the normal ageing process or
using a focus on pathology. Both approaches prevent blaming the patient and
blaming either ageing or pathology. The Asian approach allows the patients ‘continuity
of normality’, while the Western approach seems to induce exclusion from their wider
social environment. Also, the discrepancy in the appreciation of the quality of care
between FCC and FCD highlights the effects of complex care. While cancer care is
rapidly developing in Indonesia and suffers from coordination problems, dementia
care is characterized by its simplicity and the direct ties between medical specialists,
patients, and family caregivers, as well as the wider community; FCD perceive these
direct ties as being very beneficial. The implications of these approaches should also
be considered with an eye for the advantages and disadvantages in each of them,
with the intention to learn from each one.
A future study should focus on potential interventions to involve the family
caregiver as well as the community in the caregiving process. For example, because
most participants are willing to provide care at home, home-based support might be
a better option than setting up hospice care. As religion appears to strongly influence
coping mechanisms and the family’s perceptions on disease and treatment, this
area, which affects social health, may need to be taken into account in such
interventions. Also, although family caregivers from both groups seem to have more
similarities than differences, a future study may focus on identifying the problems
and needs of family caregivers in each group. A better connection with the specific
lived experiences of family caregivers, and to social health, opens new avenues to
interventions to improve their quality of life.
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Abstract
Background
Strong family bonds are part of the Indonesian culture. Family members of patients
with cancer are intensively involved in caring, also in hospitals. This is considered
‘normal’: a societal and religious obligation. The values underpinning this might
influence families’ perception of it.
Aim
To explore and model experiences of family caregivers of patients with cancer in
Indonesia in performing caregiving tasks.
Design
A grounded theory approach was applied. Constant comparative method was used
for data analysis and a paradigm scheme was employed for developing a theoretical
model.
Setting/participants
The study was conducted in three hospitals in Indonesia. The participants were family
caregivers of patients with cancer.
Results
24 family caregivers participated. ‘Belief in caregiving’ appeared to be the core
phenomenon. This reflects the caregivers’ conviction that providing care is an important
value, which becomes the will power and source of their strength. It is a combination
of spiritual and religious, value and motivation to care, and is influenced by contextual
factors. It influences actions: coping mechanisms, sharing tasks, and making sacrifices.
Social support influences the process of the core phenomenon and the actions of the
caregivers. Both positive and negative experiences were identified.
Conclusions
We developed a model of family caregiver’ experiences from a country where caregiving
is deeply rooted in religion and culture. The model might also be useful in other
cultural contexts. Our model shows that he spiritual domain, not only for the patient
but also for the family caregivers, should be structurally addressed by professional
caregivers.
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What is already known about the topic?
• Caring for someone with cancer has a huge impact on family caregivers.
• Family caregivers develop strategies to overcome caregiving challenges.
What this paper adds?
• The article proposes a conceptual framework of families’ experiences in a country
where caring for a family member is obligatory and deeply rooted in religion and culture.
• ‘Belief in caregiving’ is the core factor in the caring process.
• We found some new factors in family caregivers’ experiences, including one
psychological factor, which is sacrifices; and two social factors, which are sharing
care and family cohesiveness.
Implications for practice, theory or policy
• Health care professionals might benefit from assessing and addressing family
caregivers’ beliefs in caregiving, sharing care, sacrifices and positive experiences.
• ‘Belief in caregiving’ is a dynamic concept for family caregiving research, which has
the potential to be developed in other cultural settings.
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Background
Cancer is the second major cause of death in the world.1 At an advanced stage,
people with cancer experience decreased functioning, increased symptom burden,
and dependency on others. Consequently, the role of family caregivers increases2
and needs to be recognized as part of care process.3
Indonesia is one of Asian countries whose culture is characterized by strong
family bonds.4, 5 Thus, caring task is perceived as obligatory due to cultural norms,6
including moral duty and reciprocal responsibility,6, 7 and religious obligation.8, 9 On
top of this, lack of alternatives, due to inadequate health care services,10 leave the
family with no option but to be profoundly involved in providing care.
Studies show that in some Asian countries11-13 culture and norms influence the
caregiving process, including caregivers’ motives,7 actions13 and consequences.14
However, evidence from Asian countries where cultural norms and religion profoundly
influence the caregiving process is still under-presented.
Theoretical frameworks about family care provision focus on stress,15-17 the
process of caregiving,13 or the impact on the caregivers’ health.18 There is still a gap
in the knowledge between the basic mechanism of the family caregivers’ actions and
the consequences. Therefore, we explored and modeled experiences of family
caregivers of patients with cancer in Indonesia. This information might contribute to
relieving family burden and enhancing their positive experiences.

Methods
Design and setting
Grounded theory, as defined by Strauss and Corbin,19 was used because we aimed
to identify categories and to develop a theoretical model to link the relationship
between them. The COnsolidated criteria for REporting Qualitative studies (COREQ)
32-item checklist was followed for reporting.20 The study was conducted between
July 2015 and March 2016 in the outpatient clinics of three hospitals in provinces, all
assigned by the Ministry of Health of Indonesia to provide palliative care services:21
Dharmais Cancer Hospital (Jakarta); Dr. Soetomo Hospital (Surabaya), and Dr.
Sardjito Hospital (Yogyakarta).
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Participants and recruitment
General information about the potential participants was gathered by the first author
(MSK). They were then asked if they were interested to participate in the study. Then,
inclusion criteria were applied (Table 1). Various demographic characteristics, including
previous experiences of providing care, were considered to give a large variation in
the data.22 In order to reach the theoretical sampling,19 we collected data from three
different cities, adapting questions when needed and selecting cases,23 for example
by economically challenged participants as well as wealthy ones. The participants
and the interviewer had not met before. The participants received comprehensive
information about the study procedure and protocol, and signed an informed consent
form if they agreed to participate.

Table 1 Inclusion and exclusion criteria
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Inclusion criteria

a. being the spouse, adult-child, or relative who looked after a patient
with stage 2-4 cancer, or with metastases in any types of cancer
b. already taking care of patient for at least 4 months
c. living with the patient or delivering the care for the patients for at least
3 hours a day;
d. being 18 years or older
e. willing to be part of the study

Exclusion criteria

Family caregiver of a patient in an unconscious condition or in a critical
physical condition

Data collection
Based on the literature, a topic guide covering the participant’s experiences, tasks,
motivations and challenges and the positive aspects of providing care was developed
by all authors; all of experienced in qualitative research. The topic guide, pilot tested
with three family caregivers to check the clarity of the questions, was about the
participant’s experiences, tasks, motivations and challenges and the positive aspects
of providing care. In-depth interviews in face-to-face sessions were done by MSK,
which were all audio-recorded. Participants could choose the interview location: a
private room in a hospital or their own home. They were offered an opportunity to
review their interview transcript. Data were considered saturated when no new codes
could be built. We performed two more interviews to check the data saturation. After
that, data collection was ended.
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Data analysis
Interviews were conducted in Indonesian language and were transcribed verbatim.
Data analysis followed the guidelines of the grounded theory of Strauss and Corbin
which consists of three steps: open coding, axial coding, and selective coding.19
Firstly, after each interview, open coding was done by line-by-line coding. Codes
were immediately built in English to facilitate the involvement of all authors.24 The first
eight transcripts were coded independently by three Indonesian authors (MSK, AU
and CE) who are fluent in Indonesian and English. Several meetings were conducted
with all authors until a consensus on the codebook was reached. Constant
comparative method was followed in data collection and analysis.19 The codebook
was built alongside the interview sessions and discussed regularly with all authors. In
this step, 221 codes were retrieved. Similar codes were merged resulting in 46 codes,
which were then grouped into 12 categories based on their communalities.
For axial coding, we used the paradigm scheme of Strauss and Corbin19 which
provides general building blocks to formulate a specific hypothesis. These blocks are:
conditions, contextual conditions, intervening conditions, core phenomena, actions
and consequences19 (Table 3).

Table 2 Demographic data of the participants and patients
Characteristics

Number (%)

Family caregiver gender
Male
Female

8 (33)
16 (66)

Patient gender
Male
Female

8 (33)
16 (66)

Type of relationship with the patient
Husband
Daughter
Wife
Sister
Son
Parent
Brother

6 (25)
11 (46)
2 (8)
2 (8)
1 (4)
1 (4)
1 (4)

Cancer type of the patient
Breast
Ovarian
Cervix
Others
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4 (16.6)
3 (12.5)
3 (12.5)
14 (58.3)
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Table 3 Terminologies used in paradigm scheme of Strauss and Corbin

Context

is a set of condition in which problems/situations arise.

Condition

is a time point under which circumstances one action is happening

Core category

represents the main theme of the research in which all the other
concepts will be related to

Action

is condition or reason made by individuals or groups to situations.

Intervening condition

is a macro condition that direct or indirectly influences the core
category.

Consequences

are outcomes of inter/actions and emotions responses to an event

Finally, we undertook selective coding, referring to the process of integration and
refining the theory (Table 4). A core phenomenon was selected through several team
meetings (Figure 1). It must be central and related to all the others, appear frequently
in the data, be logical and consistent, have explanatory power, and be able to explain
variations.19 During the process of integration, the relation of each category to each
other was discussed until the story line was clearly defined. Finally, the scheme was
refined and validated to maintain internal consistency and logic.19 ATLAS.ti 8 was
used to organize the data.

Ethical approval
Ethical approval was obtained from the Ethical committee of Universitas Gadjah
Mada and Dr. Soetomo Hospital. All participants received thorough information
about their rights to refuse and withdraw at any time with no consequences.
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Value in caregiving

Perception: Disease and
treatment
Religion and spiritualism
related with disease and
treatment
Chance in disguise
Reason to care

‘I always believe that it’s better to care for
someone than being taking care of, that is
why I am doing my best now’.

‘When she is in pain, I stay with her, comfort
her … I believe that the pain
will go when she is happy’.

‘This is an opportunity for me to
secure my place in heaven’.

‘I am glad that I still have chance to serve
him and being a good wife’.

‘I am doing it because I love her
so much’.

‘Nobody else is doing it, she has
no one but me’.

Coding

Example of Quotes

Open codes
Belief in
caregiving

Category

Table 4 Example of the three phases coding process about belief in caregiving

Core phenomena

Axial codes

Belief in caregiving is the
centre of the phenomena.
It was influenced by
contextual factors (quality
of service, financial
condition and challenges),
intervening condition
(social support). Core
phenomena influenced
actions (approach by the
family caregivers, coping
mechanism)

Selective Codes
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Results
Between July 2015 and March 2016, 28 caregivers were invited: of which 4 refused
due to time concerns, leaving 24 who participated (mean duration = 45 min; 30-100
min). Family caregivers were younger (means = 43) than patients (means =55). Four
participants had given up their jobs to provide care and only two had previous
experiences as a family caregiver.

The core phenomenon
The core phenomenon of this study appeared to be the belief in caregiving. This
reflects the caregivers’ conviction that providing care is an important value, which
becomes the will power and source of their strength. It is a combination of spiritual
and religious, values, and motivation. The most common reason was the religious
belief that a place in heaven is secured when one is willing to take on this role:
‘It’s my task as a daughter and it also means that I have a chance to do good
things and save my place in heaven doing this job’. (P19, Daughter)
Another reason was reciprocation for the care they had received from the patient in
the past.
Participants revealed their deeply held beliefs and practiced prayer rituals more
frequently and more intensively than they used to do before they became a caregiver.
Some perceived disease as a punishment or a sign of love from God:
‘It is a lesson for what we have done in the past. We take advantage to “clean
ourselves up” now and we will have a place in heaven later.’ (P9, Husband)
Apart from religion, some normative values strengthened their belief in caregiving
such as: ‘it’s better to care for someone than being sick yourself’, ‘better to give than
to get’, ‘it’s our duty to fight until the end’. Many perceived the dependency of the
patient as a ‘chance in disguise’, offering them an opportunity to look after the person
and to show how much they care.
Most adult children and spouses considered it an ‘obligatory’ task, but this was
framed positively. Due to their religion, the participants believed that they would be
rewarded in their future life. Some were simply asked by the patients and felt honored
to be asked. However, several said that they had no other choice and showed their
resentment.
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Contextual factors
Quality of service. People with cancer in advanced are referred to tertiary hospitals
which are usually hectic. Many participants had complaints about the quality of the
healthcare services and the administration process. Some who lived far from the
hospital faced challenges related to transport and accommodation:
‘My wife was in pain at midnight. I needed to borrow my neighbor’s care. The hospital
was an hour away, and only a trainee doctor was available. We needed a
consultation with our medical specialist, but he was on duty in a private hospital
where I couldn’t use my insurance. I went to his private hospital, he gave me a
prescription, brought the drug, then my wife received treatment.’ (P9, Husband)
Participants reported the lack of support from healthcare professionals, particularly
in relation to the amount of time the professionals gave them. Some reported that
they lacked information about the patient’s treatment and prognosis.
Financial circumstances. Family caregivers spent much money for patients’
treatment and care. These were extra expenses related to treatments which were not
covered by the national insurance, such as certain drugs or some diagnostic
procedures, travel costs and accommodation (if they needed to stay overnight before
or after chemotherapy). Their financial circumstances also reflect how they managed
the expenses, for example, some asked family and relatives for contributions. In
some cases, adult children of the patients handled the financial arrangements.
Caregiving circumstances. With regard to practical arrangements, there were some
conflicts between the carer and the patient or other family members. For example,
the participants often put a lot of effort into preparing meals as a way to show love
which could cause tension when the patients lost their appetite.
‘I cooked many types of meals, but he didn’t even taste it. He lost lots of weight;
I don’t want people thinking that I can’t look after him.’ (P10, Daughter)
The ignorance of other family members of the details of caring became a typical
problem, especially for adult children who sometimes felt that their siblings did not
make an equal effort. Meanwhile, family expectations of the carer were sometimes
regarded as too high.

Intervening condition
Social support. Participants identified social support as a valuable back-up. For
example, female carers found the blessing of their husbands to be essential. Practical
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support which decreased burden was received from friends, family, social networks
and workplaces:
‘When my husband has chemo, my friend will pick my daughters up and look after
them. That’s really a big help.’ (P13, Wife)

Actions
Coping mechanisms. Constructive coping was frequently applied by the family
caregivers, for example by finding social and spiritual support, seeking information,
balancing and adjusting their lifestyles, and accepting the situation:
‘I keep doing other things, like an aerobics class, for relaxing.’ (P8, Wife)
There were also some participants who applied less constructive coping mechanisms,
like ignoring the problem and apportioning blame. They realized that they used these
less productive mechanisms on a temporary basis to release their stress. They also
reported efforts to suppress their negative emotions in front of the patient.
Family caregivers of elderly patients in particular concealed the diagnosis and
prognosis at the beginning and sought the right moment to inform the patient. Certain
issues, such as death and future care planning, were not discussed within the family.
Sharing care. Family caregivers expressed a sense of togetherness when performing
care. This is not only emerged from the division of tasks between family members but
was also reflected in their willingness to offer as well as to receive help from others.
The participant was often not the only caregiver in the family. Everyone contributes in
whatever way they could, for example, those with money tend to take charge of
financial matters while others would dedicate more time and energy:
‘My brother pays for transportation and I accompany mom on hospital visits. I look
after her for breakfast and lunch, he for dinner.’ (P24, Daughter)
Sacrifices. Sacrifices are defined as the caregivers giving up something in order to
focus on or meet the patients’ needs. The patients became the centre of attention,
family caregivers would compromise their own needs and preferences in order to
fulfill the patients’ ones..
Some caregivers revealed that they adjusted their career plans or gave up jobs
when becoming a caregiver. Others also made sacrifices by working overtime to
provide more money to fulfill their financial needs while some left their own families,
living in different cities, to provide care. These sacrifices were mostly made voluntarily,
because they considered those as the right things to do as part of their duty:

57

3

‘It was hard to leave my job, but I will find one again, once I am finished with this.
It’s the way it is as a family.’ (P18, Sister)

Consequences
Physical impact. Most elderly participants reported physical impacts such as
tiredness or a tendency to ignore their own physical condition as a result of their
caring activities.
Psychological impact. Psychological impact can be either positive or negative.
Looking after someone with cancer leaves the carer with constant fears and worries
that the patient will die. They were constantly in a state of alertness even when the
diagnostic tests showed good progress. This left them with no rest and tiredness.
They were also affected emotionally by the suffering of the patient especially when
that person was their partner or someone with whom they had a good relationship:
‘Seeing her like that is too painful for me.’ (P15, Daughter)
On the other hand, some experiences left them with new values in their personal
lives; most felt that they had done the right thing by taking on the responsibilities of
caring which resulting in positive self-regard. Some said that being a carer had made
them a better person:
‘I am needed. When I can put a smile on her face, that gives me lots of joy. I have
never felt as good as this before.’ (P22, Daughter)
Financial impact. Providing the best care for the patient had impacted on the
financial situation of the family caregivers. This caused troubles not only for the
economically challenged families, but also for the wealthier families because they
were used to a higher standard of care.
Social impact. The participants identified positive changes in their personal lives, for
instance gaining new values and improving cohesiveness of the family:
‘I have four siblings, all married. Now, due to mom’s condition, we spend much
more time together than we were used to. I feel so close to them now.’ (P20,
Daughter)
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Figure 1 A paradigm model of the experience of family caregivers of patients with cancer in providing care
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Paradigm scheme
As illustrated in Figure 1, the condition in this study was the caregiving process, by a
family caregiver to a loved one with cancer. The tasks varied from assisting in daily
activities and personal hygiene, hospital arrangements and meal and drug preparations
to providing emotional support. This condition was influenced by contextual factors
(Table 5).

Table 5 Linkage between one category and another in the paradigm scheme
through example of quotes
Link between
one category and
another category

Quotes

Contextual factors
influence condition

‘Things that make it harder are when I need to deal with a long
queue in the hospital and find a parking spot. I need to drop her in
a wheel chair at the front door of the hospital and leave her alone,
because I have to find a parking spot for 30 minutes or more’. (P21,
Husband)

Conditions influence
belief in caregiving

‘I don’t know how much mom knows about the condition of my
father. She only knew that he has a tumor, but I don’t think she knows
that it is cancer. She doesn’t really understand and I don’t think that
she can handle the reality. She never comes with dad for control and
chemo, because she is too scared. I am scared too but we need
somebody to be with dad, so I am here.’ (P11, Daughter)

Belief in caregiving
influences actions

‘I am still young and I can find another job, but I may only have
one chance to look after mom. I resigned to become her full time
caregiver. This is my real duty as a son’ (P3, Son)

Actions influence
consequences

‘I used to talk maybe once in a while with my siblings, we were too
busy doing our own stuff. But since mom got sick, I am talking to
them every day. I feel like we are united’. (P12, Daughter)

Actions influence
contextual factors

‘I used to say no to any offer, because I thought the husband should
be responsible for everything. One time, I got so tired and tense.
Then I received an offer from my nephew to replace me so that I can
do my hobby, golf, for 2 hours. I came back in a very happy mood
and it makes my wife happier as well. I am glad to have taken that
offer; I golf once a week now.’ (P14, Husband)

Social support
influence actions

‘I have 2 sisters, but they do not want to get near mom due to
the smell of the wound. I am doing everything including cleaning
mom’s wound twice a day and washing her clothes. My husband
is a miracle, he helps me a lot. My brother lives in another town
but he stays in contact every time; he is also responsible for all the
payment. Without them, I would not be able to handle this situation’.
(P15, Daughter)
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The core phenomenon appeared to be the ‘belief in caregiving’. This involves the
values and perception of the family caregiver towards the caring process, the strength
of will to maintain their determination and their devotion to being a caregiver. This has
consequences in the physical, psychological, financial or social domains experienced
by family caregivers as a result of their actions, as well as of the caring process itself.
These consequences might eventually influence the contextual factors of care, like a
new cycle.
There appeared to be one intervening condition: social support. This seemed
to influence the relationship between contextual factors and the core phenomenon,
and between the core phenomenon and actions. In this case, when the caregivers
received sufficient support, their capacity to tackle challenges increased. On the
other hand, when adequate social support was lacking, carers would handle problems
using less constructive strategies.

3

Discussion
We explored the experiences of family caregivers of people with cancer in Indonesia,
and developed a model for the family caregivers’ experiences. We found both
negative and positive experiences. ‘Belief in caregiving’ appeared to be the core
phenomenon and involves values and faith, both spiritual and religious, and the
caregivers’ motivation for providing care. ‘Belief in caregiving’ appeared to be
influenced by conditional and contextual factors, including the quality of service,
finances and the circumstances of care. The core phenomenon influences the
actions of caregivers and has physical, psychological, financial and social impacts.
Previous qualitative studies on family care provision did not report ‘belief in
caregiving’ as a major factor. They focused on the stress experienced by family
caregivers, 15-17 the care process itself,13 or the impact on caregivers’ health.18
Our model shows some similarities with previous theoretical frameworks on
family caregiving research. First, our findings confirmed a previous study that the
actions of family caregivers depend on ‘commitment’.13 It is the driving force behind
the performance of care tasks. However, in our study, ‘belief in caregiving’ has
spiritual and religion aspects which have not been previously described. Second,
social support has also been recognized before as an influencing factor in care
provision.13, 15, 16, 18 Third, strategies in care provision have been described, including
the use of cognitive behavioral responses17 and the focus on the needs of patients.13
Finally, the physical15, 17, 18 and psychological13, 15, 17 consequences of care provision
have also been reported in earlier studies.
While most factors within our model have been identified in previous research on
family caregiving experiences which include motives,7, 13, 25 problems and challenges,13,
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actions and strategies,13, 30, 36, 37 consequences,13, 18, 31, 32, 38, 39 and social
support in caregiving,13, 40, 41 we found some new factors in strategies and
consequences: sharing care, making sacrifices and family cohesiveness. Our study
also confirms that financial circumstances can be described both as a condition and
consequence. As a condition, this is in line with previous studies which show that
treatment and care expenses for cancer are costly.34, 35, 42 In fact, our previous study
in Indonesia showed that financial challenges of caregivers of patients with cancer
were greater than those of caregivers of patients with dementia.43 Our study also
confirms previous findings that providing care can also have indirect negative
financial consequences, such as a reduction in the caregiver’s time spent at work or
at other productive tasks.35
Further, our study confirms previously described motives for caring: affection,
reciprocity,7 and a lack of alternatives.10 The term ‘obligation’ was frequently used
by our participants, but with a positive connotation. It refers to the intrinsic motivation
to receive ‘pahala’ (rewards), which is highly valued by themselves and their
community.43, 44 This aligns with a previous study which found that feeling an
obligation is used as a trigger at the beginning, while reciprocity seemed to maintain
the motivation.7
The core phenomenon in our study, ‘belief in caregiving’, especially its spiritual
and religious elements, has also been explored in previous studies in non-Asian
settings.27, 44-48 suggesting that this subject is also relevant to other settings and
cultures. Spirituality and religion have been widely explored in patients and in health
care providers,49-51 and in some previous family caregiving studies.44, 51, 52 Religion
has a central role in everyday life for many Indonesian people.8 Our study revealed
that caregivers pray more intensively and more frequently than they had done before,
which confirms previous findings that religion and spirituality are used as a coping
mechanism.8, 47, 48 In fact, those who use positive religious coping reported higher
caregiver satisfaction than those who did not use such coping.48

Strengths and limitations
We complied with the grounded theory rules, including constant comparative
method.19 Using its paradigm scheme, the model of family caregivers’ experiences in
Indonesia could be presented in an integrated and structured way. However, although
we tried to provide a comprehensive description of family caregivers’ experiences,
there are some limitations. We did not include caregivers of patients who had been
recently diagnosed or those in the bereavement phase. Therefore, some aspects
might have been overlooked. None of the participants indicated any interest in
reviewing their interview transcript. Finally, while a lot of effort has been taken, some
culture-bound meanings and connotations of words might have been lost in
translation.53
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Conclusion and recommendation
‘Belief in caregiving’, including values, motives, spirituality and religion, all being
universal elements, appeared to be the core phenomenon in the family caregiving
model. The central role of ‘belief in caregiving’ has not been described in previous
theoretical frameworks. Although spiritual/existential care is one of the four domains
of palliative care, not only for patients but also their family,3 it tends to be overlooked
in clinical practice and research. Next, sharing care, sacrifices and family cohesiveness
factors not included in previous theories, need to be further explored in order to
provide more understanding of family caregivers’ experiences. Therefore, our model
could potentially enrich theories in family caregiving research. Finally, family caregivers
might benefit from assessing and addressing their own beliefs in caregiving, sharing
care, making sacrifices and positive experiences.
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Abstract
Background
The Caregiver Reaction Assessment (CRA) is considered one of the well-developed
instruments for measuring the multidimensional burden of family caregivers. To date,
there is no available validated instrument to assist health care professionals in
measuring the caregiver’s burden in Indonesia.
Objective
To translate the CRA from English into Indonesian, and to conduct psychometric
testing of this CRA-Indonesian version (CRA-ID) with family caregivers of patients
with cancer.
Methods
Cross-cultural translation and psychometric testing were conducted. Confirmatory
Factor Analysis and Exploratory Factor Analysis were performed to check, explore
and confirm the best model for the CRA-ID; internal consistency was also measured.
Results
A total of 451 respondents participated, of whom 40 were involved in the feasibility
testing. Confirmatory Factor Analysis with the original factors of the CRA revealed that
the fit was not satisfactory and adaptation was needed. Through exploratory factor
analysis the best model fit was developed and confirmatory factor analysis was
performed again. Five factors from the original instrument were confirmed with an
explained variance of 54.89%. Almost all items in the CRA-ID appeared to have a
similar structure as the original version. Cronbach’s α’s ranged between 0.64 and
0.81.
Conclusions
The CRA-ID appeared to be feasible, valid and reliable for measuring the burden of
family caregivers of patients with cancer in Indonesia.
Implications for Practice
Nurses can use the CRA-ID to measure family caregivers’ burden. Its availability in
the Indonesian language enhances the opportunity to conduct international comparisons
of family caregiver burden using the same instrument.
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Background
Asia has the highest incidence of cancer of all continents (48% of all cases worldwide),
twice as high as in Europe (24.4%) and in America (20.5%).1 Cancer impacts the
patients who have it and their family caregivers as well, especially in Asia where
looking after a family member who is ill is part of the culture.2, 3 Similarly, in low
income countries, family caregivers are expected to be actively involved in the caring
process, even during hospitalisation.4 However, the burden on family caregivers in
low and middle income countries is ignored due to a lack of empirical data.5 Having
a well-developed instrument to measure family caregiver burden developed through
a cross-cultural translation and adaptation process would be valuable in Asia.6
The Caregiver Reaction Assessment (CRA) is a well-developed and well-tested
measure of caregiver burden.7 A recent systematic review concluded that the CRA is
the most frequently used instrument8 and is considered to have the strongest
psychometric performance for measuring family caregivers’ burden.9 The CRA
measures the burden across multidimensional aspects, positive as well as negative.
It is available in nine languages (Appendix 1) and has been administered to family
caregivers of patients with cancer,10-14 patients with physical impairment in general,15
people with dementia16 and elderly.17 Recently, it has also been tested for psychometric
properties in the United States.18 Translations of the CRA with its original structure in
five subscales and 24 items were used in some studies,10, 11, 13-16 whereas others
adapted it to four subscales and/or deleted some items.12, 17, 18 Internal consistencies
of the CRA subscales in the different languages vary from 0.57 to 0.89 (Appendix 1).
Inconsistencies in the construct validity of the CRA have been reported in previous
Asian studies. Six items were deleted from the CRA-Japan due to discrepancies with
the Japanese culture.12 The authors of a study in Singapore used the CRA with four
rather than five subscales17 and recommended more studies be conducted to assess
the relevance of the CRA in the Asian setting.17 However, the CRA has not been
tested in any Asian country for family caregivers of patients with cancer living at
home, despite this being the norm in Asia. For that reason, the current study aimed
to translate the CRA into the Indonesian language through a cross-cultural translation
process, and to conduct psychometric testing of the resulting instrument, the CRA-ID.

Methods
Sample and data collection
In this cross-sectional study, between February and May 2017, a questionnaire was
administered to family caregivers of patients with cancer in three outpatient clinics in
Jakarta, Surabaya and Yogyakarta. Eight research assistants, (bachelor degree
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nurses who had previously received a full day’s training in research ethics, data
collection procedures and the study itself) were involved in the data collection
process. Adult family caregivers of patients with cancer were invited to participate.
Inclusion criteria were: a) the spouse, adult child or relative looking after a patient with
cancer in stages 2-4, b) a family caregiver for at least four months, c) living with the
patient or delivering care for at least three hours per day, d) 18 years or older, and e)
willing to participate.
The research assistants checked the eligibility of potential participants based in
data in the medical record. If the inclusion criteria were met, the family caregivers
were invited to participate and to receive the complete information about the study,
including the right to withdraw from it with no consequences. Written informed
consent was completed.

Study Instrument
Caregiver Reaction Assessment (CRA)
The original CRA was developed to measure the burden of family caregivers of
patients with chronic physical or mental impairment.19 The CRA consists of 24 items
with five subscales: Self Esteem (SE), Lack of Family Support (LFS), Impact on
Finance (IF), Impact on Schedule (IS), and Impact on Health (IH), with Likert response
format options from 1-5 (strongly disagree to strongly agree). Five items are reverse
scored. The CRA measures the impact of providing care at the subscale level, with no
overall summative score.19 All subscales have negative connotations, with the exception
of self-esteem (Table 1).

Cross-cultural translation process of the CRA
The CRA was translated from the original English following the five cross-cultural
translation steps as described by Beaton20 (Figure 1). First, the CRA was translated
into Indonesian by two professional native-speaking Indonesian English translators,
neither of whom has a medical background. The second stage was the synthesis
process. Two authors (MSK and CE) compared the translations to reach consensus
on a draft of the CRA-ID. In the third stage, two English native speakers who are also
fluent in the Indonesian language both independently translated the draft CRA-ID
back into English. The fourth stage was a research committee meeting in which all
documents were compared and adapted. A final draft of the CRA-ID was produced.
The fifth stage was a pre-testing or feasibility test to check the applicability of the
CRA-ID to family caregivers of patients with cancer. They were asked to complete the
CRA-ID and to answer some questions to check its feasibility (Appendix 2). During
pre-testing, the time taken for filling out the CRA was documented. Feasibility was
measured by percentages of missing values, time needed and suggestions from
respondents.
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To measure how much the caregiving
influences family caregiver’s self esteem

To assess to which extent the family
caregiver receives support from the family to
complete caregiving tasks.

To measure to what extent the caregiving
process influences financial aspects

to measure to what extent the caregiving
tasks interrupt the family caregiver’s
activities

to measure the family caregiver’s health and
strength in providing care

Self-Esteem (SE)

Lack of Family
Support (LFS)

Impact on
finances (IF)

Impact on
Schedule (IS)

Impact on Health
(IH)

Number
of items
7
5

3
5

4

Interpretation
A higher score means a higher selfesteem of the family caregiver
A higher score means less support
from the family
A higher score means higher impact
on financial issues
A higher score means more
interruptions on the family caregiver’s
schedule
A higher score means higher impact
on the family caregiver’s health

Abbreviations: SE, Self Esteem; LFS, Lack of Family Support; IF, Impact on Finance; IS, Impact on Schedule; IH, Impact on Health

Aim

Subscales

Table 1 The structure of the Caregiver Reaction Assessment

5, 10, 15 (reversed),
19 (reversed)

4, 8, 11, 14, 18

3 (reversed), 21, 24

2, 6, 13 (reversed),
16, 22

1, 7 (reversed),
9, 12, 17, 20, 23

Item number

Development of CRA-ID

4
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Figure 1 Five steps on translation process of CRA-ID followed cross-cultural translation by Beaton (2000)
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Data analyses
The guideline from Suhr21 was used for psychometric testing of the CRA-ID. The
same data set was used for each step.18 Step 1: Confirmatory Factor Analysis (CFA)
was performed for the original five-factor model, to examine the necessity of any
change. Adequacy of the sample size was measured using the ratio 5:1 between the
number of parameters and participants. Model fit was confirmed if two or more
indicators reached the criteria for model fit indices: a) a chi-Square/degrees of
freedom (df) ≤ 3.00 was considered an acceptable fit);22 b) a root mean square error
of approximation (RMSEA) ≤ 0.06 indicates an acceptable fit; c) a standardized root
mean square residual (SMRS) ≤ 0.05 was considered a good fit; d) goodness-of-fit
index (GFI) and comparative fit index (CFI) ≥ 0.90 indicate acceptable fit).23
Step 2: where the CFA did not pass the criteria for a good model fit, Exploratory
Factor Analysis (EFA) was conducted. Exploratory factor analysis was used to check
the instrument’s constructs24 and to explore the best fit for a new factor model. 21, 25
At first, Kaiser-Meyer-Olkin (KMO) and the Bartlett test were conducted to check
sampling adequacy (minimum eigenvalues > 1.00). An EFA was run with a principal
component analysis and varimax rotation. An item would be retained if it was unique
and sufficient by loading > 0.40 and not cross-loading in another factor > 0.32. A
factor with two items was not deleted if those two were correlated with an r > 0.70.25
Items were also analyzed semantically to maintain concepts based on their content.19,
25 Step 3: CFA was run again to confirm the new model.
Step 4: reliability estimating using Cronbach’s alpha was conducted to measure
the internal consistency of the items and subscales and alpha scores were assessed
when an item was deleted. Homogeneity was considered acceptable if a score was
between 0.70 and 0.90. Statistical analyses were performed using SAS Data
Management, version 9.2 (SAS institute Inc, Cary, North Caroline), and SPSS, version
25 (IBM, SPSS Statistics, Armonk, New York).

Ethical considerations
Permission to translate the instrument into the Indonesian language was given by the
CRA developer (given on November 15th, 2016). Ethical approval for this study was
received from the Medical and Health Research Ethics Committee (MHREC), Faculty
of Medicine, Universitas Gadjah Mada – Dr. Sardjito General Hospital (KE/FK/744/
EC/2015) and the Ethical Committee in Health Research of Dr. Soetomo regional
Hospital, Surabaya (No: 46/Panke.KKE/I/2016). Each participant received complete
information about the study and signed an informed consent prior to involvement.
Each was informed that they could withdraw at any point with no consequences for
themselves or the patients. Participation was voluntary and data were collected,
analyzed and stored anonymously, according to the rules of good clinical practice
and the declaration of Helsinki.

75

4

Results
Characteristics of participants
A number of men and women participated, with a mean age of 43.9 ± 13.41 years.
More than half of the participants (53.5%) were not the spouse but adult children,
children-in-law, siblings, parents or had another relationship to the patient.

Feasibility testing
For the feasibility testing, 40 participants gave their ratings on six short questions
(Appendix 2) on the CRA-ID. There were no missing values. The mean time to
complete the CRA-ID was 3.5 minutes. Ninety-five percent of the participants reported
that the instruction was simple and clear. Fifteen participants reported difficulties in
understanding the term ‘repay’ in item number 12. Eighty percent found the sequence
of the questions adequate, meaning that the questions’ arrangement was easy to
follow. Almost 90% strongly agreed that the instrument is easy to understand.

Construct validity
CFA for the original 5-factor model
The number of parameters was 63. With the criterion of a 5:1 ratio, 315 was the minimum
required number of participants. The model fit for the original five-factor model was:
Chi-Square/df = 3.19, RMSEA = 0.0698, SMRS = 0.0709, GFI = 0.8713 and CFI =
0.8227 (Table 2). Only one out of five indices passed the model fit criteria, therefore
the good model fit for the original model of the CRA was not confirmed. For that
reason, an EFA was performed as a next step.

Table 2 Confirmatory Factor Analysis in two models (N=451)
Chi-Sq

DF

Chi-Sq/DF RMSEA

SRMRS GFI

CFI

Model 1 (original) (N=451) 773.21

242

3.19

.0698

.0709

.8713

.8227

Model 2 (CRA-ID) (N=451) 520.69

199

2.61

.0599

.0637

.9041

.8883

Abbreviations: CRA-ID, Caregiver Reaction Assessment-Indonesian version; Chi-Sq, Chi-Square; DF,
Degrees of Freedom; RMSEA, Root Mean Square Error of Approximation; SMRS, Standardized Root Mean
Square Residual; GFI, Goodness-of-Fit Index; CFI, Comparative Fit Index

EFA with 5-factor original model
The Kaiser-Meyer-Olkin and Bartlett score was 0.850, which reflects adequacy of the
sample size. The EFA supported a 5-factor model with a principal component analysis
and varimax rotation solution and accounted for 54.89% of the total variance. We found
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three conflicting items, of which two did not fulfil the eligibility criteria to be retained
(items 12 and 10). The score of item 12 (‘I will never be able to do enough caregiving
to repay ....’) was not sufficient to load on any factor. Item 10 (‘My health has gotten
worse since I’ve been caring for ...’) loaded onto two factors: IS (0.439) and IH (0.410),
which reflects that this item is not unique and measures two factors. Therefore, we
decided to exclude items 12 and 10 from the CRA-ID. Next, item 5 (‘Since caring for
...., it seems like I am tired all the time’) loaded on IS instead of on IH (Table 3). For that
reason, the meaning of item 5 in Indonesian was discussed with an Indonesian
linguistic expert. After that, we decided to include item 5 in the IS factor.

Table 3 Exploratory Factor Analysis of the Caregiver Reaction Assessment (24 items)
Item

Factor 1

Item 9

.783

Item 17

.772

Item 23

.770

Item 1

.694

Item 20

.564

Item 7

.492

Factor 2

Item 11

.724

Item 14

.707

Item 4

.641

Item 18

.583

Item 8

.510

Item 5

.495

Item10

.439

Factor 3

Factor 4

Factor 5

4

.410

Item 22

.718

Item 13

.648

Item 16

.625

Item 2

.572

Item 6

.567

Item19

.737

Item 15

.731

Item 3

.773

Item 24

.666

Item 21

.586

Item 12

77
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Questions

.728
.715
.695
.585
.548
.479

I visit family and friends less since
I have been caring for ….

I have eliminated things from my
schedule since caring for ….

My activities are centered around
care for ….

I have to stop in the middle of
work

The constant interruptions make
it difficult to find time for relaxation

Since caring for, ….. it seems like
I’m tired all the time

(14)

(4)

(8)

(18)

(5)

Factor 2

Factor 3

Factor 4

Exploratory factor analysis
with Principal Component Analysis

(11)

Subscale 2. Impact on Schedule (IS)

.500

I resent having to take care of ….
(reversed)

(7)

.707
.556

I feel privileged to care for …

Caring for …. Is important to me

(1)

774

I enjoy caring for …

(23)

(20)

.785
.780

I really want to care for …..

Caring for …. makes me feel
good

(9)

Factor 1

(17)

Subscale 1. Self Esteem (SE)

Item no
Factor 5

.746

.810

α Sub
scale

.732

.704

.704

.724

.683

.682

.806

.815

.781

.761

.748

.761

α Subscale,
if item deleted

Table 4 Factor analysis and internal consistency of the Caregiver Reaction Assessment-Indonesian version (N=451)

Since caring for …., I feel my
family has abandoned me

It is very difficult to get help from
my family in taking care of ….

Others have dumped caring for
…. onto me

(16)

(6)

(2)

It’s difficult to pay for ….’s health
needs and services

Caring for … has put a financial
strain on the family

(24)

(21)

5.41
24.91%

Explain variance (54.89%)

I have enough physical strength
to care for …. (reversed)

(15)

Eigenvalue

I am healthy enough to care for
(reversed)

(19)

Subscale 4. Impact on Health (IH)

My financial resources are
adequate to pay things that are
required for caregiving (reversed)

(3)

2.41
10.99%

.581
.601
.599
.676

.662
.634
.593
.559

1.30
5.93%

1.64
7.48%

5.55%

1.22

.

.756

.427

.606

.

.497

.704

.774

.687

.771

.766

.540

.640

.650
.731

factor loading > 0.4
Abbreviations: SE, Self Esteem; LFS, Lack of Family Support; IF, Impact on Finance; IS, Impact on Schedule; IH, Impact on Health

a

My family works together at caring
for ….(reversed)

(13)

Subscale 4. Impact on Finances (IF)

My family left me alone to care
for ….

(22)

Subscale 3. Lack of Family Support (LFS)
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CFA with the new model (CRA-ID)
The model fit indices for CRA-ID were as follows: Chi-Square/df = 2.61, RMSEA =
0.0599, SMRS = 0.0637, GFI = 0.9041, and CFI = 0.8257 (Table 2). Four out of 5 met
the criteria for an adequate model fit.

Reliability
Table 4 depicts the internal consistencies of the CRA-ID (22 items). The subscales
SE, IH, and IS had adequate internal consistencies with Cronbach’s α coefficients of
0.810, 0.766 and 0.746 respectively. The subscales LFS (α = 0.650) and IF (α =0.640)
had low moderate internal consistency coefficients. The SE, IF and LFS subscales
would increase to 0.815, 0.687 and 0.676 respectively if item 20 (Caring for … is
important to me), item 3 (‘My financial resources are adequate to pay for things for
caring’) and item 2 (‘Others have dumped caring for ..... onto me) were deleted.

Discussion
We were able to conduct a cross cultural translation of the CRA into the CRA-ID
(Appendix 3) and tested its psychometric properties. Our study supports the use of
the CRA-ID with 22 items. It has adequate psychometric properties with regards to
feasibility, validity and reliability. The CRA-ID could be applied in less than five
minutes, has the same five subscales as the original version and its internal
consistency appeared to be adequate. Adapting a validated instrument is more
effective and efficient than developing a new one.6, 26 It also provides the opportunity
to conduct comparative studies between countries using the same instrument.
In our study, the results of the CFA indicated that the original model needed
modification. Validity testing revealed three problems. First, item 12 (I will never be
able to do enough caregiving to repay …) appeared to be problematic because it did
not load in any of the subscales, which is in line with previous studies from the
Netherlands, Sweden and the United States.10, 15, 18 Studies in Norway and Japan
found that this item is cross-loading in a different factor than in the original version.11,
12 Some studies choose to keep this item, although the internal consistency of the SE
subscale would be higher if it was deleted.11, 14, 15 A Dutch version modified it by
reversing this item.10 In Indonesia, ‘repay’ or ‘membalas budi’ is mostly used in
relation to children paying back what they have previously received from their parents.
Therefore in particular those family caregivers not being the child of the patient were
confused by it, so this item was deleted in the CRA-ID, as in the Japanese12 and the
US18 translations.
Secondly, our study showed that item 10 appeared not to be a unique factor,
as it loaded into two subscales, IS and IH, while it should be loaded only into IH.
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This confirms almost all previous findings that the two particular subscales are related
- IS and IH - and it has therefore been assumed that they might not be sufficiently
distinct.10, 13-18 For that reason we excluded this item also in the CRA-ID. Thirdly, item
5 was highly loaded in IS instead of IH, which was also the case in previous studies.10-18
In our case, item 5 can be interpreted as meaning that the family caregiver’s time was
full with providing care, which can be seen as a schedule issue and not merely as a
health problem. Therefore, we included this in the impact of schedule subscale.
All subscales in the CRA-ID had adequate internal consistencies, ranging from
0.640 to 0.810. The lowest subscale score was reported in a Norwegian study with
0.52 in the subscale of finances.11 The highest subscales, ranging from 0.73 to 0.89,
were reported in a Japanese study12 with the deletion of six items.

Implication for nursing practice
This article provides the first translation and validation of an instrument to measure
the burden of family caregivers in Indonesia. Using the CRA-ID, nurses will be
assisted in exploring a family caregiver’s burden in a structured way. It also provides
the opportunity to conduct comparative studies between countries using the same
instrument, considering that it has been translated and validated in 9 other languages.

Strengths and limitations
The CRA-ID (Appendix 3) is the first and only validated instrument in Indonesia to
measure family caregiver burden. By using the steps of Beaton,20 we applied a
rigorous transcultural translation process. Next, we involved a larger number of
participants than in previous studies. One limitation was related to the data collection
process. We performed face-to-face interviews in order to reduce missing data, as
the response rate for face-to-face interviews is higher than for telephone,
internet-based or postal questionnaires.27 Such a face-to-face interview, however,
might have influenced the family caregivers to hide their feelings or not reveal the
truth.28 Further, some patients were present during the session, meaning that some
family caregivers might have been reluctant to reveal their feelings in front of them.
Finally, we performed a cross-sectional study, which did not include confirmation of
longitudinal stability of the CRA-ID factor structure.

Conclusion
Our study suggests that the CRA-ID is a feasible, valid and reliable instrument to
measure the burden on the family caregivers of patients with cancer, but needs to be
confirmed in a next study. The CRA-ID can be applied in less than 5 minutes; hence
health care providers may consider using it during their regular consultation sessions.
Some cautions need to be considered. In Indonesia, family caregivers may find it
inappropriate to show resentment about caregiving tasks; it is better therefore to
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apply such an instrument without the presence of the patient. Based on our results,
there is no need to modify the number of factors. We suggest renaming the
‘self-esteem’ subscale to ‘belief in caregiving’, in order to better represent its content.
And finally, having a validated instrument with the same construct raises the chances
of conducting comparison studies with other countries.
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English
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Grov & Fossa., 2006
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Ge et al., 2011

Malhotra et al., 2012

Yang et al., 2013

Stephan et al., 2013

Petrinec et al., 2017

United States

German

Korea

Singapore

China

Japan

Sweden

Norway

Netherlands

Country

Cancer

Dementia

Cancer

Cancer

Cancer

5
5
4
5
5
4

400
1190
990
234
299

5

209

Malignant,
disease,
dementia or
a physical
impairment
57

5

85

Cancer

5

181

Number of
subscales

Sample

Cancer

Cancer

Population

4

-

-

3

-

6

-

-

-

Deletion
items

0.80-0.87

0.67-0.78

0.68-0.79

0.66-0.82

0.65-0.77

0.73-0.89

0.76-0.84

0.57-0.85

0.62-0.83

Internal
consistency

Appendix 1 Studies of the translation and validity of Caregiver Reaction Assessment (CRA) into other languages
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Appendix 2 Feasibility testing questions
1. Have the instructions given were clear? YES/NO
If NO, which one
2. Is there any difficult word(s)?
If YES, which one?
What is your suggestion to revise that item?
3. Is there any item you would like to add?
4. Do you think the sequence of question clear enough? YES/NO
5. Please give mark (X):
Question: Do you think instrument easy to understand ? 1-2-3-4-5
1
Strongly disagree

6.
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2
Disagree

3
Neutral

4
Agree

5
Strongly agree

Do you have any other suggestions for this instrument? YES/NO
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Appendix 3 CRA Indonesian version
Pengkajian Reaksi Keluarga (CRA-ID)
Petunjuk:
• Isi
dengan nama anggota keluarga yang anda rawat.
• Pilihlah jawaban yang menurut anda sesuai dengan yang anda rasakan dengan
tanda centang (√)
No Pernyataan

Respon
Sangat
tdk setuju

Tidak
setuju

Raguragu

Setuju

Sangat
setuju

1. Saya merasa beruntung bisa
merawat ___.
2. Anggota keluarga lain telah
melemparkan tanggungjawab
merawat ____ kepada saya.
3. Sumber keuangan saya memadai
untuk membiayai hal-hal yang
dibutuhkan dalam perawatan.
4. Kegiatan saya terpusat untuk
merawat ___.

4

5. Semenjak merawat ____, saya
seperti selalu merasa kelelahan
6. Sulit mendapatkan bantuan dari
keluarga saya untuk merawat ___.
7. Saya sangat tidak suka merawat
____.
8. Saya harus berhenti kerja.
9. Saya sangat ingin merawat ____.
10. Saya menjadi jarang mengunjungi
saudara dan teman-teman sejak
merawat ____.
11. Keluarga saya bekerjasama dalam
merawat ____ .
12. Kegiatan-kegiatan pribadi telah
saya hilangkan dari jadwal sejak
saya merawat ___ .
13. Saya memiliki cukup kekuatan fisik
untuk merawat ____ .
14. Semenjak merawat ___, keluarga
telah mengabaikan saya.
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No Pernyataan

Respon
Sangat
tdk setuju

15. Merawat _____ membuat saya
merasa senang.
16. Gangguan yang terus menerus
mengganggu membuat saya sulit
untuk menemukan waktu bersantai.
17. Saya cukup sehat untuk merawat
___
18. Merawat ____ penting untuk saya
19. Merawat ____ telah membebani
keuangan keluarga.
20. Anggota keluarga lain
meninggalkan saya sendiri untuk
merawat ____ .
21. Saya menikmati merawat ___.
22. Sangat sulit membayar biaya
kebutuhan dan pelayanan
kesehatan untuk kebutuhan ____.
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Tidak
setuju

Raguragu

Setuju

Sangat
setuju
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5
Assessment of problems and needs in
palliative care perceived by family caregivers
in an Asian country: cross-cultural adaptation
by a mixed methods approach and results
of the PNPC-c ID
Kristanti, M. S., Vernooij-Dassen, M., Utarini, A., Effendy, C., & Engels, Y. (2019).
Submitted

Abstract
Objectives
To get insight into problems and needs of family caregivers of patients with cancer in
Indonesia, the Problems and Needs in Palliative Care Caregiver questionnaire (PNPC-c)
was cross-culturally adapted for and used in Indonesia.
Methods
An exploratory sequential mixed methods approach was used. In phase 1, a qualitative
study was conducted to explore the experiences of Indonesian family caregivers.
In phase 2, the PNPC-c was adapted for the Indonesian setting (PNPCc-ID) in which,
based on a qualitative study, items relevant for Indonesia were added. Next, crosscultural translation and content validation were conducted. Then, pretesting was done
with internal validity testing. In phase 3 (quantitative study), internal consistencies were
again determined and the PNPCc-ID was applied to describe problems and needs.
Results
In phases 1 and 2, seven items were added. Cronbach’s alphas ranged from 0.54
to 0.87 (pretesting), and 0.66 to 0.87 (phase 3). In this phase, 411 family caregivers
participated. Higher percentages of perceived needs than of perceived problems
were reported. Five new items were listed among the 20 most reported problems and
needs. Most reported problems and needs were in the domains ‘own physical
problems’, ‘financial issues’ and ‘taking care of the patients’.
Conclusions
The approach used for the cross-cultural adaptation was highly relevant, since most
new items in the PNPCc-ID were among the 20 most reported. Higher percentages
of needs than of problems might be a cultural issue and requires further exploration.
The PNPCc-ID facilitates health care professionals to multidimensionally explore
problems and needs of caregivers.
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Why is this research needed?
• Family caregivers play a pivotal role in patient care. However, there was a lack of
insight into problems and needs of family caregivers of patients with cancer in
Asian countries.
• No validated instrument existed to explore problems and needs of family caregivers
of patients with cancer for Indonesia or another Asian country.
What are the key findings?
• Based on a cross-cultural adaptation for Indonesia, seven items were added to the
original PNPC-c. Five of those appeared to reflect highly prevalent problems and
needs.
• The PNPCc-ID was found to be a reliable and valid questionnaire to explore
problems and needs of Indonesian family caregivers who take care for patients
with advanced cancer.
• Higher percentages of needs for support than of problems of family caregivers of
patients with cancer were reported.
• The most reported problems and needs were in the domain of ‘own physical
symptoms, taking care of patients and financial issues’.
How should the findings be used to influence policy/practice/research/education?
• Not only translation of a questionnaire but also cross-cultural adaptation is
essential. A mixed methods approach appeared to be a useful research design.
• The PNPCc-ID can be used by nurses in Indonesia or in other Asian countries in
assessing family caregivers of patients with cancer. The instrument in facilitates
the identification of problems and needs not only on the physical but also
psychosocial and spiritual aspects as recommended by WHO.
• Further exploration is needed regarding the higher percentages of reported needs
than of problems. Interventions can be developed to address the problems and
needs of family caregivers.
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Introduction
Cancer has become a global burden.1 With 48% of all cases worldwide, Asia has the
highest incidence of cancer of all continents.2 It not only impacts those who have it
but also their families. This is particularly the case in Asia, where caring for an ill
person is considered a normal family duty.3, 4 Particularly when a patient has
advanced cancer, family caregivers are expected to provide physical, emotional and
financial support.5, 6
The World Health Organization (WHO) considers the health and well-being of the
family caregiver an essential aspect of palliative care,7 not only because his or her
physical and psychological well-being is affected but also because of the interaction
between his or her and the patient’s wellbeing.8 Palliative care for patients and family
caregivers should not only focus on physical but also on psychological, social and
spiritual aspects.7, 9 Measuring family caregivers’ problems and needs is important in
prioritizing the care provided to them when resources are limited.10
A review shows that family caregivers’ needs are frequently unmet.11 This can
affect caregivers’ quality of life,12, 13 work performance,13 and mental health.14 Recent
reviews have provided insights into the problems and needs of family caregivers
around the world but data from Asian countries are still underrepresented.11, 15, 16
Validated tools to assess a patient’s problems and needs do exist, but the
structured assessment of the problems and needs of family caregivers is not widely
applied in clinical practice.16, 17 Moreover, nurses in Asian countries do not have a
validated and structured tool to explore family caregivers’ problems and needs.16
One of the few existing instruments is the Problems and Needs in Palliative
Care-caregiver (PNPC-c) questionnaire,10 developed in the Netherlands, which
includes all domains of the WHO definition of palliative care.
In the current study, we aimed to cross-culturally adapt the PNPC-c for Indonesia, an
Asian country where the family plays a significant role in care provision. With the
PNPCc-ID we aimed to get insight into the problems and needs of family caregivers
of patients with cancer in Indonesia.

Method
Design
We used a mixed-method approach with an exploratory sequential design, as
described by Creswell and Clark18 consisting of a qualitative (phase 1), an intermediate
(phase 2) and a quantitative phase (phase 3) (Figure 1). This design was chosen as
it is suitable for adapting an instrument and generalizing qualitative findings to a
larger sample.18
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Figure 1 Mixed method approach measuring the problems and needs of family
caregivers of patients with cancer in Indonesia following guideline from Creswell
and Clark18

Instrument
The PNPC-c questionnaire was used.10 The original version consists of 67 items,
divided over thirteen dimensions: taking care of the patient (7 items), own physical
symptoms (3 items), relationship with the patient (5 items), autonomy (6 items), social
support (4 items), psychological issues (7 items), spiritual issues (4 items), financial
issues (2 items), administrative issues (3 items), activities of daily living (5 items),
problems in consultations (5 items), overriding problems in the quality of care (9
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items) and miscellaneous (7 items). Participants are asked to indicate per item if they
experience it as a problem (yes / somewhat / no) and whether they need support
from healthcare professionals for it (yes, more /as much as until now / no). An item
is considered a problem if it is answered with ‘yes’ or ‘somewhat’ and a need if it is
answered with yes or more / as much as until now.10
Qualitative phase (phase 1)
We conducted a qualitative study in Indonesia to explore family caregivers’ experiences
in providing care.19 With 24 in-depth face-to-face interviews, family caregivers’ tasks,
experiences (including their problems and needs), burden, motivation and life changes
were explored.
Intermediate phase (phase 2)
The intermediate phase is important to prepare the implementation of the next step.18
However, Creswell and Clark18 have not provided detailed information about this
phase. In the current study, the intermediate phase consisted of three actions: crosscultural adaptation, cross-cultural translation and content validation. We used two
additional guidelines for this phase: the cross-cultural translation guideline by Beaton
et al.20 to translate the PNPCc from English to the Indonesian language, and the
guideline to determine content validity by Lynn et al.21-23
Cross-cultural adaptation. As there are cultural and conditional differences in family
caregiving between the Netherlands and Indonesia, adaptations of the instrument
might be needed in order to reach cross-cultural equivalence.24, 25 Problems and
needs that were found in a previous study19 were compared with the 67 items of the
original PNPC-c through content analysis by the team of authors. Items found in the
qualitative study but lacking in the original version of the PNPC-c were added.
Cross-cultural translation. We performed a cross-cultural translation process,
following the guideline of Beaton et al.20 consisting of five steps: translation, synthesis,
back translation, expert meeting and pretesting (Figure 2).
Content validation. This step is considered critical to link theoretical abstractions
with measurable aspects in one instrument.26 Experts were invited to independently
rate the relevance of each item of the draft version of the instrument.22, 23 The experts
were doctors and nurses from the three cities in Indonesia where we collected the
data, all actively involved in cancer and/or palliative care practice or research for at
least five years and willing to be involved in the study. The Content Validity Index (CVI)
was used to rate their judgment, following Lynn et al.21-23 The CVI consists of four
categories (1=not relevant; 2=somewhat relevant; 3=quite relevant; 4= highly
relevant), answered per item (I-CVI). The scale levels of the CVI (S-CVI/Ave) and the
mean of the CVI score per item (I-CVIs) were calculated. A new item was retained if
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its I-CVI was higher than 0.78.21 However, items from the original version with an I-CVI
< 0.78 were not deleted, as items in a questionnaire are not supposed to be deleted
based on only one study.27
Pretesting
Pretesting was performed with 30-40 family caregivers of patients with cancer.20
Time spent to complete the questionnaire was noted. In this phase, internal consistency
of the PNPCc-ID was checked using Cronbach’s alphas. Also, participants were
asked three simple questions: 1) Is the instruction clear? (Yes/No); 2) Do you prefer
to complete the questionnaire by yourself or do you need assistance? and 3) The
questionnaire is easy to understand (1=do not agree at all to 5=completely agree).
Quantitative phase (phase 3)
A quantitative study using a cross-sectional method with convenience sampling was
applied to collect data from outpatient clinics in three Indonesian cities: the Dr Sardjito
(Yogyakarta), the Dharmais (Jakarta) and the Dr Soetomo (Surabaya) hospitals, all in
provinces appointed in 2007 by the Ministry of Health of Indonesia to provide palliative
care services.

Subjects and samples
Data were collected by eight research assistants between March and May 2017. They
were all graduated nurses who had received training including information about
research ethics, study procedures and the study protocol. First, potential participants
visiting the outpatient clinics were screened for eligibility. Inclusion criteria were: a)
being the spouse, adult child or relative who looks after someone with cancer in
stage 2-4 or with metastases, b) already taking care of this person for at least four
months, c) living with the patient or delivering care for at least three hours a day, d)
being 18 years or older. Caregivers of patients in a critical condition were excluded.
Next, those eligible were invited to participate, and received information about the
procedure and study protocol, including the right to withdraw at any time without
consequences for themselves or the patient. When agreeing to participate, each was
asked to sign an informed consent.

Sample size
Sample size calculation for a proportional or descriptive study with categorical data
was used to estimate the number of participants, by considering the size of the
population, percentage of the outcome factor in the population and a confidence
level of 95%.28 Recent data showed that the number of patients with cancer in
Indonesia was 384,809.29 With these parameters, at least 384 participants were
needed. Considering a 85% return rate, we aimed to include at least 452 participants.
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In order to enhance the return rate, the recruitment strategy included the presence of
research assistants in the clinics during the recruitment period of 14 weeks.

Data Analyses
To determine the reliability of the PNPCc-ID, internal consistencies were calculated
after pretesting and after the quantitative phase. Cronbach’s alphas were calculated
per item, per subscale, and after an item had been deleted (Cronbach alpha ≤ 0.50
= low, 0.50 to 0.70 = moderate, 0.70 to 0.90 = high, ≥ 0.90 = excellent reliability).30
Descriptive statistics were used for demographic data. A list of the 20 most
reported problems and needs was made. Mean of reported problems and needs for
support within the thirteen domains of the PNPCc-ID were presented. This was
calculated by summing the number of participants reporting ‘yes’ divided by the total
number of items in the domain. Of the 20 most reported problems, males and
females, spouses versus non-spouses and younger versus older family caregivers
were compared using Pearson Chi-square. Two categories for age were used: ≤ 44
years and > 44 years of age, as 44 was the median age. Statistical analyses were
performed using the Statistical package for social science (SPSS) version 25.

Ethical considerations
Ethical approval was obtained from the Ethic Committee, Faculty of Medicine,
Universitas Gadjah Mada (KE/FK/744/EC/2015) and from the Dr. Soetomo Hospital
Surabaya (No.46/Panke.KKE/I/2016).

Results
Phase 1
In the qualitative phase experiences of family caregivers in Indonesia had been
explored, which resulted in eleven categories within three themes: problems in
caregiving, dealing with issues, ‘belief in caregiving’.19

Phase 2
Cross-cultural adaptation. Table 1 depicts the cultural adaptation process for the
PNPC-c to the Indonesian setting. Fourteen new items derived from seven out of the
eleven categories from the previous qualitative study.19 The draft PNPCc-ID consisted
of 81 items.
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Table 1 Qualitative analysis to derive culturally adapted items in the Problems
and Needs Palliative Care caregiver-Indonesian Version (PNPCc-ID)
Coding

Category

Psychological
Challenges
changes in the
patient, issues related
to patient behavior
Multiple tasks

13 Dimensions
in PNPC-c

Added item
in the PNPCc-ID

1. Taking care of the How to handle psychological
issues of the patient
patient

Consequences

How to handle the patient’s
wound (if applicable)a
2. Own physical
symptoms

No added item

Things not to be
Hiding
discussed, not
discussing diagnoses

3. Relationship
with the patient

Not being able to discuss the
treatment’s options with the
patient a

Expectations of family Challenges
caregivers

4. Autonomy

Too much expectation for
me from the patient or other
family members

Obligatory task

Motivation to
care

Feeling obliged to provide
care a

Patient is the main
priority

Approach of the
family caregiver

Have to leave job
(if applicable) a

Don’t receive
certain support

Consequences 5. Social support

Not getting enough support
in making a decision for
the patient’s treatment a

6. Psychological
issues

No added item

Time spent,
adding activities

Consequences 7. Spiritual issues

Difficulty to find time to
practice religion activities

Financial burden

Financial
aspects

8. Financial issues

Have a debt due to
the patient’s treatment a

9. Administrative
issues

Long and complicated
procedures

10. Activity of
daily living

No added item

Long and complicated Quality of
administrative
services
procedures
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Table 1 Continued
Coding

Category

Quality and quantity of Challenges
information

Added item
in the PNPCc-ID

11. Problems in
consultations

Insufficient information about
treatment

Needs for support
from health care
professionals

Quality of
services

Insufficient time to talk with
health care professionals

Communication
and coordination
with health care
professionals,
workload of the staff

Quality of
services

Not being understood by
health care professionals a

Long and complicated Quality of
administrative
services
procedures

a

13 Dimensions
in PNPC-c

12. Overriding
problems in
quality of care

Long waiting list to get
treatment

13. Miscellaneous

No added item

Item did not pass expert judgement during content validation, therefore it is not included in the PNPCc-ID
version

Cross-cultural translation. Figure 2 depicts the cross-cultural translation following
the guideline of Beaton et al.20 The first step was the translation of the draft of
PNPCc-ID (N=81 items) by two professional translators working independently
(Translator 1 and Translator 2). After that, a synthesis process was conducted by two
authors (MSK and CE) to compare the documents of translator 1 and translator 2,
which resulted in Translation document 3. Next, document 3 was translated back to
English by a native English speaker who is able to speak and read the Indonesian
language. Then, the Back Translation document was compared with the original
PNPC-c English version. A professional translator was involved to solve semantic
issues.
Content validation. Six of the eight invited experts (75%) accepted the invitation to
take part in the content validity procedure. Seven of the fourteen potential new items
with an I-CVI > 0.78 were retained. The final PNPCc-ID therefore consisted of 74
items (Appendix. 1). The I-CVIs ranged between 0.67 and 1.00. The range of the CVI
per subscale (S-CVI/Ave) was between 0.83 and 0.95, meaning that they are very
adequate.
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Figure 2 Cross-cultural translation following a guideline from Beaton, Bombardier 20

Pretesting. Forty family caregivers participated. A mean of 19 (15-35) minutes was
needed to complete the questionnaire. Thirty-eight out of 40 participants (95%)
considered the instructions clear. Twenty-nine (72.5%) preferred to have assistance
from a professional for completing the instrument and 31 (77.5%) agreed that the
questionnaire was easy to understand. Cronbach’s alphas ranged between 0.54 and
0.87 (Appendix 1).
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Phase 3
Of the 452 potential participants who were invited, 41 declined due to time limitations,
meaning that 411 (91%) family caregivers participated. Cronbach’s alphas ranged
between 0.66 to 0.87 (Appendix 1). There were similar numbers of male (n=204;
50.4%) and female (n=207; 49.6%) participants. Caregivers were younger (mean 43
years) than the patients they cared for (mean 53 years). There were slightly more
non-spouses (n=223; 54.3%) than spouses (n=188; 45.7%). Three-quarter of the
patients had cancer in stage 2 (n=151; 36.7%) or stage 3 (n=157; 38.2%). The majority
of patients were diagnosed with breast cancer (n=166; 40.2%) and more than half
(n=277; 67.3%) were still physically independent with ECOG scores of 0 and 1 (Table 2).

Problems and needs of family caregivers of patients with cancer
in Indonesia
Table 3 shows the 20 most prevalent problems and needs. Sixteen items represented
both problems and needs; percentages of reported problems appeared to be lower
than of reported needs for support. Five out of the seven added items were in the 20
most prevalent problems and needs list: long waiting list to get treatment, how to
handle psychological issues of the patient, long and complicated procedures,
insufficient information about treatment, and too much expectations from me by the
patient or by other family members.
Participants most often reported ‘how should I handle the patient’s pain’ (n=245;
59.6%), ‘fatigue’ (of the caregiver) (n=232; 6.4%), and a long waiting list to get
treatment (for the patient) (n=206; 50.1%) as problems. The three most prevalent
needs were how to handle the patient’s pain (n=341; 83%), how to handle the patient’s
nourishment (n=316; 76.9%) and knowing the physical signs of the patient (n=288;
70.1%).
Fifteen of the 20 most reported problems were also listed in the 20 most reported
needs. However, several items were listed in the 20 most reported problems but not
in the 20 most reported needs for support: long and complicated procedures (n=144;
35%), anxiety for my own health (n=144; 35%), insecurity about the availability of a
hospital bed (n=140; 34.1%), insufficient information about treatment (n=129; 31.4%)
and lack of written information (n=126; 30.7%). Also, there were often reported needs
that were not within the often reported problems list: how I should take care of the
patient (bodily needs) (n=261; 63.5%), how to help the patient to fill his days (n=244;
59.4%), too much expectation from me by the patient and family (n=232; 56.4%),
knowing what physical signs I should notice (n=229; 72.7%) and continuing my work
while caring for the patient (n=219; 53.3%).
The same three domains of the PNPCc-ID had the highest means of reported
problems and of reported needs, being own physical symptoms, financial issues and
taking care of the patient (Table 4).
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Table 2 Demographic characteristics of the participants (N=411)
Characteristic

Mean (SD)

N

%

Male

204

49.6

Female

207

50.4

≤ 44 years old

214

52.1

≥ 45 years old

197

47.9

Spouse

188

45.7

Non-spouse

223

54.3

Gender

Family caregiver’s age (mean)

43.30 (13.43)

Type of relationship with patient

Marital status
Married

354

86.1

Single

52

12.7

Widow

5

1.2

Breast cancer

166

40.4

Digestive

44

10.7

Cervical

35

8.5

NHL

33

8.0

NPC

21

5.1

Ovarian

16

3.9

Sigmoid/Rectal

16

Thyroid

10

2.4

Lung

9

2.2

Others

61

14.9

2

151

36.7

3

157

38.2

4

103

25.1

Yes

116

28.2

No and no data

295

71.8

Patient age (mean)

53.98 (12.16)

Patient cancer type

3.9

Cancer Stage

Metastases

ECOG score
0 (Fully active)

48

11.7

1 (Restricted in physically strenuous activity but ambulatory)

229

55.7

2 (Ambulatory but unable to carry out any work activities)

70

17.0

3 (Limited self-care; confined to bed or chair)

47

11.4

4 (Completely disabled; totally confined to bed or chair)

17

4.1

103

5

104
232
206

185
172

Fatigue

Long waiting list to receive treatment a

Fear of the unpredictability of the future

The patient’s denial of the severity of the
situation

Extra expenditures because of the
disease

How I should deal with the patient’s
nourishment

How to handle psychological issues of the
patient a

Reduced income because of the disease

Muscle pain or painful joints

Sleeping problems

2

3

4

5

6

7

8

9

10

11

N

144

Anxiety for my own health

14

144

149

Not wanting to leave the patient alone

Long and complicated procedures a

12

13

155

171

172

193

198

205

245

Top 20 problems

How I should handle the patient’s pain

No

1

35.0

35.0

36.3

37.7

41.6

41.8

41.8

45.0

47.0

48.2

49.9

50.1

56.4

59.6

%

14

13

12

11

10

9

8

7

6

5

4

3

2

1

No

N

That the patient’s personality has
changed

Too much expectation for me by the
patient or other family members a

Muscle pain or painful joints

The patient’s denial of the severity of the
situation

231

232

237

243

How I can help the patient to fill the days 244

251

254

Long waiting list to get treatment a
Being able to discuss the disease with
the patient

261

261

Extra expenditures because of the
disease

How I should take care of the patient
(bodily needs)

270

282

Fear of the unpredictability of the future

288

Fatigue

316

341

How to handle psychological issues of
the patient a

How I should deal with the patient’s
nourishment

How I should handle the patient’s pain

Top 20 needs

56.2

56.4

57.7

59.1

59.4

61.1

61.8

63.5

63.5

65.7

68.6

70.1

76.9

83.0

%

Table 3 Twenty most prevalent problems and needs respectively of family caregivers of patients with cancer in Indonesia (N=411)

a

31.1
31.4
30.7

Being able to discuss the disease with the 128
patient
129
126

Insufficient information about treatment a

Lack of information in writing (inability to
re-read information)

18

19

20

new item added

31.1

128

How to find someone who can, now and
then, take over the patient’s care

17

31.6

130

The patient’s personality has changed

16

34.1

140

Insecurity of the availability of a hospital
bed if needed

15

20

19

18

17

16

15

Sleeping problems

Continuing my own work in addition to
caring for the patient

Reduced income because of the
disease

Not wanting to leave the patient alone

How to find someone who can, now and
then, take over the patients’ care

Knowing what physical signs I should
notice

212

219

219

225

226

229

51.6

53.3

53.3

54.7

55

72.7
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Table 4 Domains of the PNPCc-ID and mean of reported problems and reported
needs (N=411)
No

Domain (Number of items)

Mean of all items
within the domain
perceived as
a problem

Mean of all items
within the domain
perceived as
a need for support

N

%

N

%

1.

Taking care of the patient (8)

147.0*

35.7

262.0*

63.7

2.

Own physical symptoms (3)

186.0*

45.2

246.0*

59.8

3.

Relationship with the patient (5)

85.2

20.7

182.0

44.2

4.

Autonomy (7)

80.6

19.6

199.0

48.4

5.

Social support (4)

64.2

15.6

131.0

31.8

6.

Psychological issues (7)

118.7

28.8

187.0

45.4

7.

Spiritual issues (5)

68.8

16.7

190.0

46.2

8.

Financial issues (2)

182.5*

44.4

240.0*

58.3

9.

Administrative issues (4)

96.7

23.5

185.0

45.0

10.

Activities Daily Living (5)

61.2

14.8

141.0

34.3

11.

Problems in Consultation (7)

102.1

24.8

173.0

42.0

12.

Overriding problems in the quality of
care (10)

110.3

26.8

169.0

41.1

13.

Miscellaneous (7)

99.6

24.2

161.0

39.1

*One of the three highest domain scores

Table 5 shows the differences in reported problems between men and women, spouses
and non-spouses, and between younger and older caregivers. Of the top 20 list, some
problems were significantly more often reported by female and younger caregivers.
Fatigue, the patient’s denial of the situation, sleeping problems, and anxiety for their
own health were more frequently reported by females than by males (p < 0.01).
Also more younger caregivers (n=108; 50.5%) reported that handling the patient’s
psychological issues as a problem than older ones (n=64; 32.5%; p < 0.000).
However, ‘dealing with patient’s nourishment’ was more reported as problem by older
(n=100, 50.8%) than by younger caregivers (n=85; 39.3%; p < 0.05).
Regarding spousal relationship, we did not find a clear pattern. Two items were
significantly more often reported by non-spouses: the patient’s denial of the situation
(n=118; 53.2%) and insecurity of the availability of a bed in the hospital (n=87; 39%)
than by spouses, while two other items were more often reported by spouses than by
non-spouses: extra expenditures (n=99; 52.7%) and reduced income (n=90; 47.9%).
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95 (45.9)
95 (45.9)
83 (48.3)
93 (44.9)

90 (44.3)
77 (37.7)
89 (43.6)
78 (38.2)

185

How I should deal with the
patient’s nourishment

How to handle psychological 172
issues of the patient a

Reduced income because of 172
the disease

Muscle pain or painful joints

7

8

9

10

96 (46.4)

97 (47.5)

Extra expenditures because
of the disease

6

117 (56.8)**

81 (39.7)

The patient’s denial of
the severity of the situation

112 (54.1)

94 (46.1)

5

171

193

198

205

Fear of the unpredictability
of the future

112 (54.1)

4

129 (62.3)**

94 (46.1)

206

103 (50.5)

232

127 (61.4)

118 (57.8)

Fatigue

N (% within
gender)

N (% within
gender)

Long waiting list to receive
treatment a

245

Female
(207)

Male
(204)

GENDER

2

How I should handle
the patient’s pain

1

N

3

Top 20 problems

No

90 (42.1)

100 (46.7)*

108 (50.5)***

85 (39.3)

105 (49.1)

112 (52.6)

113 (52.8)

122 (57.0)*

126 (58.9)

134 (62.6)

N (%within
age)

<=44yrs
(214)

AGE

81 (41.1)

72 (36.5)

64 (32.5)

100 (50.8)*

88 (44.7)

86 (43.7)

93 (47.2)

84 (42.6)

106 (53.8)

111 (56.3)

N (%within
age)

>44yrs
(197)

81 (43.1)

90 (47.9)*

69 (36.7)

88 (46.8)

99 (52.7)*

80 (42.6)

97 (51.6)

92 (48.9)

106 (56.4)

109 (58.0)

N (% within
spousal)

Spouse
(188)

90 (40.4)

82 (36.8)

103 (46.2)

97 (43.7)

94 (42.2)

118 (53.2)*

109 (48.9)

114 (51.1)

126 (56.5)

136 (61.0)

N (% within
spousal)

Non-Spouse
(223)

SPOUSAL RELATIONSHIP

Table 5 Differences between respectively between gender, age and spousal relationship of family caregivers of patients
of cancer in Indonesia for the 20 most prevalent problems (N=411)
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108

Not wanting to leave
the patient alone
Long and complicated
procedures a

12

The patient’s personality
has changed

How to find someone
who can, now and then,
take over the patient’s care
(respite care)

Being able to discuss
the disease with the patient
Insufficient information about
treatment a

Lack of information in
writing (inability to re-read
information)

16

17

18

20

new item added
< 0.05; ** p < 0.01; *** p < 0.000

19

Anxiety for my own health

Insecurity of the availability
of a hospital bed if needed

14

15

*p

a

Sleeping problems

11

13

Top 20 problems

No

Table 5 Continued

126

129

128

128

130

140

55 (27.0)

60 (29.4)

60 (29.4)

62 (30.4)

54 (26.5)

63 (30.9)

55 (27.0)

61 (29.9)

144
144

66 (32.4)

71 (34.3)

69 (33.3)

68 (32.9)

66 (31.9)

76 (36.7)*

77 (37.2)

89 (43.0)**

83 (40.1)*

83 (40.1)

94 (45.4)**

N (% within
gender)

N (% within
gender)
61 (29.9)

Female
(207)

GENDER
Male
(204)

149

155

N

76 (35.5)

80 (37.4)

76 (35.5)

71 (33.2)

83 (38.8)**

85 (39.7)*

84 (39.3)

81 (37.9)

85 (39.7)

84 (39.3)

N (%within
age)

<=44yrs
(214)

AGE

50 (25.4)

49 (24.9)

52 (26.4)

57 (28.9)

47 (23.9)

55 (27.9)

60 (30.5)

63 (32.0)

64 (32.5)

71 (36.0)

N (%within
age)

>44yrs
(197)

50 (26.6)

49 (26.1)

56 (29.8)

64 (34.0)

55 (29.3)

53 (28.2)

62 (33.0)

64 (34.0)

66 (35.1)

69 (36.7)

N (% within
spousal)

Spouse
(188)

76 (34.1)

80 (35.9)*

72 (32.2)

64 (28.7)

75 (33.6)

87 (39.0)*

82 (36.8)

80 (35.9)

83 (37.2)

86 (38.6)

N (% within
spousal)

Non-Spouse
(223)

SPOUSAL RELATIONSHIP
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Discussion
We adjusted, translated and validated the PNPC-c to fit for family caregivers in
Indonesia (PNPCc-ID), using a mixed method approach.18 We used the PNPC-c ID to
get insights in the problems and needs of Indonesian family caregivers. Seven new
items were added to the original questionnaire, leading to the 74 items PNPCc-ID.
Higher percentages of family caregivers reported needs for support than problems.
Handling the patient’s pain was the most frequently reported problem as well as the
most frequently reported caregivers’ need for support. The most often reported
problems and needs for support concerned the patients’ care, financial issues and
their own physical symptoms. Some problems, related to their own physical and
psychological issues, were more frequently reported by female caregivers, and some
problems in how to provide appropriate care more frequently by younger ones.
Adapting and translating a valid instrument, as we did, is recommended rather
than developing a new one in terms of efficiency and the possibility to compare the
results internationally.24, 25 While most instruments are meant for patients with cancer
or for healthcare professionals, the PNPC-c is one of the few available ones to explore
family caregiver’s problems and needs.10 This information is essential to prioritize
care and interventions. Further, on an individual basis, this information can be useful
during consultations with a healthcare professional,10 especially in countries where
professionals are still developing their skills in providing palliative care services.
In this study we used a mixed methods design as recommended for instrument
development studies.18, 31 Applying this research design contributes to a more valid
answer to the research question than using only a qualitative or a quantitative
design,18, 31 The current study employed the sequential exploratory mixed method
design which involves the collection and analysis of one data set after another.18, 31
The degree of interaction between both data types is presented in table 1 which
integrates the qualitative data into the quantitative step.32 Using a mixed method
approach enabled us to add relevant items that made this instrument more suitable
to be used in Indonesia.
Our study revealed that the most frequently reported problem and reported need
for support was handling the patient’s pain, which is in line with a previous study that
showed that family caregivers pay most attention to pain management.33 Furthermore,
our study found that the most often reported problems and needs were in the domains
own physical symptoms, financial issues and taking care of the patient. This implies
that family caregivers are concerned on the patients’ and their own demands. This
also reflects caregivers’ demands for attention from healthcare professionals beyond
the physical aspects of the patient. This confirms the main reason why the PNPC-c
had been developed: to facilitate the discussion between health care professional
and family caregiver10 by taking all domains of palliative care into account.7, 9 In
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current practice, unfortunately, physical symptoms of the patient still receive the most
attention of health care professionals,34 while other aspects such as other care and
information needs remain unmet.16 Furthermore, communication barriers with health
care professionals are experienced by family caregivers.19, 35 Therefore a structured
and systematic assessment, like with the PNPCc-ID, is urgently needed.17
We found higher percentages of reported needs for support than of reported
problems. This can be explained by the Indonesian culture in which reporting
problems might be perceived as complaining, which is considered unacceptable.
Providing care for an ill family member is part of ‘ibadah’ (worship of God) and a way
of showing loyalty.19, 36 Furthermore, complaining reduces the value of their ‘pahala’
(reward for doing something good). Reporting a need for support, on the other hand,
is considered acceptable and implies willingness to be part of the care process.
Next, female and younger caregivers more frequently reported some problems
than their counterpart groups, which is in line with previous findings that these groups
are more vulnerable.5, 6, 10, 37, 38 In our study, particularly in the domains own physical
symptoms, psychological issues and miscellaneous (patient’s denial and anxiety for
their own health) were reported more often by females than males. Also, problems
with taking care of and the relationship with the patient was mentioned more often by
younger caregivers than by the counterpart subgroup. Our data also revealed that
spouses more frequently reported financial problems than non-spouses, which
confirms previous studies which showed that the financial situation of spouses was
impacted by the patient’s care and treatment.39-41

Strengths and limitations
We adapted, translated and validated an instrument to measure problems and needs
of family caregivers in an Asian setting using a mixed methods approach.18 The
current study also included two guidelines, namely cross cultural translation20 and
the Content Validity Index 23 to support cross-cultural adaptation of an instrument.
The fact that most new items appeared to be highly relevant shows how important
cultural adaptation was during translation of the instrument.
As we performed a cross-sectional study, we were not able to get insights in
changes in problems and needs of family caregivers during the disease trajectory of
the patients they care for. We only included 40 participants for pretesting, including
checking the internal consistency. For that reason, we calculated Cronbach’s alphas
again during the quantitative phase to get insight into the reliability of this instrument
in a larger group. More comprehensive psychometric testing should be conducted in
any future study.
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Implications for clinical practices and future studies
Our study revealed that the PNPCc-ID is a valid and useful instrument which can be
used during early contacts between patient, family caregiver and healthcare
professional. The PNPCc-ID will facilitate health care professionals to focus on
problems and needs in all palliative care domains. Further validation and psychometric
testing is needed for the application of the instrument in other settings and cultures.
To get insights in problems and needs during the disease trajectory of the patients
that the caregivers take care of, we recommend longitudinal data collection. This
questionnaire has the potency to be used in other Asian countries with a similar family
caregiving culture.
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How I can help the patient to fill the days

How I should deal with the patient’s nourishment

How to find someone that can, now and then, take over the patients’ care (respite care)

How I should take care of the patient (bodily needs)

How can I make the patient’s appearance good?

How to handle psychological issues of the patient a

4

5

6

7

8

Sleeping problems

Being able to discuss the disease with the patient

That the patient personality has changed

The relationship with the patient

Coping with the patient’s altered appearance

13

14

15

16

Continuing my social activities

Activities to relax

17

18

Autonomy

Sexuality in my relationship with the patient (if applicable)

12

Relationship with the patient

Fatigue

11

Muscle pain or painful joints

10

9

Knowing what physical signs I should notice

3

Own physical symptoms

How I should handle the patient’s pain

2

Taking care of the patient

Items

1

No

0.734

0.588

0.758

0.871

Cronbach alpha
(N=40)

0.832

0.701

0.785

0.827

Cronbach alpha
(N=411)

Appendix 1 Internal consistency of 74 items of the Problems and Needs of Palliative care-caregivers Indonesian version
(PNPC-ID) in 2 samples (pretesting and quantitative phase)

Changing tasks and responsibilities in the family

Being dependent on others

Continuing the things I do for others

Too much expectations from me by the patient or by another family member a

20

21

22

23

My feeling of not being supported by others

Feeling abandoned by people in my environment

Receiving too little practical help from people in my surrounding

25

26

27

Difficulties in seeing any positive aspects of the situation

Not experiencing any pleasure anymore

Difficulties to showing emotion

Anxiety for my own health

Depressed mood

Feelings of guilt

29

30

31

32

33

34

Hope for the future

The meaning of death

Difficulty to find time to practice the religion activities a

37

38

39

41

40

Trust in God or religion

36

Reduced income because of the disease

Extra expenditure because of the disease

Financial issues

Accepting the patient’s disease

35

Spiritual issues

Fear of the unpredictability of the future

28

Psychological issues

The contact with the family, friends, neighbours or colleagues

24

Social support

Continuing my own work in addition to caring for the patient

19

0.731

0.592

0.789

0.542

0.714

0.750

0.795

0.786
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Making arrangements (last will and testament, insurance, etc)

Filling in forms

Long and complicated procedures a

43

44

45

Heavy housework (cleaning, changing beds, gardening, and so forth)

Shopping (food clothes, etc)

Taking care of children or babysitting (if applicable)

Light housework (tidying up, and so forth)

47

48

49

50

Experiencing difficulty in remembering what was told

Experiencing difficulties to express disagreement

Making decisions

Experiencing difficulty to saying one doesn’t understand

Insufficient information about treatment a

Insufficient time to discuss with health professionals a

52

53

54

55

56

57

Lack of information in writing (inability to re-read information)

Difficulty in coordinating the care of different professionals

Difficulty in getting access to help from agencies/professional organizations

58

59

60

Overriding problems in the quality of care

Asking for help

51

Problems in consultation

Transportation of the patient (to go to hospital)

46

Activities of daily living

Getting acquainted with financial and administrative issues

Administrative issues

Items

42

No

Appendix 1 Continued

0.662

0.796

0.702

0.622

Cronbach alpha
(N=40)

0.867

0.822

0.710

0.814

Cronbach alpha
(N=411)

a

Too slow professional reaction on an acute change in situation

The impossibility to choose another care providers

Difficulties getting a second opinion from another doctor

The insecurity of the availability of a hospital bed if needed (acutely)

Too many caregivers around me in my house

Long waiting list to get treatment a

62

63

64

65

66

67

That the patient denial of the severity of the situation

Getting time off from work to take care of the patient

Contacting with (one of) my children

Finding someone to talk to (in confidence)

Disagreement (with patient or family) about the treatment the patient should have

Insufficient appreciation of the care and the attention I give

69

70

71

72

73

74

added item

Not wanting to leave the patient alone

68

Miscellaneous

Insufficient adjustment of hospital care to the home situation

61

0.616

0.662
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6
General discussion

Aim and overview
The objective of this thesis was to explore the impact of providing care to patients
with cancer on family caregivers in Indonesia. To answer the research objective,
we developed qualitative and quantitative studies with specific aims:
• we described and compared the lived experiences of family caregivers of patients
with cancer with those of patients with dementia in Indonesia.
• we qualitatively explored and modeled experiences of family caregivers of patients
with cancer in Indonesia in performing caregiving tasks.
• we translated the Caregiver Reaction Assessment (CRA), an instrument to measure
caregivers’ burden, into the Indonesian language through a cross-cultural translation
process; we conducted psychometric testing of the resulting instrument, the CRA-ID.
• we cross-culturally adapted the Problems and Needs in Palliative Care Caregiver
questionnaire for Indonesia (PNPCc-ID) and studied problems and needs of family
caregivers’ of patients with cancer in Indonesia.
First, I will present the main findings of this thesis (per chapter). Second, I will summarize
what this thesis adds. Next, important findings will be discussed and compared with
literature. Then, methodological considerations will be shared. Finally, recommendations
for policy changes, clinical practice, education and future research will be provided.
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Main findings
What are similarities and differences between the experiences of
family caregivers of patients with cancer and with those of patients
with dementia? (Chapter 2)
In order to get a better understanding of the experiences of family caregivers of
patients with cancer in Indonesia, we compared their experiences with those of family
caregivers of patients with dementia. We used in-depth interviews, which we analyzed
by a constant comparative method (Chapter 2). Three themes were found: problems
with caregiving, dealing with problems, and beliefs in caregiving. We found more
similarities than differences in experiences of both groups of family caregivers.
However, regarding family caregivers of patients with cancer, the communication with
health care professionals appeared to be more problematic, whereas in dementia
care, it appeared to be simpler and more direct. Family caregivers of patients with
cancer also appeared to have more financial issues than those of patients with
dementia. However, family caregivers of patients with dementia experienced a loss of
the connection with the person they cared for, as a result of the decreasing cognitive
capacities. On the other hand, family caregivers of patients with cancer developed a
stronger connection with the patient during the process of caregiving.

How are the experiences of family caregivers of patients with cancer?
(Chapter 3)
In chapter 3, we described family caregivers’ experiences in providing care for patients
with cancer, using a paradigm model of grounded theory (Figure 1). We found ‘belief
in caregiving’ as the core phenomenon. This appeared to be the will power and
source of caregivers’ strengths. ’Belief in caregiving’ is a combination of spiritual and
religious aspects, values, and motives to care. This core phenomenon is influenced
by contextual factors and influences caregivers’ strategies to overcome problems.
Social support appeared to be the influencing factor in the process in between the
core phenomenon and actions of the caregivers.
In conclusion, ‘belief in caregiving’ appeared to be the major factor that also
influences caregivers’ outcomes. It suggests that the spiritual domain, not only for the
patient but also for the family caregivers, should be structurally addressed by
professional caregivers and should not be limited to a focus on religion. This model
has the potency to be used in other cultural contexts and enables to enrich the further
development of family caregiving theoretical frameworks.
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Figure 1 A paradigm model of the experiences of family caregivers of patients with cancer in providing care

General Discussion

How can caregiver burden in Indonesia be measured? (Chapter 4)
In chapter 4 we presented how the Caregiver Reaction Assessment (CRA) was crossculturally translated to the Indonesian language (CRA-ID). Psychometric testing was
conducted. Confirmatory Factor Analysis (CFA) and Exploratory Factor Analysis
(EFA) were performed. Five factors from the original instrument were confirmed with
an explained variance of 54.89%. Almost all items in the CRA-ID appeared to have a
similar structure as in the original version. Cronbach’s alphas ranged between 0.64
and 0.81.
The CRA-ID appeared to be feasible, valid and reliable to be used in Indonesia.
By using the CRA-ID, health care professionals in Indonesia will be facilitated to
measure the burden of the family caregivers of patients with cancer.

How can problems and needs of family caregivers of patients
with cancer be measured in Indonesia? And what are their problems
and needs? (Chapter 4)
In chapter 4 we described the cross-cultural process of translating and validating the
Problems and Needs in Palliative Care Caregiver (PNPC-c) questionnaire for Indonesia
(PNPCc-ID) using an exploratory mixed method approach, and assessed problems
and needs of family caregivers of patients with cancer.
During the process of cross-cultural adaptation, seven items were added to the
original 67-item PNPC-c, therefore the PNPCc-ID consists of 74 items. Cronbach’s
alphas ranged from 0.54 to 0.87 (pretesting), and 0.66 to 0.87 (quantitative phase).
We found higher percentages of perceived needs than of perceived problems. Five
out of the seven new items were listed in the 20 most reported problems and needs.
Family caregivers mainly reported problems and needs in the domains ‘own physical
symptoms’, ‘financial issues’ and ‘taking care of the patients’. This implies that family
caregivers are concerned about the patients’ and their own demands and that family
caregivers’ concerns on multidimensional aspects.
We concluded that the approach used for the cross-cultural adaptation appeared
to be highly relevant, since nearly all new items were among the 20 most reported
items. The fact that participants more often reported needs than problems might be
a cultural issue and needs further exploration. Using the PNPCc-ID contributes to
preventing that healthcare professionals merely focus on physical aspects, by exploring
problems and support needs related to all palliative care domains.
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What this thesis adds
A better understanding of experiences of family caregivers
of patients with cancer in comparison with and those of patients
with dementia
With the help of a qualitative approach, we directly compared the experiences of the
family caregivers of patients with cancer and those of patients with dementia. This
adds to a broad overview and specific aspects concerning these populations.

A model on family caregivers’ experiences
Using a grounded theory and a paradigm model, we developed a model to describe
experiences of family caregivers of patients with cancer in Indonesia. The added
value of modeling based on qualitative data is that it is an open approach, allowing
to include not only established concepts and outcomes, but also new phenomena.

Valid instruments for family caregivers in Indonesia
In this thesis, we cross-culturally adapted two international instruments to the
Indonesian language. Clinicians and researchers in Indonesia will be able to gain
benefits by using these valid instruments.

Insights in family caregiving in Indonesia: both negative and
positive impact
We used a mixed method design to qualitatively and quantitatively provide insights in
the impact of caregiving. We did not only explore negative consequences, like
burden, but also elaborated the positive impact of caregiving on family caregivers in
Indonesia, like increased connectedness.

Cultural factors in caregiving from an Asian perspective
In this thesis, we also discussed the cultural context of our findings. This might add
to the lacking information on family caregivers’ from Asian perspective.
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Discussion of the main findings
Comparing experiences of family caregivers of patients with
cancer with those of patients with dementia
Our study, being the first from an Asian perspective, explored similarities and
differences between experiences of caregivers of patients with cancer and of those
with dementia (chapter 2). Like in other Asian countries,1 cancer is perceived as one
of the most feared diseases and receives a lot of attention in Indonesia at the moment.
While cancer care is rapidly improving in Asian countries including Indonesia,
dementia is still seen and treated as a ‘normal elderly condition’.2
We found more similarities on experiences than differences in both groups
(chapter 2). This confirms previous studies showing both types of family caregivers
share similar problems regarding the living situation and how they cope with
challenges.3-5 Moreover, burden exists in both groups of caregivers.5
However, some important differences between both groups of caregivers were
identified. During the process of caregiving, the relationship between the patient with
cancer and his or her family caregiver was built up, while in the process of caregiving
for a person with dementia a feeling of losing contact prevailed. This implies that
caring for the family caregiver and the patient positive synergies are facilitated which
will lead to a better well-being for both of them.6
With regard to dementia care in Indonesia, family caregivers expressed easy,
direct access to health care professionals, which was highly valued. Such a direct
and seamless connection between health care professionals and family caregivers
should therefore be nourished within the fast developments in cancer care in
Indonesia.

‘Belief in caregiving’ and its potency to enrich family caregiver
theories
The process of family caregivers’ experiences is described in the model we developed.
‘Belief in caregiving’ appeared to be the core phenomenon with three interrelated
elements: 1) spiritualism and religion, 2) values and 3) motives for caregiving.
Spiritualism and religion with regard to family caregiving have also been explored
in non-Asian studies. 7-12 This shows that spiritualism and religion is not a new
concept in family caregiving and is also relevant in other settings and cultures. Apart
from that, each culture has normative values in caregiving. In our study, such values
appeared important when caring for a parent or spouse. With regards to motives to
care, previous studies have described two reasons: affection13 and a lack of
alternatives,14 which both are also applicable in Indonesia. Those three elements
appeared to be interrelated and were therefore described as one core phenomenon
in our model.
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Spiritual issues are evident for family caregivers of patients with cancer at several
moments in time in the disease trajectory.15 In line with our findings, also previous
studies described spirituality and religion as coping mechanisms for family
caregivers.16-18 Unfortunately these insights are hardly used in clinical practice.17
Lack of support on this essential aspect might have negative consequences for the
family caregivers. For that reason, this aspect should be embedded in palliative care
services, not only in the last phase of the patient’s life but throughout the disease
trajectory.15
To date, several popular theories have been used in family caregiving studies,
namely the stress process and coping theory,19-21 the caregiver well-being theory,22
the caregiving process theory,23, 24 the role-strain theory25 and the social support
theory.26 ‘Belief in caregiving’ has no place in any of those theories. Our theoretical
framework therefore has the potency to enrich family caregiving’ theories in- and
outside Asia, as spiritualism, motives for and values regarding caregiving are
universal elements that are applicable in any setting and culture. We recommend that
‘Belief in caregiving’ will be further conceptualized in more practical and technical
aspects.

Valid instruments for Indonesia
In this thesis, we cross-culturally translated and validated two instruments as using
existing instruments is recommended rather than developing new ones.27, 28 The first
one is the CRA, an international instrument to measure caregiver burden. The CRA-ID
consists of five subscales: impact on health, impact on finances, impact on schedule,
lack of family support and self-esteem. Unfortunately, this instrument is mainly
measuring negative impact. Nevertheless, until now the CRA is still considered as
one of the most useful instruments in family caregiving studies because it has been
well-developed29 and it is able to measure a broad range of caregiver responses and
experiences.27
The second instrument is the Problems and Needs of Palliative Care for the
caregiver (PNPC-c) to explore problems and needs of family caregivers of patients
with cancer. In order to use an international instrument, not only the language but also
culture adaptation is essential.30, 31 During this process, with the help of mixed
method approach,32 we added seven items that did not exist in the original version of
the instrument.33
The existence of instruments might enhance the implementation of palliative care
in Indonesia in clinical and research practice. Nurses and health care professionals
in Indonesia are able to use these instruments especially during the first contacts with
the patient and the family caregivers. Also, Indonesian researchers have the
opportunity to perform international comparison studies when using the same
instrument.
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Impact of caregiving
In this thesis, we described the negative and positive impact of family caregiving on
patients with cancer in Indonesia, using qualitative and quantitative methods.
Negative impact
In our qualitative study we found that family caregivers in Indonesia suffered from
physical, psychological, spiritual, social and financial consequences of providing
care to patients with cancer (Figure 1, chapter 3). Financial consequences appeared
more intense for family caregivers of patients with cancer than for those of patients
with dementia, and sometimes even resulting in debt (chapter 2).
The negative impact of caring for a patient with cancer has been explored in
previous studies,24, 34-39 showing that family caregiving has physical and psychological
consequences. The situation might be more challenging for caregivers in Asian
countries, since looking after an ill member of the family is considered a norm.40, 41
Therefore caregivers’ own needs might be overlooked by health care professionals
or their communities.
Our quantitative studies also revealed that family caregivers experienced
considerable problems in providing care for patients with cancer. Family caregivers
reported problems related to the patients’ care and to their own needs. This confirms
a previous review which revealed that family caregivers of patients with cancer face
multidimensional issues.42 Unfortunately, caregivers’ needs remain frequently
unmet,43 which contributes to the negative impact of caregiving on caregivers.44, 45
The PNPCc-ID can also be used in clinical practice. The instrument provides health
care professionals with a more structured assessment tool.
Positive Impact
Exploring positive consequences of caregiving is fundamental,46 since they are
protective factors for caregivers’ negative outcomes.47-49 Knowing positive
consequences will be useful to assist caregivers during the adaptation process and
to maintain their well-being.50
The positive impact of caregiving has been described in our qualitative studies
(chapter 2 and 3). Firstly, caregivers gained new information on health while
performing this task. Using this new knowledge, they became more aware of their
own health and changed to a healthier lifestyle. Secondly, personal growth was
reported, as they became calmer and more patience. Next, the caregiving task
appeared rewarding since the most important motives to take care of a sick member
of the family was to receive ‘pahala’ (reward) and to save their place in heaven.
Caregiving activities left family caregivers with a good feeling about themselves as
they had done good things for others. At last, the most prominent change was in the
social domain, where family cohesiveness was described. Especially when the
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patient is the elder parent, a more intense communication with their siblings was
reported. Further, the quality of the relationship with the patient grew during the
process of caregiving. They felt the importance of togetherness and being present.
Therefore, they spent more time together, showed affection and tried to cherish the
moment, things they often took for granted in the past (chapters 2 and 3).
The positive impact of caregiving we found is in line with previous studies.48, 50, 51
Our findings confirm that caregivers get a stronger relationship with the patient and
experience rewarding feelings, personal growth, personal satisfaction and acceptance.
Our study adds information from the Asian perspective since caregiving research
is still dominated by Western studies.50, 51 With respect to culture-related factors it is
still unclear whether the positive and negative consequences of caregiving are similar
for Asian and Western caregivers.

Cultural context related to caregiving in Indonesia
Ethnicity and culture influence the caregiving process and caregivers’ outcomes.52 In
our qualitative studies (chapter 2 and 3), we found that caregivers sincerely accepted
their role as caregivers. This confirms previous finding showing that Javanese people
tend to easily accept a situation even if it is difficult53 ‘Nrimo ing pandum’, one of the
important Javanese values, refers to the compulsion to be grateful for whatever God
has given.54 This value is highly relevant in caregiving, especially because spirituality
and religion are central in everyday life,55 54, 55 and used as a constructive coping
mechanism in Indonesia.56
We also found that family caregivers tend to hide their emotions and avoid
confrontations in front of the patient (chapter 2). This confirms findings from another
study that keeping calm and hiding emotions, especially sad ness or anger in any
condition is highly valued by the Javanese culture.57 Javanese people are taught to
possess the attitude of ‘ngemong roso’ (show warm and positive remarks).54 These
are shown by displaying a tolerant and uncritical attitude, performing a non-demanding
attitude and fulfilling needs of others.54, 58 Both patients and family caregivers apply
these attitudes so that they are able to live in harmony.58, 59
In our quantitative study, we found higher percentages of reported needs for
support than of reported problems of caregivers (chapter 5). This finding might also
be related to what I mentioned earlier: caregivers attempt to comply with cultural
values: to accept it, to not complain and to keep harmony, and consequently
underreport problems.
Cultural factors might either ease or intensify caregivers’ burden. To that end,
healthcare professionals are expected to have sufficient knowledge about and
understanding of culture-related factors in order to not overlook the impact of
caregiving on the family caregivers.
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Methodological considerations
To meet the research aims, we used qualitative and quantitative designs. This combination
gives a broad understanding on the impact of family caregiving to patients with
cancer in Indonesia. It enabled us to get detailed insights in family caregivers’
experiences as well as to quantify its impact.

Strengths
Firstly, we performed our study on caregiving impact in a low-middle income country
with limited palliative care services. A lack of studies from such countries exists60:
85% of all medical studies worldwide are from western countries.61
Secondly, we attempted to use rigorous qualitative and quantitative methodologies.
This thesis is especially strong in the use of grounded theory, following the method
described by Strauss and Corbin.62 We used a paradigm model to develop a
theoretical framework on family caregivers’ experiences. We also used a rigorous
mixed method design32 to cross-culturally adapt the PNPC-c for Indonesia
(PNPCc-ID). Thirdly, from the in which we compared experiences of family caregivers
of patients with cancer with those of persons with dementia, we gained insights in
universal and disease-specific caregiving experiences.
Finally, we managed to collect data from over 450 participants for the quantitative
studies. This successful inclusion was established by a strategy in which the
researcher as well as research assistants were present in the clinics and offered the
opportunity to have a face to face interview with the participants. Also, the direct link
with physicians and nurses in the field also stimulated to speed up our data collection
process. This successful recruitment strategy also shows the potency to enhance the
quality of palliative care development in Indonesia in the near future by having the
willingness of family caregivers and patients to be involved in these types of studies.

Limitations
We did not involve family caregivers of patients who recently had been diagnosed
with cancer, nor family caregivers during the bereavement period, and thus gained
no insights in the experiences of these groups of caregivers. Next, although we aimed
to perform member-checking for the qualitative studies, no participant was willing to
be involved in it, due to their busy schedule. For the quantitative studies, we employed
a cross-sectional descriptive design. Consequently, we were not able to describe
causal relationships among variables. We face-to-face collected data of the participants.
Although this reduced the number of missing data63 and enhanced the return rate,
it might have caused family caregivers to hide their feelings or not reveal the truth.64
At last, due to several reasons, some patients were present during the sessions, which
might have made family caregivers reluctant to reveal their feelings in front of them.

129

6

Implications and recommendations
Policy changes
There have been some significant progresses in the financial scheme for patients
with cancer since the implementation of the universal health coverage in Indonesia in
2014, which is the year before I started the studies described in this thesis. However,
the services are still limited to hospitals. Our studies revealed how much the family
caregivers put effort to perform caregiving tasks and how they valued these tasks.
Home care services might be a better option for palliative care patient in Indonesia.
Therefore, there is an urgent need to execute home care supports as part of the
universal health care coverage scheme.
With regards to palliative care, there is only one governmental regulation in
Indonesia launched by the Ministry of Health in 2007.65 It states that palliative care
should be implemented in five provinces. After more than one decade, the need for
palliative care services has increased significantly; this regulation should be updated,
so that palliative care should be included in all health care services.66
At last, in order to enhance the implementation and quality of palliative care
services, Indonesia should put more consideration on evidence-based policy. More
funding and schemes for research or initiatives for palliative care studies as part of
non-communicable diseases are needed in order to develop the most suitable
interventions or strategies to enhance the quality of life of the patients and family
caregivers in Indonesia.

Clinical practice
Palliative care is an approach that improves the quality of life of patients and their
families facing the problem associated with life-threatening illness.67 My thesis confirms
that not only patients, but also family caregivers perceive impact from cancer.
Consequently, the concept of palliative care should be integrated in the care provision
of health care professionals in cancer care, including care for family caregivers.
Professionals are potentially able to relieve caregivers’ burden by assessing determinants
of burden and react when needed. Also, palliative care should start earlier in the
disease trajectory.
Our study revealed that ‘belief in caregiving’ was the major factor in caregiving
and influences the caregivers’ outcome. It implies that the spiritual domain not only
for the patients but also for the family caregivers needs to be addressed by health
care professionals, especially as religion is the center of life for Indonesian people.55
Next, I recommend that Indonesian health care professionals in palliative care start to
apply the PNPCc-ID in daily practice. From now on, it should be embedded in
palliative care services in Indonesia.
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Education
My thesis revealed that family caregivers play an important role in caregiving as the
closest support for the patients, especially in countries like Indonesia where not every
family has the luxury of having any support from health care professionals at home.
Family caregivers should be equipped with some basic information on how to take
care of patients at home. This should include information and skills training about
basic care such as how to handle the patients’ pain, personal hygiene, providing
medication and basic wound care.
Health care professionals also need to show their appreciation and attention for
family caregivers. Especially in an Asian country like Indonesia, where people are
taught not to show their problems and resentments during the caregiving process.
Attention and caring from health care professionals (doctors, nurses, psychologists
and other health care professionals), will ease their burden.
In 2017, there was a reconstruction of the nursing curricula in Indonesia; since
then palliative care is included in the nursing education framework. The implementation,
however, still varies from one institution to another, due to a lack of knowledge in the
nursing educators. Students of other health care curricula in Indonesia, particularly to
become physician, psychologist, and social worker also need to receive education in
palliative care. And as part of that, caring for the family caregiver should be an
element of this palliative care education.
At the moment, a University in Surabaya, Indonesia is preparing a curriculum for
medical specialists in palliative care, which is planned to be ready in 2020-2021. This will
be a milestone within the development of palliative care in Indonesia. We recommend
that also a curriculum to become a palliative care nursing specialist should be
prepared. Such a palliative care specialist in nursing should work in a multidisciplinary
team and develop and coordinate a nursing care plan for palliative patients and their
families. Advanced knowledge, skills and communication skills are requested.
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Future studies
Our study found that ‘belief in caregiving’ was the central phenomenon for family
caregivers. It has the potency to enrich existing family caregiving theories, as this
element was lacking. Further studies need to test this concept. A more suitable
research design, for instance path analysis, will be useful to test the relationship
among variables. Secondly, we found that family caregivers reported more needs for
support than problems. The way Asian family caregivers response on these questions
might be influenced by culture. A study should be conducted to provide new insight
in this specific question. Effective interventions to address problems, needs and
burden should be on the agenda for future research in Asia, where caregiving is part
of a norm. At last, a larger scale quantitative comparison of caregiver burden in Asian
countries with those in non-Asian ones could provide more insights in the impact of
caregiving in different cultures and with different organizations of care.
Research in Indonesia should also address the development of a new approach
and new interventions for family caregivers. Because by caring for the family, the
patient is cared for as well. At last, since burden including problems and needs for
support of family caregivers may change through the disease trajectory, longitudinal
prospective studies are needed in order to identify and address specific needs for
support in each stage of illness.
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Summary
In the introduction of this thesis, chapter 1, I describe how important the role of family
caregivers is in looking after patients with cancer, especially in Asian countries. In
Indonesia, where health care professionals and palliative care resources are still
limited and mainly restricted to the hospital, family caregivers have an essential and
important role in taking care of a patient, due to social but also practical reasons.
However, still little attention is provided to them.
The main objective of this thesis was to describe the impact of family caregiving to a
relative with cancer in Indonesia.
In chapter 2, we compared the lived experiences of family caregivers of patients with
cancer with those of persons with dementia, and explored the role of social health in
these experiences. A qualitative study was performed, with in-depth interviews with
family caregivers in two outpatient clinics in Yogyakarta, Indonesia. We found three
themes: Problems with caregiving, Dealing with problems, and Belief in caregiving.
We found more similarities than differences between experiences of caregivers in
both groups. Half of the categories were related to social health: challenges,
consequences, hiding, social support, and the caregiver’s approach. In dementia
care, the organization was more simple and direct. In cancer care, on the other
hands, more communication problems with professionals existed. The financial
impact was also more intense for the latter group. Finally, caregivers of patients with
cancer experienced strengthening of the relation with the patient, while caregivers of
persons with dementia felt more distance in this relation. In conclusion, family
caregivers of both groups mostly had similar experiences regarding their caregiver
role. Therefore, gaining a better understanding of the specific experiences of
caregivers and their social health, opens new avenues for interventions to improve
their quality of life.
In chapter 3, we present the experiences of family caregivers of patients with cancer
through a theoretical framework. Following a grounded theory approach, the constant
comparative method was used for data analysis for this study and a paradigm
scheme was employed for developing the framework. Both positive and negative
experiences were identified. ‘Belief in caregiving’ was the core phenomenon. This
reflects the caregiver’s conviction that providing care is an important value, which
becomes the will power and source of their strength. Belief in caregiving consists of
spiritual and religious issues, values and motivation to care, and is influenced by
contextual factors. This core phenomenon itself influences actions of the caregiver.
Social support was an intervening factor for the core phenomenon and for the actions
of the caregiver. We expect that this theoretical framework might also be useful in
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other cultural contexts. This framework implies that the spiritual domain, not only for
the patient but also for the family caregiver, should be structurally addressed by
professional caregivers.
In chapter 4, we describe how we cross-culturally translated and performed psychometric
testing of the Caregiver Reaction Assessment (CRA), a well-developed instrument, to
measure caregiver burden in Indonesia. We performed Confirmatory Factor Analysis
(CFA) and Exploratory Factor Analysis (EFA). Five factors from the original instrument
were confirmed with an explained variance of 54.89%. Almost all items in the CRA-ID
appeared to have a similar structure as the original version. Cronbach alphas ranged
between 0.64 and 0.81. Indonesian researchers can use the CRA-ID because it
appeared to be feasible, valid and reliable for measuring the burden of family
caregivers of patients with cancer in Indonesia. Having the CRA available in the
Indonesian language will enhance the possibility for international comparison studies
of family caregiver burden using the same instrument.
In chapter 5, we cross-culturally translated and adapted the Problems and Needs in
Palliative Care Caregiver (PNPC-c) questionnaire for Indonesia and got insights in
the problems and needs of family caregivers of this patient group. Although family
caregivers have an important role in caring for a patient with cancer, especially in
many Asian countries caregiving where it is part of the norm, little is known about
associated problems and needs and no validated instruments to measure them
existed in Asia.
We used a mixed method approach: a qualitative, an intermediate and a
quantitative phase. Using the results of chapter 2, relevant items missing in the
original PNPC-c were added through content analysis. Next, cross cultural translation
and content validity was performed. In this phase, seven items were added. Pretesting
was conducted with 40 participants. Finally, the PNPCc-ID was applied; 411 family
caregivers participated in this phase. Cronbach’s alphas ranged from 0.54 to 0.87
(pretesting), and 0.66 to 0.87 (quantitative phase). We found higher percentages of
needs for support than of perceived problems. Most new added items (five out of
seven) were listed in the 20 most reported problems and needs. The most reported
problems and needs for support were in the domains ‘own physical problem’,
‘financial issues’ and ‘taking care of the patient’. In conclusion, a mixed method
approach for cross-cultural adaptation of an instrument appeared to be highly
relevant, since nearly all new items in the PNPCc-ID were among the 20 most
reported. The fact that participants more often reported needs for support than
problems might be a cultural issue and needs further exploration.
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In chapter 6, we discussed our main findings. We provided some implications and
recommendations for clinical practice, education, and future research. This thesis will
be an important step in the improvement of palliative care implementation, especially
for family caregivers, in Indonesia.
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Samenvatting

Samenvatting
In de introductie van deze thesis, hoofdstuk 1, beschrijven wij hoe belangrijk de rol
van mantelzorgers is bij het verzorgen van patiënten met kanker. Dit geldt in het
bijzonder voor Aziatische landen, zoals Indonesië, waar zorgverleners en (hulp)
middelen voor palliatieve zorg beperkt, en alleen in het ziekenhuis, aanwezig zijn.
Hierdoor hebben mantelzorgers in Indonesië een essentiële en belangrijke rol.
Desondanks wordt er nog steeds weinig aandacht aan hen besteed.
Het hoofddoel van dit proefschrift was het beschrijven van de impact van het
verlenen van mantelzorg op naasten van patiënten met kanker in Indonesië.
In hoofdstuk 2 hebben wij de mantelzorgervaringen van naasten van patiënten met
kanker vergeleken met die van naasten van patiënten met dementie. Daarnaast
hebben wij gekeken naar de rol van sociale gezondheid in deze ervaringen.
Wij voerden hiervoor een kwalitatief onderzoek uit met behulp van diepte-interviews.
De geïnterviewde mantelzorgers kwamen uit twee poliklinieken in Yogyakarta, Indonesië.
We vonden drie thema’s: problemen met mantelzorg, omgaan met problemen en geloof
in mantelzorg. Bij het vergelijken van beide groepen vonden wij meer overeenkomsten
dan verschillen. De helft van de categorieën had betrekking op de sociale gezondheid:
uitdagingen, gevolgen, verhullen, sociale steun en de benadering van de zorgverlener.
De organisatie van de zorg werd verschillend ervaren door beide groepen mantelzorgers:
mantelzorgers van patiënten met dementie vonden de organisatie van de zorg
eenvoudig en direct. Mantelzorgers van patiënten met kanker ervoeren daarentegen
communicatieproblemen met zorgverleners. Voor deze laatste groep was de financiële
impact ook intenser. Ten slotte voelden mantelzorgers van patiënten met kanker een
sterkere band met de patiënt, terwijl mantelzorgers van patiënten met dementie een
groeiende afstand ervoeren in hun relatie met de patiënt. Concluderend hadden
mantelzorgers van beide groepen meestal vergelijkbare ervaringen met hun rol als
mantelzorger. Het beter begrijpen van de specifieke ervaringen van zorgverleners en
hun sociale gezondheid biedt nieuwe mogelijkheden voor interventies om hun
kwaliteit van leven te verbeteren.
In hoofdstuk 3 presenteren wij de ervaringen van mantelzorgers van patiënten met
kanker door middel van een theoretisch kader. Wij volgden binnen dit onderzoek de
‘grounded theory approach’, waarbij wij voor de data-analyse de ‘constant comparative
method’ en een paradigma-model gebruikten om tot een theoretisch kader te komen.
Zowel positieve als negatieve ervaringen met het verlenen van mantelzorg werden
geïdentificeerd. Geloof in zorg was het centrale fenomeen. Dit fenomeen weerspiegelt
de overtuiging van mantelzorgers dat zorg verlenen een belangrijke waarde voor hen
is, die hen wilskracht geeft en een bron van hun kracht is. Geloof in zorg bestaat uit
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spirituele en religieuze elementen, waarden, en motivatie om te zorgen. Geloof in de
zorg wordt beïnvloed door contextuele factoren. Dit centrale fenomeen zelf beïnvloedt
weer de acties van de mantelzorger. Sociale steun bleek een interveniërende factor
voor het centrale fenomeen te zijn als ook voor de acties van de mantelzorger. Wij
verwachten dat dit theoretische kader ook toepasbaar kan zijn binnen andere
culturen. Dit kader laat zien dat zorgprofessionals het spirituele domein structureel
aandacht moeten geven, niet alleen voor patiënten zelf, maar ook voor hun
mantelzorgers.
In hoofdstuk 4 beschrijven wij hoe wij de ‘Caregiver Reaction Assessment (CRA)’
vragenlijst cross-cultureel hebben vertaald en psychometrisch hebben getest voor
toepassing in Indonesië. De CRA is zorgvuldig ontwikkeld en is in veel landen een
instrument om de belasting van mantelzorgers te meten. Wij hebben Confirmatory
Factor Analysis (CFA) en Exploratory Factor Analysis (EFA) uitgevoerd. Vijf factoren
uit het oorspronkelijke instrument werden ook in de Indonesische versie gevonden
(CRA-ID), met een verklaarde variantie van 54,89%. Bijna alle items in de CRA-ID
bleken een vergelijkbare structuur te hebben als in de originele versie. Cronbach’s
alfa varieerde tussen 0,64 en 0,81. De CRA-ID bleek haalbaar, betrouwbaar en valide
voor het meten van de belasting van mantelzorgers van patiënten met kanker in
Indonesië. Indonesische onderzoekers kunnen de CRA-ID dan ook gebruiken. De
beschikbaarheid van de CRA in Indonesië maakt het mogelijk om resultaten in
Indonesië te vergelijken met die van andere landen.
In hoofdstuk 5 beschrijven wij de problemen en behoeften van Indonesische
mantelzorgers. Hiervoor gebruikten wij de ‘Problems and Needs in Palliative Care
Caregiver (PNPC-c)’ vragenlijst, welke we cross-cultureel vertaald en aangepast
hebben. Hoewel in veel Aziatische landen mantelzorg gebruikelijk is en mantelzorgers
een belangrijke rol hebben in het zorgen voor patiënten met kanker, is er weinig
bekend over de hiermee samengaande problemen en behoeften. Daarnaast bestaat
er geen gevalideerd instrument om dit te meten.
Wij gebruikten een mixed-method benadering met een kwalitatieve, een
intermediaire en een kwantitatieve fase. Resultaten uit hoofdstuk 2 werden gebruikt
om de originele PNPC-c aan te vullen met relevante items die ontbraken. Dit werd
gedaan met behulp van inhoudsanalyse. Vervolgens werden deze vertaald naar het
Indonesisch en werd de inhoud gevalideerd. Uiteindelijk werden er zeven items
toegevoegd. Een pre-test werd uitgevoerd met 40 deelnemers. Tenslotte werd de
PNPCc-ID (Indonesische versie van de PNPCc) uitgezet waarbij 411 mantelzorgers
deelnamen. Cronbach’s alfa varieerde van 0,54 tot 0,87 (pretesting) en 0,66 tot 0,87
(kwantitatieve fase). Er was meer behoefte aan ondersteuning dan dat er expliciete
problemen werden benoemd. De meeste (vijf van de zeven) van de door ons

144

Samenvatting

toegevoegde items behoorden tot de twintig meest gemelde problemen en
behoeften. De meest genoemde problemen en behoeften aan ondersteuning
bevonden zich in de domeinen: ‘eigen fysieke problemen’, ‘financiële problemen’ en
‘zorgen voor de patiënt’. Wij concluderen dat een mixed-method benadering voor
interculturele toepassing van dit instrument zeer relevant bleek, aangezien bijna alle
nieuwe items in de PNPCc-ID tot de 20 meest genoemden behoorden. Het feit dat
deelnemers vaker aangaven behoefte te hebben aan ondersteuning dan problemen
te rapporteren kan een culturele kwestie zijn. Dit moet nader onderzocht worden.
In hoofdstuk 6 worden de belangrijkste bevindingen besproken. Enkele implicaties
en aanbevelingen voor praktijkvoering, onderwijs en toekomstig onderzoek worden
gegeven. Dit proefschrift vormt een belangrijke stap in het verbeteren van palliatieve
zorg-implementatie voor mantelzorgers in Indonesië.

7

145

146

Rangkuman

Rangkuman
Pada pendahuluan tesis ini (bab 1), saya mendeskripsikan mengenai pentingnya
peran pengasuh keluarga (family caregiver) dalam perawatan pasien kanker,
terutama di negara-negara Asia. Di Indonesia, tenaga kesehatan dan pemberi
layanan paliatif masih sangat terbatas jumlahnya, dan sebagian besar masih
berpusat di rumah sakit. Sehingga pengasuh keluarga berperan sangat penting bagi
pasien kanker, baik untuk alasan sosial maupun alasan praktis. Namun, perhatian
yang diberikan kepada para pengasuh keluarga masih sangat terbatas. Oleh karena
itu, tujuan utama dari tesis ini adalah untuk memberikan gambaran tentang dampak
tugas pengasuhan terhadap pengasuh keluarga penderita kanker di Indonesia.
Pada bab 2, kami membandingkan pengalaman pengasuh keluarga pasien kanker
dan pengasuh keluarga pasien demensia, serta mengeksplorasi peran kesehatan
sosial dalam pengalaman mereka. Penelitian kualitatif dilakukan dengan wawancara
mendalam kepada para pengasuh keluarga di dua klinik rawat jalan di salah satu
rumah sakit di Yogyakarta, Indonesia. Kami menemukan tiga tema, yaitu masalah
dengan perawatan, bagaimana menghadapi permasalahan dan kepercayaan terkait
perawatan. Hasil yang diperoleh adalah bahwa ditemukan lebih banyak persamaan
daripada perbedaan dalam pengalaman dua kelompok keluarga tersebut. Separuh
kategori yang terkait dengan kesehatan sosial adalah: hambatan, konsekuensi,
bersembunyi, dukungan sosial dan pendekatan keluarga. Dalam perawatan
demensia, pelayanan lebih sederhana dan langsung. Di sisi lain, dalam pelayanan
kanker, partisipan melaporkan lebih banyak masalah komunikasi dengan tenaga
kesehatan. Dampak keuangan juga lebih intens dirasakan oleh keluarga penderita
kanker. Pada akhirnya, pengasuh keluarga pasien kanker merasakan hubungan
yang lebih kuat dengan pasien, sementara pengasuh keluarga penderita demensia
merasakan adanya jarak dalam hubungannya dengan pasien demensia.
Kesimpulannya, pengasuh keluarga dalam kedua kelompok ini memiliki pengalaman
yang mirip. Oleh karena itu, mendapatkan pemahaman yang lebih baik tentang
pengalaman yang spesifik untuk para pengasuh keluarga dengan pasien kasus
kronis dengan diagnosa yang berbeda dan mengeksplorasi kesehatan sosial mereka
dapat membuka peluang untuk suatu intervensi baru yang dapat meningkatkan
kualitas hidup mereka.
Di bab 3, kami menggambarkan pengalaman pengasuh keluarga pasien kanker
dalam kerangka teoritis. Kami menggunakan pendekatan grounded theory dimana
metode constant comparative digunakan untuk menganalisa data dan skema
paradigma (paradigm scheme) digunakan untuk mengembangkan kerangka teoritis.
Kami mengeksplorasi pengalaman positif dan negatif pengasuh keluarga.
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‘Kepercayaan terhadap perawatan’ menjadi fenomena inti. Hal ini merefleksikan
keyakinan pengasuh keluarga bahwa menyediakan perawatan bernilai penting; ini
yang menjadikan mereka memiliki kehendak yang kuat dan juga menjadi sumber
energi bagi para pengasuh keluarga. ‘Kepercayaan terhadap perawatan’ terdiri dari
komponen agama dan spiritual, nilai dan motivasi dalam merawat, dan dipengaruhi
oleh faktor-faktor kontekstual. Fenomena inti ini mempengaruhi tindakan keluarga.
Dukungan sosial menjadi faktor yang mempengaruhi fenomena inti dan tindakan
keluarga. Kami berharap bahwa kerangka teoritis ini dapat bermanfaat dalam
konteks budaya yang berbeda. Kerangka teoritis ini mengindikasikan bahwa domain
spiritual pasien dan keluarga perlu di tangani secara terstruktur oleh tenaga
kesehatan.
Dalam bab 4, kami menjelaskan bagaimana kami menerjemahkan alat ukur Caregiver
Reaction Assessment (CRA) secara lintas budaya dan melakukan pengujian
psikometrik sehingga CRA-ID ini dapat digunakan untuk mengukur beban pengasuh
di Indonesia. Kami melakukan uji Analisis Faktor secara Konfirmatori (CFA) dan
Eksploratori (EFA). Lima faktor dari instrumen asli dapat dikonfirmasi dengan varian
yang dijelaskan (explained variance) sebesar 54,89%. Hampir semua item dalam
CRA-ID tampaknya memiliki struktur yang sama dengan versi aslinya. Alpha
Cronbach berkisar antara 0,64 dan 0,81. Peneliti Indonesia dapat menggunakan
CRA-ID karena terbukti layak, valid dan dapat diandalkan untuk mengukur beban
pengasuh keluarga pasien kanker di Indonesia. Dengan memiliki alat ukur CRA yang
tersedia dalam bahasa Indonesia dapat meningkatkan peluang untuk dilakukannya
studi komparasi secara internasional terkait beban pengasuh keluarga dengan
menggunakan instrumen yang sama.
Dalam bab 5, kami menerjemahkan dan mengadaptasikan kuisioner Masalah dan
Kebutuhan terhadap Perawatan Paliatif untuk Pengasuh Keluarga (PNPC-c) untuk
Indonesia secara lintas budaya. Kemudian kami juga mengumpulkan data tentang
masalah dan kebutuhan pengasuh keluarga pasien kanker di Indonesia menggunakan
instrument PNPCc-ID. Meskipun pengasuh keluarga memiliki peran penting dalam
merawat pasien dengan kanker, terutama di banyak negara Asia, namun masih
sedikit yang diketahui tentang masalah dan kebutuhan mereka, dan tidak ada
instrumen yang valid untuk mengukur hal tersebut di Asia.
Kami menggunakan desain penelitian mixed method: kualitatif, menengah dan
kuantitatif. Dengan menggunakan hasil yang terpapar di bab 2, item relevan yang
tidak ada dalam PNPC-c versi asli ditambahkan melalui analisis isi (content analysis).
Selanjutnya, dilakukan terjemahan lintas budaya dan validitas isi (content validity).
Dalam fase ini, tujuh item ditambahkan. Pengujian awal dilakukan kepada 40
partisipan. Kemudian kami menggunakan PNPCc-ID dimana 411 pengasuh keluarga
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berpartisipasi dalam fase ini. Alpha Cronbach berkisar antara 0,54 hingga 0,87
(pretesting), dan 0,66 hingga 0,87 (fase kuantitatif). Hasil yang diperoleh adalah
bahwa terdapat persentase yang lebih tinggi pada kebutuhan untuk mendapatkan
dukungan daripada laporan tentang masalah yang dialami pengasuh keluarga.
Sebagian besar item baru yang ditambahkan (lima dari tujuh item) masuk dalam 20
masalah dan kebutuhan yang paling banyak dilaporkan. Masalah dan kebutuhan
untuk mendapatkan dukungan yang paling banyak dilaporkan ada di domain
‘masalah fisik diri sendiri’, ‘masalah keuangan’ dan ‘perawatan pasien’. Dapat
disimpulkan bahwa pendekatan mixed method untuk adaptasi lintas-budaya dari
instrumen PNPCc-ID tampaknya sangat relevan, karena hampir semua item baru
dalam PNPCc-ID ada di antara daftar 20 item yang paling banyak dilaporkan. Para
partisipan lebih sering melaporkan kebutuhan untuk mendapatkan dukungan
daripada melaporkan permasalahan yang mereka hadapi, sehingga hal ini mungkin
saja merupakan masalah budaya dan perlu penelusuran lebih lanjut.
Bab 6 membahas mengenai temuan utama dalam tesis ini. Kami menyampaikan
beberapa implikasi dan rekomendasi untuk praktik klinis, pendidikan, dan penelitian
di masa depan. Tesis ini akan menjadi langkah penting dalam meningkatkan
implementasi perawatan paliatif, terutama untuk pengasuh keluarga, di Indonesia.
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Data management
This thesis is based on the results of human studies, which were conducted in
accordance with the principles of the Declaration of Helsinki. These studies granted
ethical approval from from the Medical and Health Research Ethics Committee
(MHREC), Faculty of Medicine, Universitas Gadjah Mada – Sardjito Hospital (KE/
FK/744/EC/2015) and the Ethical Committee in Health Research Dr. Soetomo general
hospital Surabaya (No: 46/Panke.KKE/I/2016). This project was funded by the
Netherland Fellowship PhD Program organized by Nuffic.
During our studies, participants provided a signature on the written informed
consent when agreeing to participate. The paper data is stored in a locked archive of
the Nursing School, Universitas Gadjah Mada.
For the qualitative studies (chapters 2 and 3), the interviews were audio-taped.
Transcripts used the help of Word (Microsoft Office) and were converged to Atlas ti at
Radboudumc, software for qualitative data analysis. For the quantitative studies
(chapters 4 and 5), participants filled in a booklet of questionnaires. All quantitative
data were entered into computer by the use of excel. SAS Data Management version
9.2 and Statistical Package for the Social Sciences (SPSS) version 25 licensed under
Radboudumc were used to analyze the quantitative data. The privacy of the
participants in this study is warranted by use of encrypted and unique individual
subject codes. This code corresponds with the code on the participants’ informed
consent. All data were stored anonymously to keep confidentiality.
The raw dan processed data of the projects of this thesis will be stored in a folder
on the department server of IQ-Healthcare. These databases are only accessible by
the project lead and research management. It will be stored under the folder called
“CAPtAIN” for 15 years which is accessible only by the Secretaries of IQ healthcare.
Request for data can be made via receptive iqh@radboudumc.nl. A suitable way to
share the data will then be sought.
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- Asia Pacific for Palliative and Hospice Care (Singapore)b
- European Association for Palliative Care (Berlin)b
- Association for Palliative and Hospice Care (Surabaya)a, b

2015
2016
2016
2017
2017
2017
2018
2019

0.2
1.0
1.0
1.0
1.0
1.0
1.0
1.5

OTHERS (Reviewer scientific paper)
- BMC Palliative Care
- Journal of Epidemiology and Public Health Reviews
- BMC Public Health

2018
2019
2019

0.2
0.2
0.2

161

7

TEACHING ACTIVITIES
LECTURING
- Training for volunteers (Indonesian Cancer Foundation, Yogyakarta)
- Introduction on Palliative Care (Ngesti Waluyo Temanggung, Indonesia)
- Current situation on palliative care in Indonesia (Dr Soetomo, Surabaya)
- ‘Palliative care in Indonesia comparison to other countries’ (UGM)
- Research in Palliative Care in Indonesia (Dr Soetomo, Surabaya)
- Palliative care course for nurses, 4 days (Murni Teguh Hospital, Medan)
- Communication for palliative care patients, 3 days (Palembang hospital)
- Qualitative research workshop (Himponi, Yogyakarta)
- Qualitative research workshop, 2 days (Stikes Lumajang)
- ‘How to live with people with dementia’, ALZI, Salatiga
- Introduction for Qualitative study (Surya Global Nursing, Yogyakarta)
- Qualitative method (Master program, Faculty of Medicine, UGM)
- Public Speaking (Master program, Faculty of Medicine, UGM)
- Palliative Care in Indonesia (Public health services, Yogyakarta)
- ‘How to be a good and innovative nurse’ (Notokusumo school
of nursing)

2015
2015
2016
2016
2017
2016
2017
2017
2018
2017
2018
2018
2019
2019
2019

0.2
0.2
0.2
0.2
0.2
2.0
0.5
1.0
2.0
0.2
0.5
0.2
0.2
0.3
0.2

- Scientific member (ACiNE conference, Yogyakarta)
2018
- Scientific Committee Oncology Nurses Association (Yogyakarta)
2018
- Poster and scientific committee in Asia Pacific Hospice and Palliative 2019
Care Conference, Surabaya

0.25
0.5
0.5

TOTAL

36.5

SUPERVISION AND OTHERS

aOral

presentation
presentation

bPoster
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Javanese is rich with symbols. We attempt to tell the whole story of family caregivers of
patients in terminal illness in the cover of this doctoral thesis as follow:
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.

The patient. It is shown by a swollen right eye. In his hand, he is bringing some sort of ‘necklace’ which he uses
for praying
Family caregivers. The patient is surrounded by his beloved family caregivers who are smiling and holding
his hands.
Umbul-umbul (flags). It represents power and ambition. It is shown rather distant from the patient.
It illustrates that the patient should leave his power and ambition in order to have peace.
Kala (time). It should be at the top as it represents time. However, it is shown at the bottom, which means that
the patient’s time is reaching the end.
A bridge. It is a symbol of a way to the life after life.
A tree which provides shades and comfort
11 stones. In Javanese 11 is a number that represents ‘kawelasan’ or the request for God’s mercy
Singing ladies
A guy with a musical instrument, together with singing ladies representing the source of joy and comfort
Gunungan (mountain in Wayang puppet). In Javanese, gunungan represents an opening. It is normally illustrated
as standing upright. As the patient reaches the end of life, this is shown obliquely.
A garuda bird. It is a symbol of power.
Bothekan (a medicine). It is pictured under a tree. Although it is almost impossible, the family caregivers always
look for a remedy or medicine to give comfort to the patient
A horse. Javanese illustrates a horse as a strong mode of transportation. This helps the patient travel in the life
after life. Horse is also an animal that is believed to be never tired and giving up
Stars. Those provide light and hope in the earth or in the life after life.
Fence. A symbol of home in the life after life.

