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General Introduction






General Introduction

Providing care that aligns with patients’ values, wishes, and preferences, also during
periods of incapacity, is the foundation of patient-centered care.[1] However, patients’
values, wishes, and preferences are not always known by healthcare professionals
and their family members.[2, 3] Additionally, the advancement of medical technolo-
gies often enables care options that may not be in accordance with patients’ values,
wishes, and preferences.[4] Advance care planning is a process that was initially
focused on asking patients to decide whether they would want to receive certain
care or medical procedures should they lose their capacity in decision-making and
indicate these preferences in writing ahead of time.[4] However, evidence showed
that such a documentation approach frequently fails to affect the quality of care
received at the end of life or improve clinicians' and surrogates' understanding of

patients' preferences.|[5]

Over the past two decades, an evolution of the concept of advance care planning
arose from a process that focuses on creating a document of patients’ preferences for
future care and treatment towards aw communication approach that more strongly
acknowledges an ongoing, holistic, and flexible shared communication process.[4, 6]
In 2017, a panel of experts from eight Western countries developed an international
consensus on the definition and recommended elements of advance care planning.
[7] In this consensus, advance care planning was defined as a process that “enables
individuals to define goals and preferences for future medical treatment and care,
to discuss these goals and preferences with family and healthcare providers, and to
record and review these preferences if appropriate.” This process emphasizes per-
sonal reflection on people’s current health condition, what the future may look like,
what it means to them, what values would be important, and what care they would
prefer. Sharing these values and preferences with family members and healthcare
professionals can help patients, family members, and healthcare professionals to
better prepare for the patient’s declining capacity.[7] This concept of advance care
planning, based on evidence from mainly Western studies, improves patient and
surrogate satisfaction with communication and care and decreases distress among
surrogates and clinicians.[6, 8] Therefore, advance care planning has been consid-
ered an essential element of quality palliative care.[9] Particularly among patients
with a life-limiting illness, advance care planning supports eliciting and sharing

values, goals, and preferences for future medical care and treatment.
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ADVANCE CARE PLANNING AND ASIAN CULTURE

Asian countries are primarily collectivist-oriented, where one’s health and illness
are a collective matter and care for an individual is viewed mainly as a family respon-
sibility.[10] Therefore, medical decision-making is often family-centered, and social
harmony is often valued over individual autonomy. Additionally, due to the prevail-
ing paternalistic communication style between doctors and their patients in Asia,
the latter often have little involvement in decision-making.[11] Nevertheless, studies
have shown that Asian people’s preferences are changing over the past decades and
that more Asian patients wish for active involvement in decision-making.[10]

These changes may also affect preferences for advance care planning in Asia, i.e.,
Asian patients may be increasingly willing to have an active role in planning their
care and treatment at the end of life.[12] Further studies are needed to better under-
stand Asians’ perspectives on advance care planning, including cultural barriers and
potential facilitators.

INDONESIA, ITS CULTURE, AND ADVANCE CARE
PLANNING

Indonesia is a lower-middle-income country and the fourth most populated nation
in the world, where palliative care is still underdeveloped.[13] Since palliative care
was introduced in Indonesia in 1989, its provision has been limited, unevenly dis-
tributed, and not well supported. Most palliative care services are predominantly
funded by charity.[14]

A comparative study showed a relatively high level of unmet palliative care needs
across all domains (physical, psychological, spiritual, and social) among patients
with cancer in Indonesia.[15] Up to 70% of Indonesian patients with cancer were
already in their advanced stage upon admission to healthcare facilities,[16] when
rapid deterioration and unexpected deaths frequently occur.[17] Consequently,
timely communication of wishes and preferences about (future) care and treatment
is vital to ensure it will be delivered according to the patient’s wishes and prefer-

ences.
Indonesia has a collectivist culture, like many other Asian countries.[18, 19] Being

the largest Islamic population in the world, over 87% of its population is Muslim.
[20] Additionally, a global survey showed that Indonesia is one of the most religious
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General Introduction

countries in the world, where faith drives many aspects of life, including healthcare
decision-making.[21, 22] Religiosity — or self-perceived religious importance — has
been considered an essential factor that substantially influences decision-making
about end-of-life care, particularly among religiously devout individuals.[23] The
association between religious beliefs and engagement in advance care planning re-
mains unclear and might vary depending on the cultural setting.[24-26] Indonesian
culture, including the religious devoutness of its people, may influence advance care
planning engagement in Indonesia.

AIMS, OVERVIEW OF STUDIES, AND OUTLINE OF THIS
THESIS

Overall aim: This thesis aims to provide insights into the perspectives of Asians, in
general, and Indonesians, in particular, on advance care planning.

Part I of this thesis aims to better understand Asian perspectives on advance care
planning, including perceived barriers and facilitators to engaging in it. We focus
on Asian experts in advance care planning, healthcare professionals, seriously-ill
patients living in Asia, and Chinese immigrants living in Western countries.

Part II of this thesis aims to better understand Indonesian perspectives on advance
care planning. We focus on professionals working in oncology, patients with cancer,
family caregivers, and cancer survivors in Indonesia.

Research questions

The research questions of part I are:

1. What recommendations do Asian experts have with regard to research priorities
for advance care planning in Asia? (Chapter 2)

2. What are Asian healthcare professionals’ knowledge of, attitudes towards, and
experiences with advance care planning, and perceived barriers and facilitators
related to their engagement in advance care planning? (Chapter 3)

3. What are Asian patients’ perspectives on advance care planning? (Chapter 4)

4. What is the role of acculturation in the engagement in advance care planning
among Chinese immigrants in Western countries? (Chapter 5)

The research questions of part II are:

5. What are Indonesian cancer care professionals’ perspectives on and experiences
with advance care planning? (Chapter 6)

15



6. What are the perspectives of Indonesian patients with cancer and family caregiv-
ers on advance care planning? (Chapter 7)

7. What are Indonesian cancer survivors’ perspectives on and experiences with
information provision and advance care planning? (Chapter 8)

To answer research question (1), a team of multidisciplinary experts in advance care
planning from six different sectors in Asia participated in several offline and online
meetings to formulate recommendations regarding advance care planning research
priorities, including tasks and roles of different stakeholders in advance care plan-
ning. In order to answer research questions (2) and (3), we performed a systematic
review of scientific literature published in English from Southern, Eastern, and
Southeastern Asia. To answer research question (2), a narrative synthesis was con-
ducted of quantitative, qualitative, and mixed-methods studies followed by thematic
analysis. To answer research question (3), we performed a multi-step, mixed-method
synthesis and analysis to integrate the findings from quantitative and qualitative
studies. Finally, to answer research question (4), we performed a systematic review
of published articles published in English on advance care planning among Chinese
immigrants in Western countries. We synthesized the quantitative data narratively
and performed a thematic content analysis.

To answer research question (5), we performed focus group interviews with Indo-
nesian healthcare professionals. To answer research question (6), we performed
in-depth qualitative interviews with patients with cancer and family caregivers in
two major hospitals in Indonesia. To answer research question (7), we performed an
open online survey among nine cancer support groups in Indonesia.
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2019 Taipei Declaration on Advance Care Planning

Dear Editor:

Every person has the right to attain a high-quality, humane healthcare from birth to
death. To assist a patient achieve high quality of life towards the end of life and en-
sure high quality of dying and death (e.g., a “good death”), it is imperative to honor
patient’s rights of autonomy and respect their preferences regarding care decisions
in healthcare circumstances. Advance care planning is an initiative to respect pa-
tient’s values and ensure quality care in accordance with his or her preferences,
usually followed by the completion of advance directives, serving as a significant
means to preserve patient’s dignity at the end of life. It is widely recognized as an
indicator for high quality palliative care[1] and endorsed by many professional bod-
ies (e.g., American, British and Australian medical associations) around the world.|2]

Advance care planning is a process that enables individuals who have decisional
capacity to identify their values, to reflect upon the meanings and consequences of
serious illness scenarios, to define goals and preferences for future medical treat-
ment and care, and to discuss these with family and/or other closely related people,
and health-care providers.[3, 4] Advance care planning addresses individuals’ con-
cerns across physical, psychological, social, and spiritual domains. It may encourage
individuals to identify a personal representative and to record and regularly review
any preferences, so that their preferences can be taken into account, should they,
at some point, be unable to make their own decisions. Advance care planning is a
tailored, culturally adapted development and implementation in a compassionate
Asian society, emphasizing the importance of family involvement in an individual’s
decision-making in terms of future medical care. An influence of the cultural factor
of filial piety should also be highlighted; nevertheless, advance care planning should
be prospective and should not be jeopardized despite cultural difference.

In this declaration, various roles/stakeholders and tasks of advance care planning
will be introduced in the hope for ethically sound implementation in the future (See
Table 1).

Advance care planning honors patient autonomy in terms of healthcare decision-
making and thus enhancing high quality of life towards the end of life, as well as
ensuring high quality of dying and death of the terminally ill. The Asian Delphi
Taskforce for Advance Care Planning is actively undertaken by six Asian countries
and a more detailed, culturally-sensitive whitepaper for the Asian population will
be published in the near future. It should be tailored to the Asian cultural context
and local jurisdictions. We recommend that all National Medical Professional As-
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2019 Taipei Declaration on Advance Care Planning

sociations develop a national policy of various roles and tasks on palliative care and

advance care planning based on the recommendations in this declaration.

Acknowledgment

Authors would like to thank Taiwan Medical Association for arranging the confer-

ence, Ms. Joyce Chee and Ms. Trudy Giam for all the editing and proofreading, and

all the support from Asia Pacific Hospice Palliative Care Network.

References

1.

Dy, S.M., et al., Measuring what mat-
ters: top-ranked quality indicators for
hospice and palliative care from the
American Academy of Hospice and
Palliative Medicine and Hospice and
Palliative Nurses Association. ] Pain
Symptom Manage, 2015. 49(4): p. 773-
81.

Cartwright, CM. and M.H. Parker,
Advance care planning and end of life
decision making. Aust Fam Physician,
2004. 33(10): p. 815-9.

Rietjens, J.A.C., et al., Definition and
recommendations for advance care
planning: an international consensus
supported by the European Asso-
ciation for Palliative Care. The Lancet
Oncology, 2017. 18(9): p. e543-e551.
Sudore, R.L., et al., Defining Advance
Care Planning for Adults: A Consensus
Definition From a Multidisciplinary
Delphi Panel. ] Pain Symptom Manage,
2017. 53(5): p. 821-832.e1.

27







Chapter 3

Advance Care Planning in Asia:

A Systematic Narrative Review of
Healthcare Professionals’ Knowledge,
Attitude and Experience

Diah Martina, Cheng-Pei Lin, Martina S. Kristanti, Wichor M. Bramer,
Masanori Mori, Ida J. Korfage, Agnes van der Heide, MD,
Carin C.D. van der Rijt, Judith A.C. Rietjens

Journal of the American Medical Directors Association, Volume 22, Issue 2, 2021, Pages 349.e1-349.e28



ABSTRACT

Objective: The value of advance care planning (ACP) for patients with life-limiting
illnesses is widely recognized but Asian healthcare professionals’ (HCPs’) perspec-
tives on ACP have received little systematic attention. We aim to synthesize evidence
regarding Asian HCPs’ knowledge of, attitudes towards, and experiences with ACP.

Design: Systematic review with narrative synthesis and stepwise thematic analysis.
Setting and Participants: HCPs in southern, eastern and southeastern Asia.

Methods: Studies from inception to September 2019 were identified from English-
language searches of EMBASE, MEDLINE, Web of Science, and Google Scholar with
reference-chaining and hand-searching. Two investigators independently screened
and assessed the risk of bias in all original studies reporting HCPs’ knowledge of,
attitudes towards, and experiences with ACP, including their perspectives towards
barriers and facilitators of ACP.

Results: Fifty one studies were included, 42 were quantitative, 43 had been con-
ducted in high-income countries, and 36 were of good quality. Twenty-six studies
operationalized ACP as the completion of an advance directive rather than a value-
exploration process. Thirteen studies reported knowledge, 44 attitudes, 29 experi-
ences, and 36 barriers and facilitators of ACP. Asian HCPs addressed the essential
role of families in ACP. They acknowledge the importance of ACP but rarely engage
the patient in it. They considered ACP difficult to initiate, due partly to their lack of
knowledge and skills in ACP, personal uneasiness to conduct ACP, fear of conflicts
with family members and their legal consequences, and due to the lack of standard
system for ACP. Most studies indicated HCPs’ low engagement and late initiation of
ACP.

Conclusions and Implications: Despite acknowledging its importance, Asian HCPs
felt engaging in ACP is challenging. Capacity building for ACP in Asia should focus
on culturally adapting ACP models concerning the essential role of the family in
Asia, education for HCPs and public, and providing institutional support for ACP.

Keywords: advance care planning, health care professionals, knowledge, attitude,
experience, Asia
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INTRODUCTION

Complex decisions regarding medical care and treatment often need to be made
during life-limiting disease trajectories. If healthcare professionals (HCPs) do not
clearly understand patients’ life goals and care preferences, patients may not always
be treated in accordance with their preferences.[31] Advance care planning (ACP)
is a process that enables individuals, family members, and HCPs to define, discuss,
document, and review goals and preferences for future medical care and treatment.
[32] Systematic reviews have shown that ACP has the potential to improve the
quality of end-of-life care, the documentation of care preferences, the provision of
goal-concordant care, and the use of palliative and hospice care, while potentially
reducing the cost.[6, 9, 33-35]

The implementation of ACP in clinical practice is often affected by societal norms
and values.[36, 37] While ACP was developed mainly in Western countries|6, 38] it
is now gaining attention in Asia[39-41] - the largest and most populous continent in
the world, and the home of various cultures. Examples of cultural values that may
affect the uptake of ACP in Asia[37, 42-44| include family-centeredness in medical
decision-making, paternalism on the part of HCPs,[45] and moderation or conceal-
ment of a poor prognosis.[46, 47] Central to these values is the great importance
of social harmony and interdependence. Meanwhile, Asians require more support
from their HCPs to voice their own wishes.[48]

Asian HCPs’ perspectives on ACP have not been systematically analyzed. We there-
fore aimed to synthesize and appraise the evidence from Asia with regard to HCPs’
knowledge of ACP, their attitudes towards it, and their experiences with it; and also
to the barriers and facilitators related to their engagement in ACP.

METHODS

The study protocol has been registered in the International Prospective Register of
Systematic Reviews (PROSPERO: CRD42018099980). The Preferred Reporting Items
for Systematic Reviews and Meta-Analyses (PRISMA) statement was used for report-
ing (Appendix 1).[49]

Data Sources and Selection

With the aid of a biomedical information specialist (WMB), we developed a system-
atic search strategy based on the predetermined research question in the following
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electronic databases: EMBASE.com (1971-), MEDLINE ALL Ovid (1946-), Web of Sci-
ence Core Collection (1975-), and Google Scholar from inception to September 2019.
We used the tailored search terms for each database, using thesaurus terms (Emtree
and MeSH) where applicable. Appendix 2 shows the full searches for all databases.
The searches contained not only words for advance care planning and advance direc-
tive (AD), but were also designed to retrieve articles on decision-making for the
end of life. To ensure a comprehensive search, we scanned the reference lists from
relevant existing literature reviews and from the included articles, and finally asked
several experts in the field of ACP in Asia whether important studies that met our
inclusion and exclusion criteria had been missed.

Study Selection

We did not limit the type of study designs for this review and included all original

studies that studied “advance care planning”, or studies that addressed one or both

core elements of ACP as defined by the European Association for Palliative Care

(EAPC):[32]

i. Discussing patients’ goals and/or preferences for future medical care and/or
treatment with family and/or HCPs and/or;

ii. Recording patients’ preferences including the appointment of a personal repre-
sentative and an advance directive (AD).

We defined AD as a document to record values, goals, and preferences to be consid-
ered when the individual is unable to express their preferences.[32] AD may include
living wills,[50] durable power of attorneys,[51] and do-not-resuscitate (DNR) orders.
[52-54] For the aim of this review, we included professionals that the authors had
labeled as “healthcare professionals” or those who followed WHO definition as “pro-
fessionals who maintain health in humans through the application of the principles
and procedures of evidence based medicine and caring.”[55] This may include, but
is not limited to, physicians, nurses, social workers, and care managers. Due to the
sheer size of the Asian continent, we limited our search to its southern, eastern
and southeastern regions (Appendix 3), whose similarities in cultural background
provided a reasonable representation of collectivism in Eastern cultures.[56] We
included original articles on HCPs’ knowledge of, attitudes towards, or experiences
with ACP that had been published in English in peer-reviewed journals. We excluded
studies in which the specific elements of ACP were not clearly described and studies
on HCPs’ perspectives towards ACP among patients under 18 years old or patients
with psychiatric illnesses other than dementias.
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Duplicates of the retrieved studies were removed and each title and abstract was
screened by two out of three reviewers (DM, MSK and CPL) independently. This was
followed by full-text reviewing for inclusion. Disagreements were discussed with
JR and/or CR if necessary. Endnote bibliographic software version X9 was used to
manage references.

Data Extraction and Quality Assessment

A tailored data-extraction form was developed and piloted by JR and CR and further
used to extract data that included 1.) the study characteristics (study design, country
or region, the element and term related to ACP studied, number of HCPs, type of
HCPs, and setting); 2.) HCPs’ knowledge of ACP; 3.) HCPs’ attitudes towards and
experiences with ACP; 4.) HCPs’ perspectives on barriers and facilitators related to
engagement in ACP. The extraction form was completed by DM and checked by MSK.

We used a nine-item tool developed by Hawker et al to assess the methodological
quality of the included studies.[57] Per study, the risk of bias was evaluated for the
following items: 1.) abstract and title, 2.) introduction and aims, 3.) methods and
data, 4.) sampling, 5.) data analysis, 6.) ethics and bias, 7.) results, 8.) transferability,
and 9.) implications. Each criterion was scored on a four-point Likert scale ranging
from one (very poor) to four (good). In total, a summed score of 9-36 was calculated.
Studies with scores between 30-36 were classified as having a low risk of bias, stud-
ies with scores between 24-29 were classified as having a moderate risk, and scores
lower than 24 were classified as having a high risk.[58] Studies were not excluded on
the basis of their methodological quality. DM assessed all studies, 50% of which were
randomly selected and checked independently by CPL.

Data Synthesis and Analysis

Following the Guidance on the Conduct of Narrative Synthesis in Systematic Re-
views, a narrative synthesis was conducted of the included quantitative, qualitative,
and mixed-methods studies.[59] To summarize the findings of the included papers,
we conducted textual description of the extracted data, tabulation, grouping, and
clustering. This was followed by a stepwise thematic analysis. A critical interpretive
synthesis approach was used to categorize knowledge, attitudes, experiences, barri-
ers, and facilitators into domains.[60]
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RESULTS

Study Selection and Characteristics

After deduplication, we identified 3,887 studies for titles and abstracts screening.
Three studies were added following a manual search and input from experts in
Asia and 244 studies were assessed for full-text review. Ultimately, 51 studies were

included in the analysis (Figure 1).

Records identified through database . . .
. Additional records identified
searching
(n=6332) through other sources
g (=3)
"E Embase.com: 2449
= Medline Ovid: 1891 Manual search: 2
i Web of Science: 1792 Input from experts: 1
E Google Scholar: 200
Records after duplicates removed
(n=3,887)
of
= <
= <
b ¥
b
2] Records screened Records excluded
(n=3,890) i (n=3,646)
o A
Full-text articles assessed Full-text articles excluded,
for eligibility »  withreasons (n=193):
(n= 244) Not original articles =21
Not in English =11
.‘_:" Not advance care
= planning = 43
2 Not healthcare
= professionals = 109
Not about knowledge,
attitude, or experience =7
Not in south-/east-
/southeastern Asia =2
A 4
2 Studies included in
E qualitative synthesis
B (n=51)
i

Figure 1. PRISMA flow diagram for study selection
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Most of the studies included were quantitative among which 42 were surveys, 19

were conducted in hospital settings, and most included fewer than 500 HCPs (n=45),

were performed among physicians (n = 42), and were from high-income countries
(Table 1 and Appendix 4): Japan,[61-76] South Korea,[62, 77-88] Hong Kong,[89-94]
Singapore,[95-100] and Taiwan.[101-104] Twenty-six studies operationalized ACP

merely as the documentation process. The term ACP was used in 12 studies that

had been published in the last decade (Table 1 and 2). Thirteen studies reported on

HCPs’ knowledge, 44 studies on attitudes, 29 on experiences, and 36 on barriers and

facilitators of ACP. The risk of bias was low in 33 studies, moderate in 13, and high

in two (Appendix 5).

Table 1. Characteristics of the included studies (n = 51)

Study characteristics N (%)
Type of study Quantitative study 42 (82)
Qualitative study 7 (14)
Mixed study 2(4)
Country or region’ Japan 16
South Korea 13
Hong Kong 6
Singapore 6
Taiwan 4
China 3
Others' 5
Term related to ACP studied Advance care planning 12
Term related to ACP documents:
Advance (medical) directive 25
DN(A)R order/form 13
Living will 1
Death-with-dignity request 1
Term related to ACP conversation:
End-of-life discussion 2
End-of-life (care or medical) decision-making 4
DNR order discussion 3
Code status discussion 2
AD discussion 1
CPR discussion 1
DNR decision 1
End-oflife care planning 1
The element of ACP studied ACP as completion of documents 26
ACP as process of a discussion on preferences 11
Both 14
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Table 1. Characteristics of the included studies (n = 51) (continued)

Study characteristics N (%)
Number of HCPs in the study 0-100 18
101-500 27
501-1000 5
>1000 1
Type of HCPs studied® Physicians 42
Nurses 20
Social workers 10
Case managers 1
Setting] Hospital (not further specified) 19
Oncology 7
Palliative care or hospice 4
Intensive care 6
Geriatric 4
Dialysis 2
Others, no restriction 15
Outcomes of the study Knowledge 13
Attitude 44
Experience 29
Barrier and facilitator 34

HCPs: healthcare professionals; ACP: advance care planning; AD: advance directive; DN(A)R: do-not-attempt-
resuscitation

*Several studies were multi-country studies

fOthers: India (2), Sti Lanka (1), Thailand (1), and Pakistan (1)

*Several studies used more than one term related to ACP

$Several studies studied more than one type of healthcare professional

ISeveral studies were done in more than one setting

Eleven of the 13 studies on HCPs’ knowledge of ACP assessed their knowledge of the
documents related to ACP, such as ADs or DNR orders (Appendix 6).[77, 78, 81, 83,
86, 90, 92, 97, 101, 105, 106]

In Hong Kong, 57% of the physicians[90] and 49% of the nurses[92] were familiar
with ADs, as were 40-61% of the physicians and 56% of the nurses in South Korea.
[77, 78] In Singapore, general practitioners answered 80-88% of the eight questions
on ACP correctly.[97] Taiwanese nurses and intensivists provided correct answers
to fewer than 5 of the 10 questions on their knowledge of ADs.[101] In Sri Lanka,
while 67% of physicians had heard of DNR orders and 21% of ADs, only half of them
(26% and 12%, respectively) understood the correct meanings of the terms.[105] In
Singapore, physicians and social workers answered a mean of 8 out of 9 questions
correctly, while nurses answered 6 questions correctly.[95] In a qualitative study,
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Table 2. Categories of Asian HCPs attitudes towards and experiences with ACP
Asian HCPs’ Attitude towards ACP

No. Categories (References) leltl?lgf;()f

1.  HCPs’ perceptions of the usefulness/importance of ACP[63, 64, 68-71, 74, 75, 15
79, 81, 82, 93-95, 99|

2 Whether or not HCPs supported the use of AD[67, 76, 84, 85, 95, 97, 105-107] 9

3 HCPs’ confidence about engaging in ACP[66, 69, 81, 91, 93| 5

4 The role HCPs perceived for themselves in ACP[87, 88, 95, 97, 101] 5

5 HCPs’ willingness to engage in ACP[62, 78, 90, 103] 4

6 Who HCPs believed should participate in ACP[77, 87, 89, 98, 108-110] 7

7 HCPs’ willingness to follow an AD[65, 70-72, 82, 89, 96, 109, 111] 9

8  Who HCPs believed should be the decision maker in ACP[70, 71, 82, 97-99, 105, 8
108]

9  Which factors HCPs believed influenced decision-making|70-72, 93] 4

10 HCPs’ perceptions regarding the optimal timing to initiate ACP[61, 74, 77-79, 14
82, 84, 87, 88, 93, 94, 97, 98, 110]

11  HCPs’ beliefs on the need for ACP training and education|74, 77, 93, 95, 104|; 5

12 HCPs’ beliefs on the need for legislation and standardization of ACP[70, 71, 77, 8
82,90, 97, 103, 106]

Asian HCPs’ Experience with ACP

No. Categories (References) leltmuzf;()f

1 HCPs who had received an AD[65, 68, 72, 84, 92, 95, 106] 7

2 HCPs who had engaged in ACP[63, 64, 66, 70, 71, 81, 84, 87, 89, 90, 92, 93, 95, 17
102, 111]

3 Who (i.e., patients and families) had participated in ACP[62, 87, 89, 111] 4

4 Who had been the decision maker in ACP[75, 105]

5 HCPs who had followed an AD[63, 65, 68, 70, 71, 76, 84, 88, 89, 108] 10

6 When ACP had been initiated[87] 1

7 Whether HCPs had had ACP-related training and education[84, 95] 2

8 The presence of guideline or formal regulation for ACP[103] 1

9 HCPs who had experienced any negative or positive consequences of ACP[61, 3

70, 76]

HCPs: healthcare professionals; ACP: advance care planning; AD: advance directive

more physicians than nurses and medical social workers had heard of ACP, but few
of them understood it as a series of conversations.[99]

Asian HCPs’ Attitudes towards and Experiences with ACP

We synthesized the findings from 41 studies reporting Asian HCPs’ attitudes towards
ACP and 30 studies reporting Asian HCPs’ experiences with ACP into 12 and nine
categories based on the similar outcomes reported (See Table 3 and Appendix 7-8).
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Here, we summarize our findings on Asian HCPs’ attitudes and experiences into
four overarching themes: 1.) HCPs’ perceptions of the usefulness of ACP and their
willingness to engage in it; 2.) the role HCPs perceive for themselves and their en-
gagement in ACP; 3.) the role of patient and family in ACP as perceived by HCPs; and
4.) HCPs’ perceptions on the optimal timing for initiation of ACP.

1.) HCPs’ Perceptions of the Usefulness of ACP and Their Willingness to Engage in it
A majority of Asian HCPs perceived ADs as useful or important (e.g., 71-94% in Ja-
pan,[68-71, 75] 96-97% in South Korea[79, 82]). In Hong Kong, there were increases
in the numbers of HCPs who perceived the completion of a DNR form to be useful,
particularly for colleagues (from 48% in 2004 to 85% in 2008) and for patient manage-
ment (from 32% in 2004 to 54% 2008).[93]

A study in Singapore (2011),[95] and more recent studies in Japan (2014, 2018, and
2019)[63, 64, 74] and Hong Kong (2019),[94] reported on HCPs agreement regarding
the importance of ACP as a discussion process. Most Japanese HCPs who worked at
palliative or geriatric facilities attached importance to discussing treatment goals
(95-99%) and to recommending the completion of an AD (63-69%) or proxy desig-
nation (57-77%).[63, 64| Studies in Japan and Hong Kong (2019) showed that HCPs
working at palliative or long-term care facilities believed that the main importance
of ACP lay in achieving mutual understanding between patients and their families
regarding their values.[74, 94|

As well as beliefs on the importance of ACP, studies also showed that half to a large
majority of HCPs supported the use of AD (e.g., 51% in India,[107] 55% in Japan,[76]
68% in Sri Lanka,[105] 78-87% in South Korea,[84, 85] 84% in China,[106] and 83%
in Singapore[97]) and were willing to engage in ACP particularly when involving
the family (90% in China,[62] 95% in Japan,[62] 78% in Taiwan,[103] 94% in Hong
Kong,[90] 64-97% in South Korea[62, 78]).

2.) The role HCPs Perceive for Themselves and Their Engagement in ACP

In general, oncologists (44% in Japan[68] and 69% in China[106]) more often had
received an AD from a patient than physicians from other disciplines (1-22%),[65, 72,
84] nurses (22-24%),[92, 95] or social workers (23%).[95] Among Singaporean HCPs,
100% of social workers, 82% of physicians, and 37% of nurses considered themselves
as having a role in ACP.[95] In actual practice, ACP had been initiated more often by
social workers (90%) and physicians (82%) than by nurses (19%).[95] In Taiwan, 98% of
physicians and 97% of nurses agreed that nurses should also participate in ACP.[101]
The initiative to start an ACP conversation was more usually taken by physicians
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(75%) than by nurses (22%).[101] In Hong Kong, nurses had less experience with ACP
(13-28%),[89, 92] than physicians (49%),[90] intensivists (60%),[89] or HCPs working in
palliative care units (63%).[94] In Japan, more physicians (62%) had ever participated
in a DNR discussion than nurses (42%).[70, 71] In South Korea, 83% of oncologists
believed they should initiate ACP, and 68% thought that the palliative care team
should conduct the ongoing discussion thereafter.[87] Among the oncologists, 83-
93% had engaged in the discussion of prognosis and 22% of proxy appointments.

3.) The Role of Patient and Family in ACP as Perceived by HCPs

All studies showed that involving family members — with or without the patient
— was considered crucial in ACP. In Hong Kong (89%),[89] South Korea (63-85%),[77,
87] and Singapore (78%),[98] HCPs thought that, together with the patient, family
members should be involved in ACP discussions. A higher number of HCPs would
rather discuss DNR orders with the family than with the competent patient (India:
92% vs. 5%,[108] China: 90% vs. 13%,[62] Pakistan: 82% vs. 18%,[110] South Korea: 74%
vs. 20%,[62] Japan: 95% vs. 67%|62]).

Studies of actual practice also showed that family members were often involved in
ACP. Patients were less involved than families, particularly in discussions on life-
sustaining treatment|[75] and DNR orders (35% vs. 95% in Thailand;[111] 56% vs. 86%
in Japan;[62] 5% vs. 80% in China;[62] 6% vs. 57% in South Korea;[62] and 52% vs. 89%
in Hong Kong[89]).

Once a DNR order had been completed by the patient, it would be respected by 42%
of HCPs in China,[109] 70-95% in Japan,[70, 71] 79% in Hong Kong,[89] and 91% in
Thailand.[111] In the event of disagreement between a patient’s AD and family’s
wishes, HCPs would defer to family’s wishes (46-65% in Singapore,[96] 73% in South
Korea,[82] 81% in Japan[65]). Studies of actual practice showed that more palliative
care physicians had followed a DNR order when it was in accordance with the fam-
ily’s wishes (71%) than when it was in accordance only with the patient’s wishes
(33%).[63] In South Korea, although 67% of physicians reported they had followed
an AD,[84] a qualitative study stated that noncompliance with patients’ preferences
often occurred.[88]

4.) HCPs’ Perceptions on the Optimal Timing for Initiation of ACP

Forty-two percent of the general practitioners in Singapore believed that ACP should
be initiated while the patient was still healthy.[97] This percentage was 15% for
oncologists in South Korea.[79] More South Korean physicians would engage in ACP
when the patient was terminally ill (97%) rather than when the patient was still
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healthy (64%).[78] As the stage of a patient’s disease advanced, the proportion of
HCPs who would initiate ACP increased as follows: after diagnosis of life-limiting
illness (12-13% in South Korea[77]); after diagnosis of incurable disease/metastasis
(59-60% in South Korea[77] and 24-39% in Singapore[98]); and when life expectancy
was less than 6 months (97% in South Korea[84]; 41-60% in Singapore[98]). In the last
days of life, however, this proportion fell again, to 12-27% in South Korea[77] and
30% in Singapore[97] in the terminal stage, and to 0-5% in Singapore[98] in the dying
phase.

Asian HCPs’ Perspectives on Barriers to and Facilitators of ACP

We categorized the barriers and facilitators into four categories: 1.) HCPs-related 2.)
system-related, 3.) patient-related, and 4.) family-related (Table 3 and 4).

We further grouped the barriers into six themes: HCPs’ limited knowledge about
and skills regarding ACP; HCPs’ personal uneasiness with regard to conducting ACP;
HCPs’ fear of conflict with patient’s family and its legal consequences; HCPs’ concern
about patients’ readiness for and well-being after ACP; and lack of standard system
and institutional support for ACP. We also categorized the facilitating factors for
ACP into four overarching themes: HCPs’ competence in ACP and end-of-life care;
HCPs’ positive attitudes towards ACP; the availability of legal and standard systems
for ACP; and cultural shift towards more open conversation about death and dying.

Table 4. Patient- and family-related barriers of ACP in Asia according to HCPs

Patient-related barriers Family-related barriers

HCPs’ concern about patients’ readiness for HCPs’ fear of conflict with patient’s family

and wellbeing after ACP and its legal consequences

e HCP’s concerns that ACP engagement might e HCPs fear of legal consequences of ACP[74, 75,
harm patients’ wellbeing|74, 76, 84, 87, 95, 99, 82, 84, 87, 93, 104, 106, 110]

110] e HCPs’ fear of conflict with family members[68,

e HCPs’ concerns that patients’ lacking 74-76, 84, 87, 93, 95, 106, 110]
the knowledge regarding their current e HCPs’ fear of conflict among family
condition(73, 74, 76| members|75, 87, 110]

e HCPs concern that ACP is too complex for e HCPs’ concern of family members reluctance
patients to engage|[94] to include patients in ACP[84, 87, 104] HCPs’

e HCPs concern that patients or society not fear that ACP would upset or cause discomfort
being ready for ACP[84, 95, 99] to family members[74, 95, 99|

e HCPs concern that patients were reluctant to  ® HCPs’ concerns that ACP had the potential to
express their preferences|74] burden family members|70, 99]

e HCPs concern of patients’ religious belief
about death([74]

e HCPs’ concern of the lack of the rapport
needed to discuss sensitive issues with
patients|73, 74, 84|

HCPs: healthcare professionals; ACP: advance care planning; AD: advance directive
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DISCUSSION

This systematic review explored Asian HCPs’ knowledge of, attitudes toward and
experiences with ACP. We found that despite most studies operationalization of
ACP as the completion of an AD, some recent studies had focused on ACP as a value-
exploration process. Most Asian HCPs considered family’s role in ACP to be essential.
The majority of them thought that ACP should be initiated when the patient’s dis-
ease was no longer curable, and particularly when his or her life expectancy was less
than 6 months. Despite a general willingness to engage in ACP, Asian HCPs found it
challenging to initiate it. This led to relatively low engagement.

With regard to the role of family, our findings showed that Asian HCPs often engaged
family in ACP without the patient. This finding is similar to studies from Western
countries.[89, 112] However, in the contrary to our findings, HCPs in Western coun-
tries would provide patients greater voice in ACP.[113, 114] Meanwhile Asian HCPs
tended to give families a greater voice. This was particularly prominent if a patient
has lost capacity and has previously expressed a wish for future care and treatment
that was different from wishes expressed by family members. In such situations,
Asian HCPs tended to allow those of the family to prevail. This may result from
Asian HCPs’ attempt to maintain harmony with the family members - an impor-
tant consideration in collectivist cultures such as those in Asia.[115, 116] Although
Confucianism has long been viewed as the shared-values underpinning collusion
and family-centeredness in Asia,[117] a similar spirit of collectivism is also found
in studies from countries with little or no Confucian influence (India, Pakistan, and
Sri Lanka), with various degrees of variance between them. Patient involvement
in ACP is less valued by HCPs, particularly in China, India, Pakistan, and Thailand.
A sensitive approach is required to ensure ACP promote meaningful conversation
and facilitate mutual understanding between patients, families, and HCPs while
maintaining family harmony.[74, 118]

Our study identified several barriers that were similar to those found in studies
of Western countries: limited ACP formal education, legislations, institutional sup-
port, and cultural factors.[6] Asian HCPs viewed ACP as a discussion of forgoing life-
sustaining treatments that may challenge medicine’s life-prolonging intent norm.
They reported uneasiness about discontinuing life-supporting treatments as barriers
for initiating ACP. They also concerned that engaging in ACP may lead to patients
receiving suboptimal care or to euthanasia. Education should therefore also target
this common misconceptions among HCPs. However, education alone will not sus-
tain without the support of the system. Our review highlighted Asian HCPs’ fear of
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the legal consequences of engaging in ACP. While this perspective may have shifted
after the more recent enactment of ACP-related laws (e.g., South Korea, Taiwan)
and guidelines (e.g. Japan, Hong Kong)[41], a recent study from Taiwan suggested
that HCPs’ were unsure if the law would protect them.[104] Lastly, our findings also
suggested limited institutional support for ACP. South Korean HCPs, for instance,
reported that financial incentives would encourage their engagement in ACP. All of
these systemic characteristics may, in part, contribute to the late and limited ACP
engagement in Asia.

STRENGTHS AND LIMITATIONS

A strength of this study is that it is the first systematic review to explore HCPs’
knowledge of, attitudes towards, and experiences with ACP in Asia. A second
strength is its comprehensive conceptualization of ACP, which enabled us to per-
form a sensitive search that included studies on specific elements of ACP (such as
the process of discussing preferences and the completion of the documents) without
these studies necessarily using the term ACP. Third, the risk of bias was high in only
two of the 51 studies; neither did these studies not affect the overall results of the
systematic review.

Several limitations need to be considered when interpreting this study. Firstly, limit-
ing the search to studies published in English may have excluded important studies
in other languages, potentially depriving our review of valuable contributions.
However, due to our comprehensive search strategy, our wide inclusion criteria,
and the similarities between findings in identified studies, we believe that we found
sufficient studies to answer our research questions. Secondly, there may be selec-
tion bias in the studies that we included in the review: potentially, HCPs with an
interest in ACP may have been more inclined to participate than those who did not
participate. Thirdly, our study synthesized evidence on the barriers and facilitators
of ACP based on Asian HCPs’ perspectives which does not necessarily reflect all of
the potential barriers and facilitators of ACP. Fourthly, the narrative approach of
synthesizing evidence involved an interpretative process which may decrease the
transparency. Finally, our results may lack generalizability to Asian low and middle-
income countries, and to other regions of Asia (i.e. northern, western and central
Asia).
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CONCLUSIONS AND IMPLICATIONS

Our results show that the current Western-oriented ACP may not always easily
be transferable to other cultures, including Asian ones. Its uptake in Asia may be
improved by adapting the current ACP models to acknowledge the deep importance
traditionally attached to the role of the family. If policy and standard system are
established for ACP, HCPs may be empowered to deliver it. Similarly, its rate of
delivery may be improved by training to HCPs and cultural shift.

Our findings may also be relevant to the practice of ACP in Western countries. HCPs
who engage in ACP with patients of Asian origin should pay particular attention to
the potentially essential role of family in ACP. Given that ACP is at an early stage
of development in Asia, Asian patients and families living in another country may
benefit from clear explanations of the legal and standard systems related to ACP
specific to the country.
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Appendix 3: List of Asian Countries Eligible for Inclusion

Regions of Asia Countries or regions

Eastern Asia China; Hong Kong; China Macao Special Administrative Region;
Democratic People’s Republic of Korea (North Korea); Japan; Mongolia;
Republic of Korea (South Korea)

South-eastern Asia Brunei Darussalam; Cambodia; Indonesia; Lao People’s Democratic
Republic; Malaysia; Myanmar; Philipines; Singapore; Thailand; Timor-
Leste; Viet Nam

Southern Asia Afghanistan; Bangladesh; Bhutan; India; Iran; Maldives; Nepal; Pakistan;
Sri Lanka
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Appendix 5: Quality assessment scores for included studies

] =i

i 5 ” g o0 é’, é 5 5 2

S v © E ‘E .5 | E 2 't% 5 g =
Author (Reference)  Year § g .§ s = g g = ;3) &2 'g % E

= = =

Kumar et al.[79] 1991 2 1 2 2 1 2 2 2 4 18
Sehgal et al.[37] 1996 4 4 4 3 4 3 4 3 4 33
Asai et al.[47] 1997 4 4 3 3 1 4 4 2 4 29
Tee et al.[69] 1997 4 4 4 4 4 1 4 3 4 3
Asai et al.[40] 1998 4 4 3 3 4 1 4 3 3 29
Voltz et al.[41] 1998 4 4 3 3 4 1 4 3 3 29
Asai et al.[44] 1999 3 4 3 4 3 1 2 3 4 27
Hosaka et al.[42] 1999 4 4 3 3 1 1 4 3 3 26
Hosaka et al.[43] 1999 4 3 3 3 1 1 4 3 3 25
Chao et al.[75] 2002 4 4 4 4 3 1 3 3 3 29
Kim et al.[57] 2003 3 4 3 3 3 2 4 3 3 28
Masuda et al.[48] 2003 4 4 3 3 1 4 4 3 4 30
Yap et al.[61] 2006 4 4 4 4 4 4 3 3 3 33
Yaguchi et al.[39] 2005 4 4 3 3 4 1 4 3 4 30
Barnett et al.[80] 2008 2 2 2 2 1 2 1 2 3 17
Sittisombut et al.[82] 2009 4 3 4 3 4 4 4 3 4 33
Hu et al.[74] 2010 4 4 3 4 3 4 3 4 4 33
Lee et al.[49] 2010 4 4 4 4 4 4 4 3 3 34
Park et al.[54] 2011 3 4 3 3 3 4 4 3 4 31
Weng et al.[83] 2011 4 4 3 3 4 3 3 3 3 30
Yee et al.[67] 2011 4 4 4 4 4 4 4 3 4 35
Hong et al.[58] 2012 2 4 4 3 4 1 3 3 4 28
Yang et aL[70] 2012 4 4 3 3 1 2 4 3 4 28
Foo et al.[68] 2013 4 4 4 3 4 4 4 3 3 33
Keam et al.[51] 2013 4 4 3 3 4 3 4 3 3 31
Kim et al.[52] 2013 4 4 4 3 3 4 4 3 4 33
Pinto et al.[78] 2013 4 3 3 4 3 3 4 3 4 31
Nakazawa et al.[35] 2014 4 4 4 4 4 4 4 3 4 35
Lam et al.[65] 2015 4 4 3 3 4 1 4 3 3 29
Luk et al.[62] 2015 4 4 3 3 4 4 4 3 4 33
Mori et al.[33] 2015 4 4 4 4 4 4 4 4 4 36
Chen et al.[77] 2016 4 4 3 3 4 1 4 3 4 30
Coffey et al.[64] 2016 2 4 2 3 4 4 4 3 4 30
Kwon et al.[53] 2016 4 4 4 4 3 4 3 4 3 33
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Appendix 5: Quality assessment scores for included studies (continued)

a8 » i)
Author (Reference)  Year :‘s '%’,: -é L 5 :a 5 5 E g '8 é %’
D | & =
Han et al.[55] 2016 4 4 3 3 4 4 3 3 4 32
Hiraoka et al.[38] 2016 3 4 4 1 4 4 4 3 4 31
Koh et al.[60] 2016 3 4 2 4 3 2 4 2 4 28
Lee et al.[63] 2017 4 4 4 3 4 4 4 3 3 33
Syed et al.[81] 2017 4 4 4 3 4 4 4 3 4 34
Hirakawa et al.[46] 2018 3 4 4 3 4 4 4 3 2 31
Koh et al.[59] 2018 3 4 3 3 3 2 4 3 3 28
Menon et al.[71] 2018 3 4 4 4 4 4 4 3 4 34
Park et al.[34] 2018 4 4 4 4 4 4 4 4 4 36
Tsuruwaka et al.[45] 2018 4 4 4 3 4 4 4 3 3 33
Yokoya et al.[36] 2018 4 4 4 4 4 4 4 4 4 36
Chan et al. [66] 2019 3 4 3 4 4 4 3 3 4 32
Ke et al.[73] 2019 4 4 4 3 4 4 4 3 4 34
Lee et al.[56] 2019 4 4 4 3 3 1 4 3 4 30
Lin et al.[76] 2019 4 4 4 4 4 4 4 3 4 35
Park et al.[50] 2019 4 3 4 3 4 4 4 4 4 34
Tan et al.[72] 2019 4 4 3 4 4 1 4 3 4 31
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ABSTRACT

Background: Asian healthcare professionals hold that patients’ families play an
essential role in advance care planning.

Aim: To systematically synthesize evidence regarding Asian patients’ perspectives
on advance care planning and their underlying motives.

Design: Mixed-method systematic review and the development of a conceptual
framework (PROSPERO: CRD42018099980).

Data sources: EMBASE, MEDLINE, Web of Science, and Google Scholar were
searched for studies published until July 27, 2020. We included studies concerning
seriously-ill Asian patients’ perspectives on advance care planning or their underly-
ing motives for engaging or not engaging in it.

Results: Thirty-six articles were included; 22 were quantitative and 27 were from
high-income countries. Thirty-nine to 90% of Asian patients were willing to engage
in advance care planning. Our framework highlighted that this willingness was
influenced not only by their knowledge of their disease and of advance care plan-
ning, but also by their beliefs regarding: 1. its consequences; 2. whether its concept
was in accordance with their faith and their families’ or physicians’ wishes; and
3. the presence of its barriers. Essential considerations of patients’ engagement
were their preferences: 1. for being actively engaged or, alternatively, for delegating
autonomy to others; 2. the timing, and 3. whether or not the conversations would
be documented.

Conclusion: The essential first step to engaging patients in advance care planning
is to educate them on it and on their diseases. Asian patients’ various beliefs about
advance care planning should be accommodated, especially their preferences re-
garding their role in it, its timing, and its documentation.

Keywords: Asian continental ancestry group, critical illness, attitude, patient prefer-
ence, mixed design, systematic review.
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Asian Patients’ Perspectives on Advance Care Planning

INTRODUCTION

The implementation of advance care planning has become one of the indicators
for high-quality palliative care.[1] Advance care planning enables patients to define,
discuss, and record their goals and preferences for future medical treatment and
care, and to review these preferences if appropriate.[2] It also aims to clarify and
document patients’ values and preferences regarding future medical care, and to
ensure these are taken into account at the time of incapacity.|2] To ensure that these
values and preferences are acknowledged and can be used to facilitate respectful
and responsive care, patients’ involvement in this process is deemed essential.[3]

The practice of advance care planning may be affected by societal norms and values.[4,
5] In our systematic review of Asian healthcare professionals’ perspectives on advance
care planning, we found that professionals regard families as playing the leading role
in it.[6] However, we also observed that these professionals rarely engage patients in
advance care planning, even when the patients retain their decision-making capacity.
Among the reasons for not engaging patients was healthcare professionals’ concern

about patients’ lack of readiness to engage in advance care planning.[6]

To better understand how advance care planning can best be delivered to Asian
patients, it is essential to understand their preferences. Although various studies
have been conducted in different Asian countries, they used various methodologies
and conceptualizations of advance care planning. We therefore aimed to summarize
and systematically synthesize the evidence on native Asian patients’ perspectives on
advance care planning and their underlying motives.

METHODS

This systematic review is reported according to the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) 2020.[7]

Design

This study obtained a phenomenological approach in which we integrated find-
ings of primary quantitative and qualitative studies to build a network of related
concepts that together provide a comprehensive understanding of Asian patients'
perspectives on advance care planning.[8-10]
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Data sources and searches

With the aid of a biomedical information specialist (WMB), we developed and
deployed a systematic strategy for searching four electronic databases, EMBASE.
com (1971-); MEDLINE ALL Ovid (1946-); Web of Science Core Collection (1975-); and
Google Scholar from inception to July 27, 2020 (date last searched). Whenever appli-
cable, search terms for each database were tailored using thesaurus terms (Emtree
and MeSH; see Appendix 1 for the full search strategies). The searches contained
terms to describe advance care planning and advance directives, and were also
designed to retrieve articles on end-of-life decision-making in Asian countries or
among Asian populations. Conference papers, letters, notes and editorials were ex-
cluded from the search, as were articles on children, and articles in languages other
than English. We used no limit for publication date or study design. To ensure a
comprehensive search, we scanned the reference lists in relevant literature reviews
and in the included articles. Lastly, we inquired among different experts on advance
care planning in Asia whether we had missed important studies that would met our
inclusion and exclusion criteria.

Study selection

Studies were included on the basis of the following inclusion criteria: an original
empirical study published in English in peer-reviewed journals that focused on pa-
tients with serious illness living in the southern, eastern, and southeastern Asia; and
that reported patients’ perspectives on advance care planning, their agreement or
willingness to engage in it, the role of decision maker, and the motivational drivers
for their willingness or unwillingness to engage in it.

We defined serious illness as a health condition that carried a high risk of mortality
and either negatively impacted a person’s daily function or quality of life, or placed
an excessive burden on their caregivers.[11] This definition covers severe chronic
conditions (such as cancer, renal failure and advanced liver disease); dementia; and
elderly patients living in long-term care facilities.

We further operationalized advance care planning as: 1. activities the authors had
labeled as “advance care planning”; and/or 2. activities that involve patients, their
family and/or healthcare professionals in discussions of the patients’ goals and/
or preferences for future medical care and/or treatment; 3. activities that involve
documentation processes of patients’ preferences, including (a) the appointment
of a personal representative; and (b) writing an advance directive.[2] Due to the
vast area of the Asian continent, we focused our search on its southern, eastern,
and southeastern regions, whose cultural backgrounds are relatively comparable.
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Asian Patients’ Perspectives on Advance Care Planning

[12] We excluded studies on patients under 18 years old or on those diagnosed with
mental disorders other than early dementia according to the criteria of Diagnostic
and Statistical Manual of Mental Disorders V.[13]

On the basis of the inclusion and exclusion criteria, three authors (DM, MSK, and
0OG) were involved in independently screening titles and abstracts for eligibility and
then reviewing the full-text articles. If necessary, disagreements were discussed and
resolved with JR and/or CR. References were managed using Endnote bibliographic
software version X9.

Quality assessment and data extraction

Two of the three authors (DM and CPL or DM and OG) were involved in independently
assessing the methodological quality of the included studies using the QualSyst tool,
which has been described as suitable for various study designs.[14] We employed the
ten standard criteria for qualitative studies and the 14 standard criteria for quantita-
tive studies. Mixed-method studies were evaluated using both sets of criteria. We
divided the sum of the scores by the total numbers of criteria. Any disagreements
between reviewers were resolved through discussion. The summary scores were
defined as strong (score of >0.80), good (0.71-0.80), adequate (0.51-0.70), or low
(<0.50).[15] Studies were not excluded on the basis of their methodological quality.
To ensure that the quality assessment was free of bias, the author who conducted
the quality assessment of an included study had not authored that specific paper.

A tailored data-extraction form was developed by DM. After piloting by JR, it was
used by DM to extract data that included: (a) study characteristics; (b) patients’ per-
spectives on advance care planning, including their agreement with its concept and
necessities, their willingness to engage in it, and their perspectives on the decision
maker in it; (c) motives underlying patients’ willingness or unwillingness to engage

in it. The extracted data was then reviewed by OG.

Data synthesis and analysis

Figure 1 shows the multi-step synthesis and analysis performed on the data. First, to
explore patients’ perspectives on advance care planning, we conducted a narrative
synthesis and thematic analysis according to Guidance on the Conduct of Narrative
Synthesis in Systematic Reviews (Step-1),[{16] which includes textual description of
the extracted data, tabulation, grouping, and clustering of data obtained from quan-
titative findings of quantitative or mixed-method studies. In the second step, we
further synthesized patients’ underlying motives for willingness or unwillingness
to engage in advance care planning, which we then analyzed on the basis of the
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Searching and screening of literature
1. Quality/risk of bias assessment

2. Data extraction

:

Step-1:
Narrative synthesis and thematic analysis
Quantitative data on patients’ perspectives on ACP

.

Mixed-method synthesis
Underlying motives for willingness or unwillingness to engage in ACP

T

Step-2: Step-3:
Qualitizing / transforming Thematic analysis of qualitative data
quantitative data into qualitative data

itative findi . Qualitative findings of:
Ql\;?nt:atlveh Ig |ngds.o ' - Mixed-method studies
- Mixed-method studies - Qualitative studies

- Quantitative studies
U U

Qualitized data

\/

Step-4:
Integration of qualitized data and qualitative codes
Qualitized data + qualitative codes = integrated themes:
1. motives for willingness to engage in ACP

Qualitative codes

2. motives for unwillingness to engage in ACP

.

Step-5:
Construction of conceptual framework
1. Identify variables
2. Conceptual interpretation of relationship between variables

Figure 1. Multi-step synthesis and analysis
ACP: advance care planning

type of data. The quantitative data was qualitized - i.e., transformed into qualita-
tive data — by attributing a qualitative thematic description to quantitative findings
following the Bayesian conversion method.[17, 18] In the second step, the qualita-
tive data was analyzed separately by DM and OG on the basis of Boeije’s procedure
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for thematic analysis.[19] Any disagreements were resolved through consensus. In
the fourth step, DM and OG further integrated the qualitized data with qualitative
codes, using a data-based convergent integrative synthesis design to produce a set of
integrated themes.[20] This process was facilitated through a discussion with JR and
CR. Qualitative analysis software (NVivo 12 Pro) was used to organize all qualitative
data. Finally, in the fifth step we constructed a conceptual framework adapted from
the Theory of Planned Behavior in order to visually display the interactions of the
underlying motives with regard to patients’ willingness or unwillingness to engage
in advance care planning.[9, 21]

RESULTS

Study characteristics

Through our systematic search, we identified 7,118 potential studies. After de-
duplication, 4,330 studies remained, which were then screened on the basis of their
titles and abstracts. We further excluded 4,237 studies, primarily because they had
not studied specific elements of advance care planning. After the addition of two
studies identified by expert’s input and a manual search of reference lists, 94 studies
were assessed full-text. Ultimately, 36 were included (Figure 2), 22 of which had used
quantitative methods, ten of which had used qualitative methods, and four of which
had used mixed methods (Table 1 and Appendix 2). A majority of the studies (N=25)
had been conducted in high-income countries:[22] Japan,[23-26] South Korea,[24, 27-
35] Hong Kong,[36-41] Singapore,[42-44] and Taiwan.[45-50] The term advance care
planning was used in 15 studies, most of which had been published in the last de-
cade. Other studies, many of them less recent, used terms such as advance directive
or do-not-resuscitate (DNR) order that were related mainly to advance care planning
documents; or terms such as end-of-life discussion that were related to advance care
planning. Fourteen studies conceptualized advance care planning as the comple-
tion of documents (advance directives or DNR orders), while 22 conceptualized
advance care planning as a conversation process with or without documentation.
Elderly patients (n=16) and cancer patients (n=14) were the most-studied patient
populations. A majority of studies were conducted in a hospital-based setting (n=23).
Methodological quality was categorized as being strong in 11 studies, good in 11,
adequate in 12, and low in two (Appendix 3 and 4).
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Asian Patients’ Perspectives on Advance Care Planning -

Table 1. Characteristics of the included studies (n = 36)

Study characteristics N (%)
Type of study Quantitative study 22 (61)
Qualitative study 10 (28)
Mixed-methods study 4 (11)
Country/region® South Korea® 10
China® 6
Hong Kong 6
Taiwan 6
Japan® 4
Singapore 3
Malaysia 3
Term related to ACP used®™ Advance care planning 15

Term related to ACP documents:

Advance directive 19
DNR order/directive 2
Physician order for life-sustaining-treatment 3

Term related to ACP conversation:

End-of-life decision-making 5
Advance directive decision-making 1
The element of ACP studied ACP as completion of documents 14
ACP as process of discussion on preferences 13
Both 9
Number of patients in the study 0-100 15
101-500 17
501-1000 1
>1000 3
Type of subjects studied Patients:
- Cancer 14
- Non-cancer:
Elderly with chronic serious illnesses 16
Chronic dialysis 1
- Not-specified non terminal serious illnesses 4
- Not-specified terminal illness 1
Setting Hospital 23
Palliative care unit or hospice 3
Elderly facility 9
No restriction in the setting 1

ACP: advance care planning; DNR: do-not-resuscitate; (a) One study was conducted in South Korea, China, and
Japan; (b) Several studies used more than one terms related to advance care planning

97



Patients’ perspectives on advance care planning

Patients’ agreement with the importance of advance directive. Seven quantitative studies
reported on whether or not patients thought advance directives were important|24,
31, 34, 46, 51-53] (Appendix 5). Three-quarters or more of Asian patients in six
studies considered they were necessary: Malaysia (75%);[51] South Korea (85%;[24]
87%;[31] 93%[34]); China (74%;[52] 80%[24]; Japan (96%),[24] Taiwan (77%).[46] In the
seventh study, also from China, 22% of patients agreed on it.[52]

Patients’ willingness to engage in advance care planning or to draft an advance directive. Seven
quantitative studies reported that 39-90% of Asian patients were willing to engage in
advance care planning (Table 2). Two of these reported that 62-82% of patients’ were
willing to engage in it together with their family or healthcare professionals. The
first of these studies involved patients with advanced cancer in South Korea; 62%
of these patients were willing to engage in advance care planning with their fam-
ily, and 61% with healthcare professionals.[27] In the second of these studies, from
China, 82% of patients were willing to engage in advance care planning with their
family and/or with their healthcare professionals).[54] In Japan, the willingness to
engage in advance care planning with the family (mean score 3.3 + 0.61, range 1-4)
was similar to the willingness to engage in advance care planning without families
(mean score 3.2 + 0.52).among older patients with chronic diseases.[23] Four other
studies reported Asian patients’ willingness to engage in advance care planning (39-
68%) without detailing their preferences on whom they would have the conversation
with: Singapore (39-49% of older patients with mild dementia),[43, 44| Taiwan (42%
of nursing home residents);[49] and Malaysia (68% of patients with kidney failure).
[51]

Ten studies reported that 32-88% of Asian patients were willing to draft an advance
directive: Hong Kong (88% of nursing home residents, 49% of critically-ill elderly
patients, and 34% of cancer patients); [37-39] China (32% of nursing home residents
and 80% of cancer patients);[55, 56] and South Korea (52-74% of advanced cancer
patients; 59% of nursing home residents).[27, 28, 30, 33, 35]

Patient’s perspectives on the decision maker in advance care
planning

Seven quantitative studies reported the perspectives of Asian patients on their own
role, and the roles of their family and physicians, regarding decision-making in
advance care planning (Appendix 6). Fifty-one to 95% of Asian patients considered
the main decision maker in advance care planning to be themselves, either alone
or together with their family members and/or physicians.[24, 26, 28, 31, 37, 38] Five
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to 31% of Asian patients preferred their family or physician to be the main decision

maker in advance care planning.[24, 26, 28, 31, 37, 38]

Four studies compared preferred styles of decision-making, reporting a stronger
preference for collective decision-making (i.e., patients together with their family
and/or their physicians) than for individualistic decision-making: Japan (61% versus
33%),|24| South Korea (67% versus 27%),[24] China (48% versus 26%),[24] and Hong
Kong (71% versus 21%).[38] These findings contrast with two studies among older
people with serious illnesses in which individualistic decision-making was preferred:
in Hong Kong (14% versus 55%)[37] and South Korea (32% versus 39%).[31]

Underlying motives for patients’ willingness or unwillingness to
engage in advance care planning

Twenty-two studies (eight quantitative, ten qualitative, and four mixed-method)
examined patients’ underlying motives for being willing or unwilling to engage in
advance care planning. We summarized the quantitative data in Appendix 7 and
further transformed them into qualitized data (Table 3). Our analysis of the qualita-
tive data produced 29 qualitative codes (Appendix 8), five related to willingness, and
24 related to unwillingness to participate in advance care planning.

By integrating the qualitized and qualitative data, we developed seven integrated
themes regarding patients’ motives for willingness to engage in advance care
planning (Table 3): (a) their belief that it would promote autonomy; (b) their belief
that it would enable a comfortable end-of-life; (c) their belief that it would avoid
burden on the family; (d) their belief that it would facilitate shared understanding
between patient and family; (e) their past experiences with end-of-life or advance
care planning; (f) their religious beliefs; and (g) their wish to follow their physician’s
recommendations.

Eleven integrated themes were developed as motives for patients’ unwillingness
to engage in advance care planning: (a) their lack of understanding of their illness;
(b) their limited understanding of advance care planning; (c) their concerns about
its implications; (d) their belief that it was not necessary or beneficial; (e) their
uncertainty about its effectiveness in conveying their wishes; (f) their belief that
healthcare professionals did not advocate advance care planning; (g) their belief
that family did not support their engagement in it; (h) their belief that it went
against their faith or religious beliefs; (i) their sense that the options for future care
were limited; (j) their sense that it was not yet partially or fully supported by the
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healthcare system; and (k) their belief that healthcare professionals lacked the skills
needed for advance care planning.

Conceptual framework for patients’ willingness to engage in
advance care planning

Next, we used these integrated themes to develop a conceptual framework orga-
nized on the basis of knowledge, beliefs, and willingness to engage in advance care
planning (Figure 3). According to the Theory of Planned Behavior,[21] beliefs in
advance care planning were further divided into three types: (a) behavioral beliefs
in advance care planning (i.e., patients’ beliefs regarding the likely consequences of
engaging in advance care planning); (b) normative beliefs in advance care planning
(i.e., the normative expectations of others regarding their engagement in advance
care planning); and (c) control beliefs in advance care planning (i.e., the presence of
factors that might facilitate or hinder their engagement in advance care planning).

Patients’ knowledge. Patients who lacked awareness of their disease severity and prog-
nosis[25, 30, 36, 44, 54, 57, 58] and/or knowledge regarding advance care planning.
[27, 28, 30, 33, 35, 37, 38, 41-44, 48, 50, 54, 56-58| were less likely to engage in it.
For instance, patients who had mistakenly understood that advance care planning

Knowledge:

e Disease state and prognosis
e Concepts of ACP

Beliefs:

Behavioral Beliefs

a) Advantages and disadvantages of ACP
b) Implications of ACP to self or family
c) Effectiveness of ACP in conveying

A4

patients’ wishes
Normative Beliefs Willingness or unwillingness
d) Family’s support towards ACP to engage in ACP in a
e) HCPs’ support towards ACP particular approach:
f) Conformity with religious beliefs/faith - Actors and roles in ACP
Control Beliefs > (patient/family/HCPs)
g) Complexities of future planning - Timing for initiation
h) Relevance of ACP with regards to - Formality of ACP

socioeconomic dependence on others
i) Health care system readiness for ACP

Figure 3. Conceptual Framework for Patients’ Willingness to Engage in ACP.
ACP: advance care planning; HCPs: healthcare professionals.
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was merely a discussion about financial arrangements decided not to engage in it if
their planning was already sufficient or if they had no assets to plan for.[43, 44] Our
model was based on the hypothesis that patients’ beliefs and willingness to engage
in advance care planning were influenced by their knowledge of its concept and of
their illness.

Patients’ behavioral beliefs about advance care planning. Studies reported that patients’
beliefs about the benefits of advance care planning were important motivators of
their engagement in it; such benefits include the belief that advance care planning
promoted autonomy,[25, 28, 35, 37, 42, 44, 56-58] enabled a comfortable end-of-
life,[28, 37, 40, 57, 58] avoided burdening family members, |25, 28, 35, 37, 44, 57]
and facilitated shared understanding with family members.[37, 42, 56] Conversely,
five groups of patients would be less likely to engage in advance care planning: (a)
those who believed that it was not beneficial;[43, 56] (b) those who believed that
engaging in it might cause conflict between their family members or distress to
them(41, 42, 44, 48, 50, 54, 58] or to themselves;[29, 30, 33, 41, 42, 54] (c) those who
believed that discussing death would bring bad luck;[30, 50, 58] (d) those who be-
lieved that signing the advance care planning document would lead to substandard
care;[30] and (e) those who were not sure that it would guarantee their wishes were
respected.[33, 44|

Patients’ normative beliefs about advance care planning. We identified three normative
components of beliefs pertaining to engagement in advance care planning. The first
was related to family: patients who believed that their family did not support their
engagement in advance care planning[43, 44, 47] would be less likely to engage in
it. The second was related to healthcare professionals: patients would be less likely
to engage in advance care planning if their physicians did not advise them to do
s0.[41, 43| The third was related to faith or religious belief. Seven studies found that
patients’ faith or spiritual beliefs were motives for non-engagement in advance care
planning.[37, 41, 44, 48, 50, 57, 58] Like those who believed that their future was
predetermined by God or their past actions and those who believed in the mandate
of nature would be likely to accept what they regarded as their predetermined fate
rather than attempting to take control of it or modify it through advance care plan-
ning.

Patients’ control beliefs about advance care planning. Patients were particularly concerned
about the complexities of advance care planning with regard to the difficulties of
planning for the unknown|25, 38, 41, 45, 50| and the possibility of a future change
of mind.[29, 33, 37, 42] As their socioeconomic dependency on others gave them
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only limited options for future care, they were concerned that planning for various
future scenarios might not be relevant to them.[25, 44, 58| Patients were also con-
cerned that, as they had never had the chance to develop a long-term relationship
with a healthcare professional that would make advance care planning possible, the
healthcare system might not be supportive of it.[41] They were also concerned that
healthcare professionals lacked the skills and empathy needed to engage in it.[41]

Patients’ willingness or unwillingness to engage in advance care planning. Our data also shows
that willingness or unwillingness depended on three factors: (a) which role people
have in advance care planning; (b) when it is initiated; and (c) how formally it is car-
ried out. Patients tended to expect one of the following: (a) active engagement that
involved the patient with their family members and/or healthcare professionals;[24,
28, 31, 37, 38, 42] or (b) passive involvement in which they preferred to extend
their autonomy and entrust decision-making to their family members or healthcare
professionals.[25, 30, 33, 35-38, 41-44, 50, 54, 56-58] The motivations for entrusting
decision-making to family included beliefs that: the family knew the appropriate
decision for the patient,[41, 43, 44, 50] such decision making was the children’s
responsibility to the parents,[50] family would carry out the patient’s wishes,[43]
and the patients would have no control over future decision-making.[58] A further
motivation was patients’ experience of being treated well by the family.[25] A reason
for entrusting decision-making to physicians was a belief that physicians would
do what was best for the patient.[41, 50, 57, 58] Those who preferred to be their
own primary decision maker were motivated by their doubts that the family would
honor their wishes,[57] and by their expectation that they would be able to maintain
control of their life.[25, 58|

Our findings also show that patients were willing to initiate advance care planning
at a particular time in the future or later in the course of their illness.[25, 28, 33, 35,
37, 38, 50, 56] With regard to patients’ preferences for documenting their conversa-
tions, our findings were varied: while some preferred a written document,[24, 31,
34, 51] others preferred verbal communication with their family and/or healthcare
professionals without drafting or signing a written document.[29, 43, 44, 57|

DISCUSSION

To better understand Asian patients’ perspectives on advance care planning and the
motives underlying their willingness or unwillingness to engage in it, we system-
atically synthesized and integrated outcomes from different types of studies, and
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then developed a conceptual framework on the basis of our findings. Most of these
findings originated in high-income Asian countries. Acknowledging the limit we
set to our search, the term ‘Asian patients’ we used to describe our findings refers
to Asian patients in southern, southeastern, and eastern Asia. Our most important
finding is that a majority of Asian patients agreed that advance care planning was
necessary. The main motive for their engagement in it concerned its benefits, such
as promoting autonomy, allowing a comfortable end of life, avoiding burden on
family members, and facilitating shared understanding with family members.
Conversely, a range of motives characterized those who were unwilling to engage
in it: patients’ lack of understanding of their disease, their misperceptions about
advance care planning, and the following beliefs: that it was not beneficial, that it
was potentially harmful, that it was not consistent with their religious beliefs or
with the wishes of their family or healthcare professionals, and that there were
various barriers to it. Our findings suggest that Asian patients would benefit from
an individual approach with regard to the individual(s) who should communicate
values or be present during advance care planning, the right time for initiating
advance care planning conversations, and the formality of advance care planning.

Our study confirms previous findings suggesting that proper understanding of
their illness (e.g., prognosis) is an important initial step to patients’ realization of
whether or not they would need further conversations on their goals and future care
plan.[59, 60] The poor illness understanding identified in our study is likely to have
been caused by limited truth-telling — a common aspect of communication with seri-
ously ill patients in Asia,[6] which leads to their exclusion from conversations about
poor diagnosis and prognosis. Healthcare professionals’ tendency towards partial
disclosure or non-disclosure is not compatible with most Asian patients’ reported
preference for truth-telling communication.[61-64] Our study thus provides further
confirmation of the fact that clarifying patients’ understanding of their illness
(including prognosis) by encouraging truth-telling communication is an important
prerequisite for engagement in advance care planning.

Our study also shows that Asian patients have only a limited understanding of what
advance care planning entails. Three misperceptions of advance care planning are
particularly common: that it is purely a financial planning process, a completion
of a formal document, or a conversation related to death and dying. These may be
due to the facts that advance care planning is a relatively new concept in Asia that
is both complex and continuously evolving, various terms of legislation on advance
directives in different countries and that there is little or no public education on it
in Asia.[3, 65] Correcting these misperceptions whilst simultaneously taking proper
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account of the Asian context — for example by engaging family members earlier —
is central to the promotion of positive attitudes to it. A similar phenomenon has
been reported by studies from non-Asian countries, which solidify the influence
of participants’ knowledge regarding advance care planning on its delivery across
different cultures.[66-68]

Our earlier systematic review showed that Asian healthcare professionals rarely en-
gaged patients in advance care planning and, in the event of disagreement between
patients’ advance directive and the family’s wishes, would defer to the family.[6]
However, it is clear from our current findings that a meaningful number of Asian
patients expect and prefer active participation in advance care planning, either to-
gether with their families, or, to a lesser extent, individually. This suggests that the
commonly stereotyped Asian values of passive or family-centered decision-making
may in fact be too narrow, and, due possibly to modernization and globalization,
that a shift may also be taking place towards more autonomous forms of decision-
making.[69] This evidence further emphasizes the importance of avoiding East-West
cultural stereotypes and of identifying individual patients’ personal values and

preferences for engaging in medical decision-making.

Other important motives for patients’ willingness or unwillingness to engage in
advance care planning are beliefs about its harms and benefits. Central to these
beliefs is the motivation to protect oneself and one’s loved ones from future suffer-
ing, whether (a) physical (such as that due to unwanted treatment in the absence
of advance care planning, or to substandard treatment after signing an advance
directive); (b) financial (such as that caused by economic burdens on the family); (c)
social (such as that due to family conflict); or (d) psychological (such as the distress
caused by decision-making as a surrogate or by loss of hope).

Our findings also suggest that certain normative beliefs play an important role in
patients’ engagement in advance care planning. Asian patients will favor advance
care planning when it is in accordance with a physician’s advice, families’ wishes,
or patients’ religious beliefs about the end of life. Particularly in Asian collectivist
culture, it is essential to seek harmony with others, including family members,
society, and nature. While death is often regarded as God’s will or the mandate
of nature, discussing it openly may also be believed to cause bad luck. Open and
honest communication on these beliefs and related concerns is therefore essential,
not only to allow misperceptions or false beliefs to be corrected, but also to allow
approaches to the topic that are more acceptable to a specific patient’s personal
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values. Acknowledging such beliefs is essential to facilitating an appropriate and
patient-centered approach to advance care planning.

Our model also suggests that these beliefs have led to various preferences for role
in advance care planning, one of which involves granting autonomy to their family
or healthcare professionals, and thus allowing their own values to be communi-
cated, and decisions to be made, by family or healthcare professionals. In this case,
advance care planning should facilitate mutual understanding of patients’ values.
This would allow for the further translation of these values into relevant goals and
preferences without limiting the context of conversations and the patient’s eventual
role in the process.

STRENGTHS AND LIMITATIONS

To the best of our knowledge, this is the first systematic review to explore Asian
patients’ perspectives on and willingness to engage in advance care planning, and
also their underlying motives for this. As advance care planning is an emerging con-
cept in Asia, our comprehensive conceptualization of it made it possible to conduct
a sensitive search that did not necessarily use advance care planning as a search
term, but nonetheless identified studies examining its relevant elements. The use
of mixed-method systematic review enabled us to gain a deeper understanding of
the findings by integrating different types of evidence from various types of studies.

When interpreting this systematic review, three main limitations should be taken
into account. Firstly, our inclusion solely of studies published in English may have
led valuable contributions to be excluded. However, we believe that our comprehen-
sive search strategy, wide inclusion criteria, and mixed-method strategy enabled us
to identify sufficient number of studies to answer our research questions. Secondly,
there was a possibility of selection bias, as patients with a greater interest in ad-
vance care planning may have been more inclined to participate in the studies in
question. Finally, our results may lack generalizability to low and middle-income
Asian countries, other regions of Asia (i.e. northern, western and central Asia), and
patients with mental disorders.
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WHAT THIS REVIEW ADDS

Our study suggests the importance of developing a culturally sensitive model of
advance care planning for Asia. Because decision-making in Asia is primarily family
driven, advance care planning should focus on achieving a shared understanding
of patients’ values by encouraging open communications and establishing the
connection between patients and their family. Our findings may also be relevant
to the practice of advance care planning in Western countries, particularly when
engaging patients or family members of Asian descent. Healthcare professionals
who engage in advance care planning with patients of Asian origin should avoid
stereotyping Asian collectivist culture and bear in mind that these patients may
prefer active involvement in it. To facilitate a proper approach to advance care plan-
ning conversations, healthcare professionals should also familiarize themselves
with various beliefs about advance care planning that are commonly found in Asian
culture. With regard to these beliefs, our findings suggest that the focus of advance
care planning conversations should be shifted from merely communicating care
objectives towards exploring and establishing values, and thereby achieving truly
value-concordant care. A separate review is currently underway and aims to explore
whether the phenomenon in Asians living in foreign countries is comparable to our

current findings and how acculturation may play role in it.[70]

CONCLUSION

The essential first steps towards engaging Asian patients in advance care planning
involve a process of education and clarification, in which various misperceptions
about their illness and prognosis are resolved, and it is clearly established what
advance care planning entails. Advance care planning for Asian patients should be
able to accommodate the diversity of patients’ beliefs; their preferences with regard
to their role in it, either as active participants, or by delegating responsibility to
family members or healthcare professionals; decisions on the best time to initiate

it; and decisions on formally documenting it.
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Appendix 3. Quality assessment scores for included quantitative and mixed-method studies
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First author (year)
Voltz R (1998)[26](a)
Htut Y (2007)[57]
Lee ] (2010)[32]

Low

0.50
0.77

1.

10
17
20
19
13
21

1.

Good

2.

Strong

00
95

Strong

0.

Chu LW (2011)[39)]

4.

Adequate

0.59
0.

Ting FH (2011)[37]
Ivo K (2012)[24]

5.

Strong

95
95

Strong

0.

19
11

Keam B (2013)[34]
Ni P (2014)[56]

7.

0.50 Adequate®

8.

Good

0.73
0.60
0.55
0.75
0.80
0.80
0.68
0.65
0.75
0.60
0.8

16
12
12
15
16
16
14
17
13
12
16
16

Cheong K (2015)[44]
Park SY (2015)[31]

Adequate

10.
11.

Adequate

1

Hing Wong A (2016)[54]

Hui EC (2016)[38]

Good

12.

Good

Lee HTS (2016)[50]
Park J (2016)[35]

13.
14.
15.
16.
17.
18.

Good

Adequate?®

2
2
2

Zhang Q (2016)[52]

Adequate

Zheng RJ (2016)[51]

Good

Hirakawa Y (2017)[25]

Koh SJ (2017)[29]
Lo TJ (2017)[43]

Adequate

Good*

19.
20.

Good

0.73

2

Sung HC (2017)[49]
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ABSTRACT

Background: Most studies on advance care planning in Asia originate in high-
income Asian countries. Indonesia is a middle-income Asian country characterized
by its religious devoutness and strong family ties. This study aims to explore the
perspectives and experiences of Indonesian healthcare professionals on advance
care planning for cancer patients.

Methods: Focus-group discussions were conducted in July and August 2019 and were
analyzed using thematic content analysis enhanced by dual coding and exploration
of divergent views. Purposive sampling of physicians and nurses actively engaged in
cancer care in a national cancer center and a national general hospital.

Results: We included 16 physicians and 16 nurses. These participants were open to
the idea of advance care planning. We further identified four aspects of this plan-
ning that the participants considered to be important: 1) the family’s role in medical
decision-making; 2) sensitivity to communication norms; 3) patients’ and families’
religious beliefs regarding the control and sanctity of life; and 4) the availability of a
support system for advance care planning (healthcare professionals’ education and
training, public education, resource allocation, and formal regulation). Participants
believed that, although family hierarchical structure and certain religious beliefs
may complicate patients’ engagement in advance care planning, a considerate
approach to involving family and patients’ religious perspectives in advance care
planning may actually facilitate their engagement in it.

Conclusion:Indonesian healthcare professionals believed that, for culturally con-
gruent advance care planning in Indonesia, it was essential to respect the cultural

aspects of collectivism, communication norms, and patients’ religious beliefs.

Keywords: advance care planning, oncology, Asia, culture, spirituality, health person-
nel
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INTRODUCTION

Advance care planning is a process in which patients reflect upon the meanings and
consequences of serious illness. It enables them to identify their values, and define
their goals and preferences for future care, and discuss them with their family
and healthcare professionals.[1] A recent review of studies from Western countries
showed that it improves patients’ and surrogates’ satisfaction with communication,
and reduces surrogates’ and clinicians’ distress.|[2]

Interest and research in advance care planning have been growing not only in West-
ern countries,[3] but also in Eastern ones.[4-6] Our review on advance care planning
in southern, south-eastern, and eastern Asian countries showed that even though
Asian healthcare professionals acknowledge its importance, and are willing to en-
gage in it, they find it very challenging to do so.[7] However, while most research on
advance care planning in Asia has been conducted in high-income countries,[3, 8]
few studies have examined it in low and middle-income Asian countries, including
Indonesia.[8|

Indonesia is the fourth most populous country in the world whose incidence of
cancer has increased 29% over the last five years since 2013.[9] Seventy percent of
these patients are at an advanced stage, where advance care planning is especially
important to enabling their autonomy at the end of life.[9] However, the uptake of
advance care planning may be influenced by Indonesia’s culture of collectivism, in
which family plays a major role in medical decision-making.[10, 11| In addition to
this, it may be further influenced by most Indonesian people’s religious devotion.
[11-15]

A recent survey among the general population showed that 75% of Indonesians were
willing to engage in end-of-life care conversations, and 60% of them expected health-
care professionals to initiate it.[16] However, a study on the actual use of advance
care planning and the potential facilitators and challenges faced by healthcare pro-
fessionals has not been performed in Indonesia. This study therefore aimed to better
understand Indonesian healthcare professionals’ perspectives on and experiences
with advance care planning in oncology care by conducting exploratory focus-group
discussions.
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METHODS

Study Design

Focus-group discussions were conducted to enable active interaction between par-
ticipants and to stimulate clarification of views and sharing of various perspectives
on and experiences with advance care planning that might otherwise be less evident
in the context of individual interviews.[17] The interpretative phenomenological
analysis approach was used to study how phenomena appear to the subject and how
his or her experience is established.[18] Reporting was guided by the Consolidated
Criteria for Reporting Qualitative Research (COREQ).[19]

Study setting
The study was conducted in the only national cancer centre in Indonesia and in a
top-referral academic general hospital, both situated in Jakarta, the capital city of

Indonesia.

Sampling and recruitment

Physicians and nurses who were actively engaged in the treatment and care
of patients with cancer were invited to participate. To capture the diversity of
clinical specialties, age, and gender, participants were then purposively sampled.
Participants at Dharmais National Cancer Centre were selected and invited by RD,
and participants at Cipto Mangunkusumo National General Hospital by DM. Specific
inclusion criteria included: (1) experience for at least five years with the provision of
care to patients with cancer, and (2) the provision of informed consent.

Focus-group discussions and data collection

All focus-group discussions were moderated by DM (Indonesian female researcher
and physician specializing in internal medicine and palliative care, trained in
performing qualitative studies), who also encouraged group members to exchange
opinions. The discussions were observed and recorded by RD (Indonesian female
physician specialized in psychiatry and palliative care, experienced in qualitative
studies), who also made additional notes based on her observations.

Before starting these discussions, we developed a topic guide based on our systematic
reviews of advance care planning in Asia[5, 7] and on consultation of various experts
on palliative and cancer care, with backgrounds in medical oncology, palliative care,
research, and psychology. The focus-group topic guide (Appendix 1) addressed: (1)
an introduction to the study; (2) participants’ prior knowledge of advance care plan-
ning; (3) participants’ perspectives on advance care planning; (4) whether and how
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advance care planning was practiced at participants’ current workplace, and their
ideas about it; and (5) barriers and facilitators for advance care planning. Due to the
lack of an Indonesian term for or concept of advance care planning, the concept
used in this study was consistent with the international consensus definition of
the European Association for Palliative Care: “a process that enables individuals
with decisional capacity to identify their values, to reflect upon the meanings and
consequences of serious illness scenarios, to define goals and preferences for future
medical treatment and care, and to discuss these with family and healthcare profes-
sionals, and to record and review these preferences if appropriate.”[1]

Data Processing and Analysis

All discussions were audio-recorded and transcribed verbatim in Indonesian, the offi-
cial language at the study sites, by DM and RD. DM and CYK (Indonesian female nurse
and researcher, trained and experienced in qualitative studies, and fluent in English)
then analysed the data following the inductive thematic analysis approach.[20] First,
DM and CYK familiarized themselves with the data by reading the transcripts several
times before identifying ideas. Second, DM and CYK independently generated initial
codes by allocating codes to these ideas. Third, DM and CYK independently grouped
the codes under broader themes. To achieve consensus, the generation of codes and
themes was followed by discussions between DM and CYK. To enhance the validity
and confirmability of the findings, we performed investigator triangulation (DM,
CYK, CE, JR, AH, and CR), by translating codes and themes into English to facilitate
the discussions with the non-Indonesian-speaking co-authors (JR, AH and CR). Prior
to these discussions, DM and CYK selected two transcripts based on the richness,
had them translated into English by a professional translator, and shared them with
JR, AH, and CR. In the fourth phase, meetings were held between DM, CYK, CE, JR,
AH, and CR to review the themes and ensure each theme had a specific identity. All
of these processes were iterative and reflective, developing over time and involving
a constant moving back and forward between phases. To assist in data management,
N-Vivo qualitative data analysis software (version 12) was used.

RESULTS

Participants’ Demographics

We included 16 nurses and 16 physicians and held five focus-group discussions
between July and August 2019. We conducted two focus-group discussions in Dhar-
mais (one with seven physicians and one with eight nurses); and three in Cipto
Mangunkusumo: (one with four physicians, one with five physicians and one with
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Table 1. Characteristics of the participants

Physicians (N=16) Nurses (N=16)
Sex
Male 10 5
Female 6 11
Age (years)

- <40 6 14
40-60 9 1
>60 1 1

Specialty
Medical oncology 3
Surgical oncology 2
Neuro-oncology 1
Pulmonology 1
Geriatrics 2 2
Anaesthesiology (intensive care) 2 2
Palliative care 2 1
Head and neck oncology 1
Uro-oncology 1
Hepato-gastroenterology 1
Oncology 11

eight nurses). Each discussion lasted approximately 90 minutes. We terminated the
data collection after discovering no additional data that would add further insights
to the findings. The participants’ characteristics are summarized in Table 1.

Thematic Findings

Four main themes were identified as key features of healthcare professionals’
perspectives on and experiences with advance care planning (Figure 1): 1) family’s
role in medical decision-making; 2) sensitivity to communication norms; 3) patients’
religious beliefs regarding the control and sanctity of life; and 4) the availability of
a support system for advance care planning.

Theme 1: Family’s role in medical decision-making

In Indonesia, many elderly patients live together with their children, and partici-
pants often reported that patients greatly appreciated the input from their family
members.

“Patients are often not capable of making decisions [by themselves]. They’ll say, ‘let me

9

ask my family first, Doc.”” (P04: male, head-and-neck oncologist)
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Figure 1. Coding Tree

Due to the importance of families in medical decision-making, participants believed
that gaining their support in advance care planning is essential. Families may also
serve as patients’ proxies for collecting meaningful information.

“Some patients may have communicated their wishes to the family... as already men-

tioned, the role of family in Indonesia is very dominant, and they may be the ones we
approach before the patient... that is the reality. Some patients have already shared
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their wishes in detail with their children. By involving the family, much information can
be obtained, but not all of it will be verified with the patient. I usually only clarify the
major things.” (P09: female, geriatrician)

Nevertheless, participants stated that patients were particularly deprived of oppor-
tunities for meaningfully engaging in advance care planning if their family took the
leading role in decision-making.

“What needs to be underlined in our culture in Indonesia is that patients often cannot
determine their fate, because their family will decide [for them].” (N12: male, oncology

nurse)

Participants described that disclosing bad news was a necessary yet difficult precon-
dition for advance care planning. Families’ reluctance to inform patients about their
poor prognosis contributed to missed opportunities for the timely engagement of

patients in advance care planning.

Certain families’ structures and dynamics, in which hierarchy played an important
role, were reported to potentially complicate advance care planning, in ways that
sometimes prevented patients’ wishes from being acted upon.

“The family member who takes care of the patient closely can usually understand his
suffering and respect his wishes. But once another family member with a higher position
or who is more respected [by other members of the family] comes, he/she may cancel
everything [that has been agreed upon].” (N05: male, oncology nurse)

Theme 2: Sensitivity to communication norms

Due to the sensitive nature of advance care planning conversations, many par-
ticipants felt uncomfortable about initiating them. They also reported that some
patients may not appreciate them.

“I don’t have the heart to talk about it [advance care planning]. Our patients are also
very rarely willing to engage in such a conversation.” (P03: female, medical oncologist)

Most participants felt the need to know how to approach advance care planning in

a way that would be acceptable to patients and their families. The use of positive
terms was reported as being more appreciated by them.
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“We would not use the term ‘refusal of resuscitation’ rather than ‘allow natural death’

when asking them to sign the DNR form.” (P11: male, intensivist)

Another participant mentioned the importance of apologizing before introducing
sensitive topics that could be offensive to some patients.

“We will say ‘I'm sorry, I don’t want to make it [death] come soonet, I just want to ask if
your condition... you know, sometimes a person’s condition can improve, but sometimes
it can deteriorate... I want to ask if... once more, I apologize for asking this, but what
if your condition deteriorates, what will be your wishes?’.” (N15: female, palliative care

nurse)

Theme 3: Patients’ religious beliefs about the control and sanctity of life
Participants reported that patients’ religious beliefs play a significant role in their
engagement in advance care planning. Patients who believed in God’s control over
life may consider the concept of future planning to be contradictory with their
beliefs.

“We often communicate about the fact of their terminal condition and what could be
their plans [for the end-of-life phase], but they [patients and their families] would argue
that we would then be acting before God acts.” (NO8: male, oncology nurse)

The acknowledgement of patients’ religious beliefs and the incorporation of these
beliefs into the conversation was reported to facilitate the rapport building neces-
sary for advance care planning.

“When initiating the conversation, we have to acknowledge their beliefs. After that, we
need to acknowledge that we [doctors] are also humans. We have our limitations. We are
not the solutions for every illness. If we do that, they are usually more open [to advance

care planning] and accepting.” (P07: female, hepato-oncologist)

Patients who believed that life is a sacred loan that should be protected were re-
ported to often avoid conversations about limiting aggressive interventions. One
participant shared her experience of using appropriate religious term to navigate
the conversation, contextualize the message, and help clarify misconceptions. For
instance, the use of the term “mudarat,” which means harm and is forbidden in
an Islamic context, was reported to help Muslim patients better understand the
concept of futile intervention and distinguish it from “giving up.”
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“We tell them that if we do this [futile] intervention, the ‘mudarat’ [harm] will be greater
[than the benefit]. Doing harm to yourself is prohibited by our religion. This helps them
appreciate our intention.” (N08: female, emergency care nurse)

Nevertheless, while some participants reported their practice of integrating religious
beliefs in the conversations, another participant felt the need to involve spiritual
care providers to facilitate such a conversation.

Theme 4: The availability of a support system for advance care planning

Most participants reported their need for clear recommendations and guidelines
for advance care planning, particularly pertaining to who should take the role in
delivering it.

“We frequently have these patients [appropriate for advance care planning], but as long
as the primary physicians don'’t feel the need to consult [a palliative care team], then this

conversation will not occur.” (N10: female, oncology nurse)

“The way I see it, most of the time, we don’t know to which caregiver the patient should
be referred [for advance care planning]? A psychiatrist? A spiritual caregiver? Hospice
or palliative care team?.” (P05: male, pulmonologist)

They also reported the need for a formal law to safeguard them from the legal conse-
quences of engaging in advance care planning. Additionally, participants mentioned
that integrating advance care planning into financial platforms would be essential
to ensure patients’ access to it.

“Unfortunately, in this hospital, it [advance care planning] is not covered by the national

health insurance yet.” (NO2: male, oncology nurse)

The workload and time constraints were mentioned as important barriers to ad-
vance care planning. Also, the paper-based medical record system in a majority of
Indonesian healthcare facilities hampered the accessibility and accountability of

advance care planning related documents.

“One day, I had documented the conversation, but when we wanted to retrieve the docu-
ment upon the patient’s admission, it was gone.” (P10: female, geriatrician)

Participants reported that patients’ opportunities for timely engagement in advance
care planning was reduced by their late presentation to medical facilities — a com-
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mon problem. Therefore, awareness of the benefits of advance care planning should
be raised in the community.

“Educating communities about advance care planning is important so they know that
they have the right [to decide for themselves]” (P01: female, palliative care physician)

Lastly, participants argued that patients’ health literacy would influence their abil-
ity to understand and appreciate the aim of advance care planning.

DISCUSSION

Our study showed that several Indonesian healthcare professionals were open to
advance care planning but also considered that cultural sensitivity mattered to their
engagement in it. They believed that its uptake would be facilitated by the family’s
support for advance care planning, and for culturally sensitive communication,
contextualization of advance care planning within the patient’s religious beliefs,
and the establishment of public education, financial support, a legal platform, and
proper training.

Being strongly collectivists, Indonesian people consider the maintenance of social
harmony crucial.[21-24] Our study showed that, due to families’ leading role and
their hierarchical structure, which may complicate advance care planning, health-
care professionals considered that gaining families’ support in advance care plan-
ning was essential to ensuring patients’ engagement in it. Therefore, the initial step
towards patients’ successful engagement in advance care planning included careful
consideration of family dynamics and how these may facilitate the conversation
without disrupting the harmonious relationship between doctor, patient, and fami-
lies. Indonesian culture is characterized by its indirect communication style, which
prioritizes the maintenance of other people’s honour.[25] Our study showed that
the use of indirect and positive terms was preferred both by healthcare profession-
als and by their patients. Available evidence has shown that patients’ preferences
for communication approach vary across different cultures. For instance, Asian
immigrants in Western countries[26, 27] and Japanese patients[28] were likely to
prefer implicit communication. In contrast, Western patients preferred informa-
tion delivered straight to the point and professionally.[29] They appreciated open
discussion about how much detailed information they would want.[30] Our study
also showed that offering an apology before introducing sensitive issues was an-
other strategy that was reported to initiate advance care planning. Great caution
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should be exercised when approaching this conversation indirectly, as the main
aim - exploring patients’ values — must still be attained.[1] Therefore, it is essential
to develop a special training on end-of-life-related conversation into current medical
curricula for healthcare professionals in Indonesia.

Our study showed that religious belief was considered as an important factor due
to its role in facilitating message interpretation and its meaning-making among
religiously devoted patients. Exploration and use of these patients’ beliefs in
navigating the advance care planning conversation were believed to facilitate its
uptake. Furthermore, our study suggested that Indonesian healthcare professionals
believed that patients appreciated conversations about their religious beliefs. This
finding supports the emerging evidence that religiosity does not necessarily negate
the desire for prognostic communication and preparation for the end of life.[31,
32] It also supports the importance of the spiritual dimension of palliative care in
Indonesia.[33-35]

Lastly, our findings showed an urgent need for advance-care capacity building plan-
ning in Indonesia, which lagged behind other Asian countries.[8] In our study, the
lack of agreement on the role of different healthcare professionals (nurses versus
physicians, primary physicians versus palliative care team) in advance care planning
led to a lack of leadership in it. Additionally, the lack of financial support inevitably
hampered patients’ access and providers’ engagement. To aid the advocacy efforts
on advance care planning, evidence of its value in Indonesia is needed.

IMPLICATIONS

Our study indicates the importance of developing cultural sensitivity of advance
planning. This requires healthcare professionals to create a meaningful under-
standing of the common features of patients’ cultures while avoiding stereotypical
characterizations. An example of such a step is evaluating patients’ family dynamics
and their communication norms, particularly when engaging with patients from
a culture where family-centered decision-making and indirect communication are
the norms. Likewise, in order to facilitate the engagement of religiously devoted
patients, it is necessary to consider and contextualize their beliefs carefully.
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STRENGTH AND LIMITATIONS

This study has several strengths. First, to capture a comprehensive range of partici-
pants’ experiences, we purposively sampled two types of healthcare professional.
Second, the consistency of data collection was sustained by a single interviewer
(DM) and observer (RD). However, several limitations must be considered when
interpreting the findings. Firstly, it is possible that the use of a single interviewer
led to systematic bias. However, this concern was addressed by ‘investigator trian-
gulation’, which involved all researchers in analyzing and discussing the findings.
Secondly, we are aware that the participants’ meaning may have been clouded
throughout the analysis by Indonesian-English language differences. Lastly, the
study was undertaken in two tertiary, national referral hospitals, which limits its
generalizability to other settings.

CONCLUSION

Future directions for advance care planning in Indonesia should include sensitive
cultural adaptation to the values of family harmony, communication norms, and
religious beliefs. To complement current evidence and facilitate advocacy efforts,
further study is needed on patients’ perspectives and the value of advance care plan-
ning in Indonesia.
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ABSTRACT

Background: Individuals’ willingness to engage in advance care planning is influ-
enced by factors such as culture and religious beliefs. While most studies on advance
care planning in Asia have been performed in high-income countries, Indonesia is a
lower-middle-income country, with a majority of strongly collectivist and religiously
devout inhabitants. We studied the perspectives of Indonesian patients with cancer
and family caregivers regarding advance care planning by first exploring their ex-
periences with medical information-disclosure, decision-making, and advance care
planning and how these experiences influence their perspectives on advance care
planning.

Methods: We conducted semi-structured interviews among 16 patients with cancer
and 15 family caregivers in a national cancer center in Jakarta and a tertiary aca-
demic general hospital in Yogyakarta. We performed an inductive thematic analysis
using open, axial, and selective coding. The rigor of the study was enhanced by
reflective journaling, dual coding, and investigator triangulation.

Results: Twenty-six of 31 participants were younger than 60 years old, 20 were Mus-
lim and Javanese, and 17 were college or university graduates. Four major themes
emerged as important in advance care planning: (1) participants’ perceptions on
the importance or harmfulness of cancer-related information, (2) the importance of
communicating bad news sensitively (through empathetic, implicit, and mediated
communication), (3) participants’ motives for participating in medical decision-
making (decision-making seen as patients’ right or responsibility, or patients’ state
of dependency on others), and (4) the complexities of future planning (e.g., due to
its irrelevance to participants’ religious beliefs and/or their difficulties in seeing the
relevance of future planning).

Conclusions: Culturally sensitive approaches to advance care planning in Indonesia
should address the importance of facilitating open communication between patients
and their families, and the various perspectives on information provision, bad news
communication, and decision-making. Advance care planning should focus on the
exploration of patients’ values, rather than drafting treatment plans in advance.

Key words: advance care planning, patient, cancer, family, collectivist, religiosity,
Asia, Indonesia
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BACKGROUND

Advance care planning is a process of defining and discussing values, goals and
preferences for future medical treatment and care.[1] It is increasingly seen as an
essential element of high-quality end-of-life care. However, as the concept is rooted
in the Western philosophy of person-centered care and self-determination, it may
not always be relevant in countries where the cultures favor collectivism and the
maintenance of social harmony over individual autonomy.[2-4] Our recent system-
atic reviews of studies from southern, south-eastern, and eastern Asian countries
showed that proper understanding of one’s illness (including its prognosis) is re-
garded as an important initial step towards engagement in advance care planning.
[5] The uptake of advance care planning is further influenced by patients’ beliefs
and healthcare professionals’ fear of creating conflict with family members.[5-7]
Few studies provided in-depth insight into patients’ and families’ perspectives on
advance care planning, and few were conducted in low and middle-income Asian
countries, including Indonesia.|5-7]

Indonesia is the fourth most populous country in the world, with the prevalence
of cancer increasing from 1.4 per 1,000 people in 2013 to 1.8 per 1,000 in 2018.
[8] In 70% of these patients, the illness is at an advanced stage,[8] where advance
care planning may have added value. Although a survey among participants from
a general population in Indonesia showed that the majority wished to be informed
about a possible life threatening disease and be engaged in end-of-life communica-
tion, a study on the perspectives of Indonesian patients has not been performed.
[9] However, the stigma surrounding cancer prevented people to have an open
communication about it.[10] In addition to that, Indonesia not only follows Asian
traditions of family-centeredness in medical decision-making, it is also one of the
most religious countries in the world where the majority of its population consider
religious values to be important to their lives.[11-13] These factors may all influence
people’s perspectives on advance care planning and their willingness to engage in
it.[5]

To better understand the possible value of advance care planning for cancer patients
in Indonesia, we aimed to provide in-depth insight into the perspectives of patients
with cancer and family caregivers. To facilitate the exploration of participants’ per-
spectives in advance care planning, we first explored their experiences with medical
information-disclosure, decision-making, and advance care planning before explor-
ing how these experiences influence their perspectives on advance care planning.
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METHODS

Study Design

This exploratory qualitative study involved in-depth interviews with patients with
cancer and family caregivers. We performed inductive thematic analysis using open,
axial, and selective coding.[14, 15] Firstly, we facilitated participants’ self-conscious
reflection of their experience with living with cancer, particularly with medical
information disclosure, decision-making, and advance care planning. We further
explore participants’ perspectives on advance care planning drawn from their re-
flection and meaning-making of these experiences.[16, 17]Reporting was guided by
the Consolidated Criteria for Reporting Qualitative Research (COREQ).[18]

Study setting

The study was conducted in an Indonesian national cancer centre in Jakarta and a
tertiary academic general hospital in Yogyakarta.

Sampling and recruitment

Oncologists in participating wards selected patients with cancer who were at least
18 years of age, spoke Indonesian, had been diagnosed with cancer for at least six
months, were aware of their diagnosis, and agreed to participate in the study. The
oncologists also selected family caregivers of patients with cancer who were also at
least 18 years of age, spoke Indonesian, were the primary caregiver for the patient,
and agreed to participate in the study. These participants were purposively sampled
to capture the diversity of their demographic characteristics (age, sex, cancer diag-
nosis, education).

In-depth interviews and data collection

Semi-structured in-depth interviews were conducted face-to-face from July to Sep-
tember 2019 by DM, a female Indonesian physician specializing in internal medicine
and palliative care, who was also trained to perform qualitative studies, and CYK,
a female Indonesian nurse and researcher, trained and experienced in qualitative
studies. RD, a female Indonesian physician, who specialized in psychiatry and pal-
liative care and was also experienced in qualitative studies, made additional notes
based on her observations during the interviews.

We developed a topic guide for the interviews based on our systematic reviews of
advance care planning in Asia[5, 6] and consultations with various experts in medi-
cal oncology, palliative care, psychosomatic medicine, psychology, and research.
The interview guide (Appendix 1 and 2) contained an introduction to the study and
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to advance care planning and was designed to elicit (1) participants’ experience
and preferences regarding information provision; (2) their values and preferences
regarding current and future care; (3) their experience with and perspectives on
advance care planning; and (4) their perspectives on their role in advance care plan-

ning.

As the concept of advance care planning is unfamiliar in Indonesia, there is no
Indonesian term for it. In this study, we therefore used the international consensus
definition of the European Association for Palliative Care: “advance care planning
enables individuals with the decisional capacity to identify their values, to reflect
upon the meanings and consequences of serious illness scenarios, to define goals
and preferences for future medical treatment and care, to discuss these with family
and healthcare professionals, and to record and review these preferences if appro-
priate.”[1]

Data Processing and Analysis

All interviews were audio-recorded and transcribed verbatim in Indonesian (the
official language at the study sites) by DM and CYK. We conducted an inductive the-
matic analysis using open, axial, and selective coding of these interview transcripts
and the field notes. We followed six phases of thematic analysis by Braun & Clarke
(Figure 1, Appendix 3).[14, 15] Before identifying ideas, two coders (DM and CYK)
familiarized themselves with the data by reading all of the transcripts several times
(Phase-1). After DM and CYK gained trustworthy familiarity and captured the core
meaning of the empirical materials, they selected four transcripts (two transcripts
of patients interviews and two of family caregiver interviews) on the basis of their
richness -—-—— e.g., the transcripts that reveal the complexities and the richness of
the topic that is being studied.[19] Independently, they then generated initial codes
(open coding) of the transcripts (Phase-2). Afterwards, they independently grouped
the codes under broader themes (Phase-3). To achieve consensus, codes and themes
were discussed several times between DM and CYK.

To enhance the validity of the findings, we performed investigator triangulation,
where two or more researchers were involved in observing and generating a con-
clusion (Phase-4). For this purpose, the four selected transcripts were then trans-
lated into English by a professional translator and shared with JR, AH, and CR (the
non-Indonesian-speaking investigators). This process allowed the non-Indonesian-
speaking investigators to gain familiarity with the materials.[19] Likewise, codes
and themes were translated into English to facilitate the discussions. Codes, themes,
quotes, and empirical materials (Indonesian transcripts of all interviews) were also
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1. Decision-making as a 2. Decision-making as a 3. Decision-making in a
patient’s rights responsibility state of dependency

planning

1. Belief in God’s 2. Difficulties in seeing the
authority over life relevance of future planning

Figure 1. Coding tree of the perspectives on serious illness communication

[ Complexities of future ]

shared with bilingual co-investigators (CE, RP, HS, RD, NS). Finally, codes and themes
were discussed with members of the research team, with backgrounds in oncology,
nursing, psychiatry, epidemiology, health sciences, palliative medicine, and psycho-
somatic medicine. The open codes were then organised into an initial coding tree,
by going back and forth through the themes and the transcripts, using the constant
comparative method (axial coding). The initial coding tree that had been discussed
with the team members was tested by DM and CYK on another four transcripts.
These newly developed codes were discussed with the larger team, and the coding
tree was adjusted accordingly. This process was completed when all transcripts had
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been coded and the final coding tree had been developed. Members of the research
team met several times to refine this final coding tree (Phase-5), by selecting core
concepts, systematically connecting these core concepts with other categories, and
filling in the categories that need to be refined (selective coding). All steps were
iterative and reflective, developing over time and involving a constant moving back
and forward between phases. Finally, all investigators were involved in the writing
of the manuscript (Phase-6). Qualitative data analysis software (N-Vivo version 12)
was used to assist in data analysis.

The qualitative rigor of the study was enhanced through the stimulation of cred-
ibility, confirmability, reflexivity, and transferability. Credibility was stimulated
through investigator triangulation and data source triangulation where we explored
various participants’ perspectives: patients with cancer and family caregivers. Con-
firmability and reflexivity were stimulated through reflective journaling by dual
coders to enable reflection on the findings as well as their own emotions during
the interviews. In addition, during regular meetings with team members, reflective
journaling was used to discuss interviewers’ and researchers’ potential biases and
subjectivities to the studied topic and how these might affect their interpretations.
Transferability was stimulated through ‘thick description’ — a rich account of de-
scriptive data including the context in which the research was carried out - of the
participants and the research process (setting, sample, sample size, sample strategy,
demographic and clinical characteristics, and interview guide) to enable the reader
to assess whether our findings are transferable to their own settings.

RESULTS

Participants’ Demographics

We interviewed 16 patients and 15 family caregivers from unrelated families. All of
the participants that were approached agreed to participate in the study. Each inter-
view lasted approximately 45 minutes. After the analysis of the last interviews (with
a patient and with a family caregiver), we did not find new themes, and therefore
we concluded to have reached data saturation.

Table 1 summarizes the participants’ characteristics. Eight of the 15 family-caregiver

participants were spouses, and 26 of the 31 participants were younger than 60 years
old, 20 were Muslims and Javanese, and 17 were college or university graduates.
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Table 1. Participants’ demographic characteristics

Patients
(N =16)

Family caregivers
(N=15)

Sex
Male
Female
Age (years)
<40
40-60
>60
Types of cancer*
Blood cancer
Lung cancer
Gastrointestinal cancer
Breast cancer
Cervical cancer
Stage
I
I
I
I\%
No stage (Leukaemia)
Education
No formal education
Elementary school
High school
College[university
Relationship with patient
Spouse
Parent
Child
Daughter/son-in law
Religious affiliation
Islam
Catholic
Christian
Race
Javanese
Sundanese
Chinese
Batak
Malay
Minangkabau

w 3

W oA Ul W = N YN = U,

o Ul ==

12

[

= N U1 © o oo O = O N Ul W oA = B NN W %)

= Ul

*Cancer diagnosis of the patient participants or of the relatives of family caregiver participants
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Thematic Findings

Four main themes were identified as key features of the perspectives on serious
illness communication (Figure 1): 1) perceptions of information provision; 2) im-
portance of communicating bad news sensitively; 3) motives for participation in

decision-making; and 4) complexities of future planning.

Theme-1: Perceptions of information provision

Our study showed that participants’ wishes for cancer-related information were
influenced by their perceptions of (a) whether the information was important or
relevant to them, and (b) whether they considered the information harmful.

1.1 Importance of cancer-related information

Many patient participants wished to receive information about their illness, particu-
larly their diagnosis, treatment options, and, to a certain extent, their prognosis.
They considered such information important because it would foster their autonomy

in further decision-making.

“So I'll know what will be the next [step] is, and so I won’t have to depend on my children,
right? They have their own jobs and live far away... I must know, so I'll have no regret
in the future.” (YK3A: female patient (age 62) with stage III breast cancer, Christian,
Javanese.)

Likewise, some family caregiver participants who acknowledged the patients’ main
role in decision-making thought it was important that provision of information is

guided by patients’ needs.

While the information was often delivered to the patient through family members,
those who considered it to be the patients’ right to receive information indicated
that they would support truth-telling.

“At the beginning, I was the only one who knew [about the patient’s illness]. But as time
went by, I asked the doctor ‘Doc, I'd like your help in explaining my husband’s illness to
him. I don’t want to lie to him. He has the right to know.” That’s what I said to the doc-
tor.” (RSKD3B: wife (age 47) of a patient with stage IV lung cancer, Muslim, Sundanese.)

Some family caregiver participants believed that providing patients with medical

information is necessary to maintain trust within the family.
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“If my wife doesn’t know and later she would find out from somebody else, it could be
serious. She might think that we [as her family] had not been open [with her].” (YK3B:
husband (age 49) of a patient with stage II cervical cancer, Muslim, Javanese.)

Nevertheless, while most patient participants considered truth-telling important,
some patients and family caregivers regarded certain information as irrelevant,
particularly information on estimated life expectancy, due to their belief that death
is unpredictable or predetermined by God.

“As for myself, I don’t need a number (for life expectancy) because, once we know that
we’re ill [i.e., have been diagnosed with cancer], the number is unnecessary. It (death) can
happen anytime.” (RSKD9A: female patient (age 32) with acute lymphocytic leukaemia,

Islam, Javanese.)

1.2 Harmfulness of cancer-related information
Participants who believed that certain information could harm their loved ones
indicated that they would conceal such information to protect their loved one’s

psychological wellbeing.

Patients and family caregivers alike said they would conceal information: patient
participants would conceal “harmful” information to their family members and vice
versa. Withholding burdensome information was commonly considered to be an act
of love.

“I would feel sorry for my family [if they knew about my poor prognosis]. Let me bear
the burden myself.” (YK6A: female patient (age 67) with stage II lung cancer, Christian,

Javanese.)

“If my mother were present [when bad news was communicated], it would burden her
thoughts. It would be enough to discuss the more detailed and deeper information with
me. My mother doesn’t need to know. [I believe that] one’s thoughts can influence one’s
condition.” (YK2B: daughter (age 39) of a patient with stage II cervical cancer, Christian,

Javanese.)

Some family caregiver participants believed it was their duty to preserve patients
hope.

“Family members are the ones who should encourage and keep the patient’s spirits up...
Mom knows about her illness, but the full risk [of death] — we don’t have the heart [to tell
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her].” (YK1B: Son (age 34) of a patient with advanced non-Hodgkin lymphoma, Muslim,
Javanese.)

Theme-2: Importance of communicating bad news sensitively

Patient and family caregiver participants expected empathetic communication
with their preferences for how information should be delivered being taken into
account. Overall, participants mentioned three preferred ways for the delivery of
bad news, namely: (a) through empathetic communication around terminal illness;
(b) through implicit (i.e. indirect or euphemistic) communication; or (c) through
mediated rather than direct truth-telling.

2.1 Empathetic communication around terminal illness

Patient and family caregiver participants considered it important to approach the
communication of bad news surrounding terminal illness empathetically. Commu-
nication that takes away hope (e.g. hope for cure) is not considered empathetic

“It actually depends on how it is communicated. Sometimes, for example, a doctor said,
‘This is already severe; it can’t be treated any more’. It shouldn’t be presented like that,
right? But I'm sorry, sometimes it happens.” (YK5A: female patient (age 48) with recur-
rent metastatic breast cancer, Muslim, Javanese.)

Similarly, communication that created a sense of abandonment was not seen as
empathetic communication either.

“If you’d heard the doctor’s statement when he gave up, you'd have been shocked, be-
cause he said ‘oh, that’s how it is, let’s hand it to God and hope for a miracle’ in front of
the patient and family, and also the nurses. People were speechless! How can a doctor say
anything like that?” (YK4B: husband (age 51) of a patient with stage IV breast cancer,
Catholic, Javanese.)

2.2 Implicit communication

Throughout the interviews, many patient and family caregiver participants used
implicit formulations (euphemisms) to avoid direct communication, saying for
example “illness” rather than “cancer”; “it” or “leave” rather than “death;” and
“serious” rather than “malignant”. Accordingly, as they considered the use of direct
words to be blunt, they appreciated communication that was more euphemistic.

“So the [doctor’s] communication was very pleasant. I mean, not too serious — quite
relaxed. When the pathology results came in, the doctor told me, not that it was malig-
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nant, only that in the next hospital I may receive chemo or radiation according to what
they would conclude there. [The doctor said] ‘The most important thing is that you keep
the spirit, eat a lot, take good care of your condition’.” (YK7A: female patient (age 45)
with cervical cancer stage IIB, Muslim, Javanese.)

2.3 The provision of mediated communication rather than direct information

Some participants considered conveying bad news through family members a sensi-
tive approach. One patient participant felt that information about life expectancy
could best be delivered through family members. She believed that her family mem-
bers could better judge than healthcare professionals whether such information was
necessary because they knew her personality.

“It [life expectancy] needs to be communicated, but not to the patient — there has to be a
mediator for that. And it is up to the family whether they want to deliver it to the patient
or not.” (RSKD9A: female patient (age 32) with acute lymphocytic leukemia, Muslim,

Javanese.)

Several family caregiver participants believed they could convey sensitive informa-
tion better than healthcare professionals as they would be able to minimize its harm
to patients’ mental wellbeing. They believed that, given their longer and closer re-
lationship with the patient, they knew the best approach and timing for conveying

such information.

“Every family has its own communication techniques. Once, I took over the conversation
because the doctor was too spontaneous, bla, bla, bla, as is. I just followed. Mmm... we’ve
often seen on television that there’s always a separate communication between family
and patient [after the communication between the doctor and the family]. It should
be like that, not too vulgar, though afterwards, the patient must still know about her
condition.” (YK4B: husband (age 51) of a patient with stage IV breast cancer, Catholic,

Javanese.)

Nevertheless, some patient participants reported their preference for direct, non-
mediated communication with healthcare professionals.

“I must discuss it with my family, though I'll be the one who talks [to the physician].”
(RSKD9A: female patient (age 32) with acute lymphocytic leukemia, Muslim, Javanese.)
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Theme-3: Motives for participation in decision-making

Our study showed that participants’ preferences for involvement in decision-making
ranged from a patient-centered style, through a family-led style, to a physician-led
(paternalistic) style.

These preferences were influenced by: (a) whether patients considered involvement
in decision-making to be a patient’s right; (b) whether they believed patients should
be given the opportunity to take control of their care; (c) whether they considered it
as patients’ or family caregiver’s responsibility; and (d) whether they were in a state
of dependency regarding decision-making. Regardless of their motives, many patient
participants greatly valued family involvement and a guiding role from physicians.

3.1 Decision-making as a patient’s right
Patient participants who considered decision-making their right were likely to take

an active role while still seeing family involvement as essential.

“As long as I can still take a role [in decision-making], then I will. Unless my condition is
already... when I can only lie down or am unconscious... then maybe somebody else can
take the decision. My Mom or someone else. But as long as I still have the right to do it
and am still capable of doing it, then I'll do it.” (RSKD9A: female patient (age 32) with
acute lymphocytic leukemia, Muslim, Javanese.)

Some participants considered that patients’ involvement in decision-making was
an opportunity for patients to take control of their care, even when seeing their
family’s involvement as important.

“Actually, I would like to communicate the options with my family. Although their opin-
ions may differ from mine, I will be the one who eventually decides. The most impotrtant
thing is that, later, I will have no regrets.” (YK6A: female patient (age 67) female patient
with stage II lung cancer, Christian, Javanese.)

Likewise, family caregiver participants who agreed that decision-making is a pa-
tient’s right were likely to acknowledge and respect the patient’s leading role in it.

“Everyone [in the family] would be invited to join the discussion, but the patient will

make the final decision. We only provide her with considerations.” (YK4B: husband (age
51) of a patient with stage IV breast cancer, Catholic, Javanese)
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3.2 Decision-making as a responsibility

While some patient participants considered decision-making - and its possible con-
sequences — to be their responsibility, they would prefer to share this responsibility
with others. Some patient participants would prefer to share the responsibility of
decision-making to avoid regret and blame for any adverse outcomes of their deci-
sion.

“Yes, I always involve all the family members [in decision-making]: that would be the
best [decision]. Like that, everyone will know, and everything will be clear. Otherwise, if
something goes wrong later, I will be the one who is blamed (laughed).” (YK3A: female
patient (age 62) with stage III breast cancer, Christian, Javanese)

Other family caregiver participants believed it was their duty to decide on the pa-
tient’s care and would voluntarily fulfil that duty by taking up this role.

Likewise, some family caregiver participants considered it important to include
more family members, as spreading responsibility over a group would make them
less accountable than if they acted alone.

“Everyone [in the family], everyone’s opinion [should be taken into account], not just one
person’s. As we’re afraid that we’ll be blamed later on. So, it should be a majority vote,
let’s say.” (RSKD4B: daughter (age 35) of a patient with acute myeloid leukemia, Muslim,
Sundanese.)

As most patient and family caregiver participants saw it as the physicians’ responsi-
bility to make the best recommendation, they would trust the physicians to make it
and sometimes even to decide on their behalf.

“Usually, we put our trust in the doctor, as that makes it simpler for us and [the doctor],
as hefshe is certainly more experienced [than us]”. (RSKD4A: male patient (age 39) with
stage 3A non-Hodgkin lymphoma, Catholic, Javanese)

3.3 Decision-making in a state of dependency
One patient participant, who found it difficult to understand the complex medical
information given by her physician, stated that she would rely on her children due

to her self-perceived inability to process such information.

“I'll follow what my children say. The most important thing is that I follow [what they
have decided for me] and [that I] prepare myself. That’s it. So, when the doctor asks for a
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discussion, I only listen — my children are the ones who ask more questions. I'm not smart
enough [to understand the discussion]. Things were always explained, but I just couldn’t
understand...” (YK2A: female patient (age 53) with advanced non-Hodgkin lymphoma,
Muslim, Javanese)

Some patient participants who lived with or were cared for by family members often
felt dependent on them for decision-making.

“To make decisions, our Dad always depends on us. He said, ‘As long as I'm being taken
care of, I'll follow [your decision].” He also said, ‘Well, since I'm being taken care of by my
children, I'm dependent on them’.” (RSKD4B: daughter (age 35) of a patient with acute

myeloid leukaemia, Muslim, Sundanese.)

Theme-4: Complexities of future planning
Our study showed that two factors made it difficult for most participants to plan
for the future: (a) their belief in God’s authority over life and (b) their difficulties in

seeing the relevance of future planning.

4.1 Belief in God’s authority over life

For participants who believe that God is the only one who can determine their fate
in life, conversations on future care planning can be difficult, particularly those
about the end-of-life phase. As these participants believed that they have to accept
whatever God has planned for them or their family members, they viewed planning
for future care to be irrelevant.

“In my opinion, since we have faith, we are merely God’s creatures, [and we must
remain certain that] everything has its written destiny. We certainly don’t know what
will happen in future. But we just need to give up everything to God and to be sure
that whatever is destined is best for us.” (RSKD2A: male patient (age 36) with acute

lymphocytic leukemia, Muslim, Sundanese.)

Some participants also believed that thinking about death and dying would mean

that they failed to think positively about God’s will.
“We must believe that God has the best plan for everyone, whatever their condition. We

don’t need to think negatively, especially not regarding God.” (RSKD2B: husband (age 64)
of a patient with stage II breast cancet, Catholic, Chinese.)
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As many participants believed in the sanctity of life and their obligation to preserve
one’s sacred life, they preferred to focus on making an effort to preserve life rather
than thinking about and planning for adverse events.

“No, I never think about that [i.e., possible bad scenarios]. I believe only in God, that
humans must only make an effort, and that God is the one who will decide everything.”
(RSKD6A: female patient (age 54) with metastatic breast cancer, Muslim, Sundanese.)

These participants believed that before accepting and surrendering to God’s deci-
sion, they must first make their utmost effort to preserve sacred life.

“For me, this [pursuing treatment] is one of our ikthiar [utmost effort]. According to
Islam, we must first do ikhtiar, and after that, if anything bad happens to my husband,
then it’s God’s will.” (RSKD3B: wife (age 47) of a patient with stage IV lung cancer,
Muslim, Minangkabau.)

4.2 Difficulties in seeing the relevance of future planning
Some participants felt that it was not necessary to discuss future planning, as they
believed that scenarios for the end-of-life phase were not relevant to the situation at

the time of the interview.

“Up till now, I've never thought about that, as I think a situation in which her vital or-
gans fail, or something like that, may not happen. I'm still optimistic that the prediction
is that she’s still going to be okay.” (RSKD2B: husband (age 64) of a patient with stage II
breast cancer, Catholic, Chinese.)

Similarly, participants who were unable to reflect upon the consequences of their
advanced illness considered such planning unnecessary.

“I always think positively [about my future], that I need to recover completely, be cancer
free whatever it takes. I have to keep the spirit to recover and always think positively.”
(RSKD7A: female patient (age 30) with metastatic breast cancer, Muslim, Sundanese.)

Most participants preferred to keep a positive mindset. To spare themselves from
the consequences to their mental wellbeing, they refrained from thinking about

possible adverse events in the future.

“Sometimes, I don’t want to think too much about this [end-of-life care preferences]. Not
because I underestimate my illness, but sometimes I just don’t want to overthink it. I just
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wish for everything to go as it’s going now.” (RSKD 4A: male patient (age 39) with stage
3A non-Hodgkin lymphoma, Catholic, Javanese.)

Other patient participants thought that they already had enough of a burden and
that future planning should be done by family members.

“In my opinion, patients with cancer already have quite a burden, so there’s no need
to add to it with such questions [i.e., about preferences for future care]. Those can be
asked to the family members.” (RSKD9A: female patient (age 32) with acute myeloblastic

leukemia, Muslim, Javanese.)

To be able to plan for death, some family caregiver participants argued that one

would first needs to be mentally ready.

“Actually, it includes making a living will, right? In Islam, when we’re ready to face
death, we should in fact make a living will. But it really depends on each individual.
Although we’re Muslim, we’re not always ready to make living wills. Sometimes, we
aren’t ready to face death.” (RSKD3B: wife (age 47) of a patient with stage IV lung
cancer, Muslim, Minangkabau.)

While discussing future decisions could be challenging for many of our participants,
they were more open to discussing what mattered most to them, both in the mo-
ment and the future.

“My wish for the future is not for myself but my family. I don’t want my condition to
burden anyone else.” (RSKD7A: female patient (age 30) with metastatic breast cancer,
Muslim, Javanese.)

“Yes, now, motivation, accompaniment, and spirituality are the most important for her.”
(YK4B: husband (age 51) of a patient with stage IV breast cancer, Catholic, Javanese.)

DISCUSSION

In this qualitative interview study on Indonesian patients’ and family caregivers’
perspectives on serious illness communication in oncology care, we found that four
important factors influenced their engagement in serious illness communication.
First, patients’ and family caregivers’ wish to be informed about the disease and
its consequences depended on whether they perceived the information as impor-
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tant, relevant, or harmful. Patients and family caregivers alike tended to conceal
‘harmful’ information to protect their loved ones. Second, they wished bad news
to be communicated empathetically and sensitively, particularly by using implicit
words (euphemisms). Family caregivers found that mediating the delivery of bad
news required a sensitive approach. Third, participants’ preferences for involve-
ment in decision-making varied. Their preference for patient-centered, family-led
or physician-led decision-making, was influenced by their ideas on patients’ rights,
their perceived responsibilities, or patients’ state of dependency on others. Finally,
most participants found future care planning to be challenging, due either to their
religious beliefs, or to their difficulties in seeing its relevance for future care plan-
ning. Discussing what mattered most in the moment seemed more appropriate.

Our study indicates that different individuals appreciate different amounts of
information about their illness and that information provision without careful
consideration of patients’ preferences may disrespect patients’ values and religious
beliefs. Although most patient participants reported that they wished to receive
certain information on their illness (e.g., diagnosis, treatment options), many of
them considered information on estimated life-expectancy harmful or irrelevant
because of their religious beliefs. Available evidence shows that patients with cancer
in general have various preferences for prognostic disclosure, with more people
preferring broad indications of prognosis rather than concrete estimations.[20]
More recent studies in Asia showed that open communication on prognosis might
cause psychological distress or decrease patients’ quality of life.[21-23] Accordingly,
an important first step before providing medical information to patients is to assess
which information is preferred and could be helpful for patients.

Another important consideration regarding information provision was the cultural
sensitivity of its delivery. Indonesia is known for its relatively high-context culture
in which messages are not necessarily expressed explicitly but can be implied
implicitly.[7, 24-26] For this reason, Indonesian healthcare professionals are often
expected to convey a message gently while being sensitive to subtle non-verbal
cues transmitted by their patients.[7, 26] Our study, as well as other studies among
Asians,|7, 27-29] indicate that euphemisms may facilitate communication with in-
dividuals who appreciate implicit communication. Additionally, our study showed
that patients and family caregivers often see hope as an aspiration to fight illness
and escape death, and thus consider communication that takes away such hope to
be unempathetic. Healthcare professionals should be able to facilitate redefining of
hope within the context of terminal illness by identifying short-term, realistic, and
attainable goals[30, 31| while providing reassurance of non-abandonment.[32]
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Our study also identifies a cultural dilemma in which patients and family members
alike tend to conceal harmful information, limiting the opportunity for their loved
ones to be involved in further decision-making. Such common non-disclosure indi-
cates the need for an approach that focuses more closely on the culturally related
dilemmas of breaking bad news. Recently, the ARCHES framework (an acronym
for Acknowledge concern, build Relationship, Common ground, Honour patient’s
preferences, Emotional support, and supportive Solution) was developed.[33] This
framework focuses on maintaining cooperative relationships with family, for
example by showing sensitivity to family’s concerns, by finding shared goals, by
ensuring the sensitive delivery of information to the patient, and, in order to uphold
patient’s rights for information, by achieving consensus with the family on the best
way forward.[33] Such initiatives, along with promoting honest communication
between patient and their family members, could help overcome cultural barriers
to information provision and advance care planning. Similar dilemmas may occur
when engaging in advance care planning with Asian patients living in non-Asian
countries. Therefore, further efforts to complement current Western-oriented cur-
ricula with communication strategies that address various cultural dilemmas is

warranted.

Finally, our study showed that patients’ and family caregivers’ willingness to engage
in advance care planning was affected by various beliefs about death and dying.
Those who believed in God’s authority over life and their obligation to preserve
their life would likely be less open to engaging in discussions about taking control
of death or the withdrawal of life-sustaining treatments. Sufficient understanding
of these beliefs could help practitioners determine whether and to what extent a
patient could engage in advance care planning and how the conversation could
be navigated while being respectful to patients’ beliefs. Our previous qualitative
study of Indonesian healthcare professionals suggested that the transfer of sensitive
medical information among religiously devout patients and family caregivers could
be facilitated by circumspect conversation within their religious contexts.[7] For
example, religious terminology such as “mudharah” (or harm) could help address
the distant concept of “futile treatments” as the avoidance of greater mudharah.[7]
Other studies in Western countries have shown the value of trained spiritual care
providers in facilitating the exploration of patients’ values, goals, and preferences.
[34, 35] Additionally, our study showed that advance care planning for future treat-
ment can be very difficult for those who are not ready to engage in discussions of
death and dying, or for those in a stable condition who cannot reflect on future de-
terioration. In such instances, exploration of patients’ values is one of the important
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goals of advance care planning, rather than merely focusing on eliciting patients’
preferences for future care, our findings.

STRENGTHS AND LIMITATIONS

To the best of our knowledge, this is the first study to explore the perspectives of
Indonesian cancer patients and their family caregivers on advance care planning.
Due to the important role of family in Indonesia, we explored the perspectives of
both these groups in order to disentangle the factors that play important roles in
patients’ engagement in advance care planning. Based on our systematic reviews in
Asia and consultation to a panel of Indonesian multidisciplinary experts, we devel-
oped an interview guide that enabled us to prompt culturally relevant questions.
The robustness of our analysis was improved by using dual coders and triangulation
by experts from various disciplines and cultural backgrounds.

When interpreting this study, two main limitations need to be considered. First,
selection bias may have resulted from the fact that most of our participants had
completed higher education and had been selected based on their willingness
to participate in the study. This means that our findings may not be relevant for
those with lower educational backgrounds and/or those who were not willing to
participate in the study. Second, the interviewers’ background as healthcare profes-
sionals may have obscured participants’ responses during the interview. This risk
was minimized by ensuring participants that any responses would not be disclosed
to attending physicians and would not affect their care.

CONCLUSIONS

Our study indicated that engagement in serious illness communication and advance
care planning in Indonesia would be facilitated by several important factors, includ-
ing culturally sensitive awareness of various perspectives on information provision,
bad-news communication, decision-making, and future care planning. Advance care
planning in Indonesia should address the importance of collective decision-making,
religious beliefs, and the maintenance of social harmony, and should regard value
exploration as its main goal. Further study is needed to explore the different per-
spectives of patients with various religious affiliations, races, and non-cancer life-
limiting illnesses.
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ABSTRACT

Purpose: To understand the experiences and preferences of Indonesian cancer sur-
vivors regarding medical information disclosure and advance care planning.

Methods: Based on systematic reviews of the scientific literature, qualitative stud-
ies, and expert-panel input, we developed an online survey that was distributed to
nine cancer survivor support groups in Indonesia.

Results: A total of 1,030 valid responses were received. Most participants were
under 60 years old (92%), female (91%), married (78%), Muslim (75%), diagnosed with
breast cancer (68%), highly educated (64%), and more than one year beyond diagnosis
of their cancer. If diagnosed with a life-limiting illness, participants wished to be in-
formed about their diagnosis (74%), disease severity (61%), estimated curability (81%),
expected disease trajectory (66%), and estimated life expectancy (37%). Between
46-69% of the participants wished to discuss four topics of advance care planning
(end-of-life treatments, resuscitation, healthcare proxies, and what matters at the
end of life); 21-42% had done so. Of those who wished to discuss these topics, 36-79%
preferred to do so with their family members. The most important reasons for not
being willing to engage in advance care planning were the desire to surrender to
God’s will and to focus on here-and-now.

Conclusions: In a group of cancer survivors, most of them were highly educated,
young, female, and diagnosed with breast cancer. Their preferences for medical
information and advance care planning varied, with the majority wishing for in-
formation and involvement in advance care planning. Culturally sensitive advance
care planning involves healthcare professionals eliciting individuals’ preferences
for medical information disclosure and discussing different topics in advance care

planning conversations.

Keywords: prognosis disclosure, advance care planning, Indonesia, cancer survivors,

community support groups
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BACKGROUND

Advance care planning enables individuals to define, discuss, and record their goals
and preferences for future medical treatment and care. Its aim is to ensure that their
treatment and care are aligned with these goals and preferences and in situations in
which patients later lose their mental capacity[7]. To allow meaningful engagement
in advance care planning, individuals need sufficient knowledge of their medical
condition[150]. However, both advance care planning and disclosure of medical
information are culturally sensitive[150, 151]. For instance, the common partial
or non-disclosure of bad news surrounding life-limiting illnesses in Asia may limit
patients’ understanding of their illness[150, 151]. Similarly, their uptake of advance
care planning can be limited by beliefs about death and dying, or by the role of
family in decision-making [150, 151].

A declaration issued by a panel of Asian experts in 2019 recommended that stud-
ies on advance care planning prioritize cultural sensitivity[84]. To date, however,
most Asian studies have been performed in high-income countries[12, 150, 151]
and have not taken into account the combination of collectiveness (a culture that
prioritizes the group over the individual) and religiosity (self-identified religious
importance) that are central to medical decision-making in low-and middle-income
countries such as Indonesia[178]. Evidence suggests that people living in low- and
middle-income countries tend to be more collectivistic and Advance care planning
enables individuals to define, discuss, and record their goals and preferences for
future medical treatment and care. Its aim is to ensure that their treatment and care
are aligned with these goals and preferences and in situations in which patients
later lose their mental capacity[1]. To allow meaningful engagement in advance
care planning, individuals need sufficient knowledge of their medical condition|[2].
However, both advance care planning and disclosure of medical information are
culturally sensitive[2, 3]. For instance, the common partial or non-disclosure of bad
news surrounding life-limiting illnesses in Asia may limit patients’ understanding
of their illness[2, 3|. Similarly, their uptake of advance care planning can be limited
by beliefs about death and dying, or by the role of family in decision-making [2, 3].

A declaration issued by a panel of Asian experts in 2019 recommended that studies
on advance care planning prioritize cultural sensitivity[4]. To date, however, most
Asian studies have been performed in high-income countries|2, 3, 5] and have not
taken into account the combination of collectiveness (a culture that prioritizes the
group over the individual) and religiosity (self-identified religious importance) that
are central to medical decision-making in low-and middle-income countries such
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as Indonesia[6]. Evidence suggests that people living in low- and middle-income
countries tend to be more collectivistic and place higher importance on religion in
their lives than those living in high-income countries.[7, 8] In Indonesia, advance
care planning is not widely recognized as a useful concept, and do-not-resuscitate
(DNR) forms are the only recognized type of advance care planning document[5].

Although it is difficult for many people in Indonesia to talk about death and dying[6],
cancer survivors have been confronted with potential life-limiting illnesses and
their possible recurrence. Therefore, they may have contemplated an adverse future
and/or engaged in advance care planning. This study aimed to elicit some of these
survivors’ experiences and perspectives on the provision of medical information
and advance care planning. We particularly focused on members of cancer support

groups who were open to participation in this study|9, 10].

METHODS

Study Design and Setting

An open web-based survey of Indonesian cancer survivors was conducted between
July and September 2021. The results were reported according to the Checklist for
Reporting Results of Internet E-Surveys (CHERRIES)[11].

Population

We conceptualized a cancer survivor as any individual who has been cured, is in
remission, or has active cancer[12]. We included individuals who (1) were aged 18
years or older, (2) had been diagnosed with a solid or hematologic malignancy at
least 6 months before completing the survey, and (3) agreed to participate in the
survey and provided informed consent for the study. Considering that Indonesia
has no national registry of cancer survivors, we decided to conduct convenience
sampling by approaching nine cancer survivor support groups in Indonesia, includ-
ing five groups with national coverage (Figure 1). Two of the nine groups were breast
cancer survivors. All the cancer survivor support groups agreed to distribute the

survey to their members.

Data Collection

This study was conducted during the Covid-19 pandemic in Indonesia in 2021.
Because of the implementation of semi-lockdown measures[13], we used an online
platform for our survey.
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mtaﬁon and link sent to various cancer support \

groups:
1. Indonesian cancer foundation* (N = unknown)
2. Smartpink (N = 145)
3. Lovepink* (N = 1,500)
4. Pita Tosca* (N = 2,560)
5. Indonesian Cancer Information and Support

Center (CISC) Association* (N = unknown)

6. Indonesian cancer care community* (N = 350)
7. Samudera Kasih (N = 300)
8. Bone Cancer Community (N = unknown)
9. Miasyifa cancer care (N = 66)

KEstimated total N = + 5,000 /

[ Visitors of the first page of online survey (N = 1,678) ]

Snowball sampling

l— --------------- = Identical IP-address (N = 270)

[ Unique visitors of the first page of online survey (N = ]

i =+ Not providing informed consent (N = 237)

[ Uniaue informed consent (N=1,171) ]
l— --------------- + Non-valid response (N = 141)
[ Uniaue valid response (N = 1.030) ]

Figure 1. Flowchart of inclusion
* Cancer support group with national member coverage

The survey was advertised by distributing the study announcement and a link to the
online survey (Appendix 1) through WhatsApp groups of cancer survivor support
groups. WhatsApp is the most popular instant messaging platform and the most
frequently used group-based communication tool in Indonesia[14, 15]. We also used
the snowball sampling method; we asked participants to send the WhatsApp link
to other potential participants for the study. This method was utilized to sample
participants in difficult-to-reach or “hidden populations”[16].

Questionnaire Development and Pre-testing

First, DM, JR, CR, and AH developed a questionnaire based on previous systematic
reviews on ACP in Asial2, 3], qualitative studies in Indonesial6, 17|, and a cross-
sectional survey of the Dutch general population[18]. The questionnaire was trans-
lated from English into Bahasa, the main Indonesian language. To ensure that it
would maintain the meaning of the original version, a bilingual researcher first
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forward-translated every item of the questionnaire into Bahasa. It was then back
translated by an independent bilingual researcher who was blinded to the original
questionnaire. A comparison of the original and back-translated questionnaires by
DM revealed no differences in meaning. Next, the translated questionnaire was sent
to ten Indonesian experts: two medical oncologists, three palliative care physicians,
two oncology nurses, two palliative care nurses, and one psychologist for review.
Based on their feedback, revisions were made to clarify the meaning and make the
text easier to understand. Finally, the questionnaire was piloted among 15 cancer
survivors to determine whether they found the questions clear and whether there
were technical difficulties in completing the electronic questionnaire. Based on
their feedback, final adjustments were made.

The questions were intended to assess the following: (1) participants’ sociodemo-
graphic characteristics (age, gender, marital status, living situation, education,
employment status, monthly household income, medical insurance, and religion);
(2) their clinical characteristics (self-perceived health status, cancer diagnosis, time
since initial cancer diagnosis, treatment for cancer, time of the last cancer treat-
ment, and comorbid illnesses); (3) their experiences with and perspectives on the
provision of medical information related to cancer and life-limiting illnesses; and (4)
their experiences with and perspectives on advance care planning.

Data Management and Analysis

The data were collected using a secured online survey system “LimeSurvey”[19] and
locked before the data analysis. Given the open recruitment of the participants,
the response rate could not be determined. Based on the CHERRIES framework, we
calculated the participation rate by dividing the total number of unique participants
who provided informed consent by the total number of unique visitors who visited
the survey landing page[11]. To minimize duplicate responses, we performed an IP
check. In the case of duplicate IP addresses, we included only the first completed sur-
vey for further analysis. To protect against unauthorized access, pseudo-anonymized
information was collected and stored where it was accessible only to the primary
investigator. A response was considered valid and analyzed when it reached the
question about advance care planning (question 19 out of 25). We further deter-
mined the completion rate by dividing the number of participants who responded
to all the questions by the total number of unique participants who had completed
the informed consent[11].

We used descriptive analyses to describe cancer survivors’ demographic and clini-
cal characteristics, and their perspectives on information disclosure and advance
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care planning. Depending on the data distribution, data in numerical values are
displayed as means and standard deviations (SDs) or medians and ranges. SPSS v.25
was used for data analysis.

RESULTS

Characteristics of the participants

The first page of the online survey was visited 1,678 times (Figure 1). After removing
identical IP addresses (N=270) and questionnaires where the informed consent ques-
tion was not answered (N=237), we obtained 1,171 unique responses (participation
rate = 83%). Subsequently, we removed invalid responses or responses that did not
answer the first question related to advance care planning (Question 19, N = 141).
This left 1,030 valid responses; 960 participants completed all questions in the sur-
vey (completion rate = 82%). Our analysis was based on 1,030 valid responses.

The majority of the participants (Table 1) were aged under 60 years (92%), female
(91%), married (78%), and Muslim (75%), considered themselves to be in a healthy
state (84%), had been diagnosed with breast cancer (68%), and had completed higher
education (64%). Seventy seven percent of the participants were more than one year
beyond their diagnosis of cancer, 19% were more than 5 years beyond diagnosis, 47%
had completed cancer treatment, and 41% were still receiving such treatment when
they participated in the survey.

Participants’ experiences with and preferences regarding the
provision of information related to serious illness

Ninety-four percent of the participants were informed about their initial cancer
diagnosis by a physician and 3% by family members (Table 2). While most partici-
pants were informed about their type of cancer (90%) and stage (68%), few had been
informed about the curability of their cancer (54%), the risk of recurrence (37%),
or their life expectancy (19%). When asked what information they would wish
to receive if they were diagnosed with a life-limiting illness, 81% of participants
answered that they would appreciate information on the curability of the disease,
66% information about the expected disease trajectory, and 37% information about
their life expectancy. Seventy-five percent of the participants who were willing to be
informed about their illness wished to be informed directly by their physician with
or without the presence of their family members.
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Table 1. Participants’ characteristics

Characteristics Frequency (N = 1,030) %
Age
18-40 293 28.4
41-60 655 63.6
>60 82 8.0
Gender
Male 96 9.3
Female 934 90.7
Marital status
Married 802 77.9
Divorced 53 5.1
Widowed 62 6.0
Never married 113 11.0
Educational status
Never attended formal education 8 0.7
Elementary school 17 1.7
Junior high school 48 4.7
Senior high school 295 28.6
College/Universities 662 64.3
Employment status
Employed 449 43.6
Unemployed 122 11.8
Retired 57 5.5
Housewife 402 39.1
Monthly income
Less than minimum regional wage 176 171
1-2 times minimum regional wage 231 22.4
More than 2 times minimum regional wage 238 23.1
I don’t know 150 14.6
I prefer not to answer 235 22.8
Health insurance
Not insured 33 3.2
Subsidized public insurance 229 22.2
Non-subsidized (paid) public insurance 623 60.5
Private insurance 32 3.1
More than one insurance 113 11.0
Religion
Islam 772 75.0
Christian 146 14.2
Catholic 97 9.4
Buddhism 7 0.7
Hindu 7 0.7
Confucian 1 0.1
I prefer not to answer 0 0
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Table 1. Participants’ characteristics (continued)

Characteristics Frequency (N = 1,030) %
Cancer volunteer activities
Yes 264 25.6
No 724 70.3
I am not sure 42 4.1
Self-perceived health status
Very healthy 134 13.0
Healthy 734 71.3
Unhealthy 153 14.9
Very unhealthy 8 0.8
History of cancer treatment
No history of treatment 52 5.0
Completed cancer treatment 479 46.5
Currently receiving initial cancer treatment 417 40.5
Currently receiving cancer treatment for recurrence 53 5.1
Not sure 9 0.9
History of not completed treatment 20 2.0
Time of cancer diagnosis
6 months -1 year before completion survey 234 22.7
1-5 year etc 604 58.7
>5 year etc 192 18.6
Type of cancer diagnosis®
Breast 695 67.5
Cervical 67 6.5
Colorectal 31 3.0
Gastric 6 0.6
Lung 17 1.7
Liver 10 1.0
Nasopharyngeal 17 1.7
Prostate 4 0.4
Lymphoma 28 2.8
Leukemia 16 1.6
Ovarian 44 4.3
Thyroid 37 3.7
Not sure 36 3.5

“More than one answer possible
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Table 2. Participants’ experiences with and preferences for information provision

Frequency (N=1,030) %
Who initially disclosed your cancer diagnosis?
Physician 966 93.8
Nurse 4 0.4
Family member 31 3.0
Other 29 2.8
What information did you receive from your healthcare professionals?*
Type of cancer 925 89.8
Cancer stage 703 68.3
Curability 554 53.8
Risk of recurrence 385 37.4
Life expectancy 199 19.3
If you were diagnosed with a life-limiting illness, what information
would you like to receive?*
The name of the disease 762 74.0
The severity of the disease 631 61.3
The curability of the disease 834 81.0
Expected disease trajectory 678 65.8
Life expectancy 376 36.5
I don’t want any information 57 5.5
How do you want the information to be delivered to you?” Frequency (N = 973)
The physician tells me first 333 34.2
The physician tells me and my family at the same time 439 45.1
The physician tells my family first 31 3.2
It doesn’t matter to me 170 17.5

“More than one answer possible
°Of those who are willing to receive the information

Participants’ experiences with and preferences regarding

advance care planning

Sixty-five percent of the 1,030 participants (Figure 2a) had thought about the pos-

sible future worsening of their condition. More specifically, 51% had thought about

the medical treatments they would prefer at the end of life, 33% about resuscitation,

47% about healthcare proxies, and 53% about what would be important for them at
the end of life. Fewer of them had discussed these topics with others (36%, 21%, 35%,
and 42%, respectively) or had documented their preferences in an advance directive

(26%, 12%, 24%, and 27%, respectively).
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Approximately two-thirds of the 1,030 participants (Figure 2b) indicated that they
were willing to discuss their medical treatment at the end of life (67%), healthcare
proxies (66%), and what would be important for them at the end of life (69%). Fewer
participants (46 %) were willing to discuss resuscitation. Half of the participants
were willing to make written statements about who would be their healthcare
proxy and what would be important for them at the end of life. Fewer were willing
to document preferences for medical treatment and care at the end of life (42%) and
whether or when they would opt for resuscitation (34%).

Over half of those who had thought about advance care planning topics but had
never discussed them with others were willing to do so (55-69%) (Table Appendix
4). Less than half of those who had not documented their preferences for future
treatment and care (34-50%) were willing to do so (Table Appendix 5).

Regarding the initiation of advance care planning conversations, 31% of all partici-
pants (Appendix 6) wished to do so when they were still healthy, 30% when diag-
nosed with an incurable illness, and 5% when their life expectancy was less than six
months. Seventeen percent had no clear idea of their preferences and 9% wanted not
to have an advance care planning conversation.

Most of the participants who had discussed elements of advance care planning (Ap-
pendix 7) had discussed them with their family members (78-96%), some of them
with (13-38%) and without (40-84%) healthcare professionals. Likewise, most partici-
pants (50-97%) were willing to discuss these topics with their family members, some
of them with (14-50%) and without (36-79%) healthcare professionals.

As shown in Appendix 8, the reasons for willingness to engage in advance care plan-
ning were that the family would then understand the participants’ values, wishes,
and preferences for end-of-life care (61%); that participants wanted to decide on their
own future care (60%); that they wanted to avoid end-of-life suffering (46%); and
that they did not want to put the burden of decision-making on their family (46%).
Frequently cited reasons for not wanting to engage in advance care planning were
the belief that it is more important to surrender to God’s will than to have control
over the future (53%), belief that death is a natural event (40%), and desire to focus
on the present (40%).
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DISCUSSION

More than half of the participating cancer survivors in this study were under 60
years of age, female, had completed higher education, were diagnosed with breast
cancer and were more than one year from diagnosis of their cancer. They wished to
be informed about their illnesses and were willing to engage in advance care plan-
ning. While many participants were willing to discuss several elements of advance
care planning, they had not yet discussed them all. The majority of those willing
to engage in advance care planning preferred to do so before becoming terminally
ill. The most important reasons for not wanting to engage in advance care plan-
ning were the desire to surrender to God’s will, the belief that people should not
intervene in the natural process of dying, and the wish to focus on here-and-now.

Our study showed that three-quarters of the participants wished to be informed
about their illness by their physicians rather than by family caregivers. Whereas
family caregivers in a previous study considered mediated information provision
to be a sensitive way of delivering bad news[17], the majority of cancer survivors in
the current study preferred information provision not to be mediated. A minority
wished to be informed about their estimated life expectancies. A previous study
showed that some patients considered such information irrelevant, believing life
to be God’s sole authority[17]. Others would avoid such information to preserve
hope[17]. These findings demonstrate that accurate prognostic awareness can have
both benefits and disadvantages. On the one hand such awareness may promote
informed and value-based decision making, thus enabling the attainment of goal-
concordant care|[20, 21]. On the other hand, prognostic awareness has been found
to be associated with a worse quality of life, higher anxiety and depression levels,
and a higher sense of burden[22-24|. Patients with cancer worldwide have various
preferences for prognostic disclosure, with people preferring a broad indication of
prognosis rather than exact quantitative information[25]. Accordingly, before medi-
cal information is disclosed to a patient, it is important to determine the informa-
tion they prefer.

Nearly 70% of the participants in this study who had thought about one or more
aspects of advance care planning but had never discussed them with others were ac-
tually willing to do so. Furthermore, the majority of participants who had engaged
or would be willing to engage in advance care planning conversations had done
so or would do so with their family members, sometimes without the presence of
healthcare professionals. Therefore, most cancer survivors seem to consider fam-
ily involvement in advance care planning essential. Prior evidence suggests that

236



Cancer Survivors’ Experiences with and Preferences for Medical Information Disclosure and ACP

patients from countries with collectivist cultures more often wish to involve their
family members in such conversations than patients from Western countries[26].
Therefore, supporting family members’ engagement in advance care planning could
indirectly facilitate patient engagement|[27]. We also found that one-third of our
participants wished to initiate advance care planning conversations upon being
diagnosed with an incurable illness and one-third even earlier, when they were
still healthy. These findings indicate the scope for extending advance care planning
initiatives from healthcare settings to community settings (e.g., within families,
faith groups, or cancer support groups). Cancer support groups might serve as an
effective platform for promoting advance care planning among their members,
considering their effectiveness in fostering confidence and self-efficacy in decision-
making through the provision of a safe, trusting, and empowering environment|28|.

Although a do-notresuscitate order is currently the only available form of an ad-
vance directive in Indonesia[5], our findings show that few cancer survivors were
willing to discuss resuscitation. Resuscitation may be a relatively difficult topic in
advance care planning conversations|29], especially in Asia, where death and dy-
ing are taboo topics[3]. Indonesian healthcare professionals should, therefore, be
educated to approach advance care planning as a discussion that not only addresses
resuscitation but also value exploration. Individuals’ reluctance to consider certain
topics does not necessarily exclude them from engaging in advance care planning.
Instead, engaging them in a topic they are ready to discuss is necessary to creating
meaningful conversations and a trusting relationship between patient and health-
care professionals, which may further facilitate their’ readiness to talk about other
“difficult” topics[29]. Our finding of this reluctance also supports the need for a
wider conceptualization of advance care planning as a process of value exploration,
rather than merely conversations about future treatment planning.

STRENGTHS AND LIMITATIONS

To our knowledge, this is the first survey to explore Asian cancer survivors’ perspec-
tives on advance care planning. Second, our study included a large number of par-
ticipants: a wide variety of major Indonesian cancer support groups, five of which
covered national membership and high participation and completion rates. Third,
our methodology allowed us to evaluate sensitive topics in a selective population,
which was presumably more open and motivated to engage in discussing culturally
sensitive topics regardless of the Covid-19 pandemic situation.
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Two main limitations need to be considered when interpreting this study. First, our
study is an open web-based survey involving convenience sampling, which can be
subject to considerable bias due to the self-selection of participants who needed to
be able to access the Internet. Second, based on patients’ self-perceived health status
and the low percentage (5.1%) of patients who were receiving cancer treatment for
recurrence, many patients may have been treated with curative intent, limiting its
generalizability to patients in their last 12 months of life. Further research is needed
to examine preferences for medical information and advance care planning across
various cultures while taking into account the patients’ disease trajectory and prog-
nosis. The high representation of young, female, educated breast cancer survivors in
our study is consistent with the characteristics of online survey participants in prior
studies of cancer support groups[9]. Therefore, the findings of this study may not be
generalizable to cancer survivors with other characteristics.

CONCLUSION

The majority of the participating members of the Indonesian cancer survivor sup-
port groups were highly educated, motivated, female, relatively young, and more
than one year beyond diagnosis of their cancer. The participants’ preferences for
medical information and involvement in advance care planning varied widely. Those
who were willing to engage in advance care planning rarely had done so. Culturally
sensitive advance care planning involves healthcare professionals eliciting individu-
als’ preferences for medical information disclosure and engagement in discussing
different topics in advance care planning conversations.

DECLARATIONS

Ethics Approval
This study was approved by the Ethical Committee of the Faculty of Medicine at

Universitas Indonesia—Cipto Mangunkusumo Hospital on May 10th, 2021 (KET-453/
UN2.F1/ETIK/PPM.00.02/2021).

Consent to Participate

Participants were informed of the purpose and design of the study and provided
informed consent on the first page of the online survey (Data Supplement). Partici-
pants who completed the survey were offered a token of appreciation in the form of
a data bundle worth around 3.5 USD.

238



Cancer Survivors’ Experiences with and Preferences for Medical Information Disclosure and ACP

Consent for Publication

The authors affirm that participants provided informed consent for publication.

Acknowledgement:

The authors would like to thank the Indonesian Cancer Foundation, Smartpink,
Lovepink, Pita Tosca, Indonesian Cancer Information and Support Center (CISC)
Association, Indonesian Cancer Care Community, Samudera Kasih, Bone Cancer
Community, and Miasyifa Cancer Care for their support in this study.

239



REFERENCES

1.

240

Rietjens, J.A.C., et al., Definition and
recommendations for advance care
planning: an international consensus
supported by the European Associa-
tion for Palliative Care. Lancet Oncol,
2017. 18(9): p. e543-e551.

Martina, D., et al., Asian patients’ per-
spectives on advance care planning: A
mixed-method systematic review and
conceptual framework. Palliative Med-
icine, 2021: p. 02692163211042530.
Martina, D., et al., Advance Care Plan-
ning in Asia: A Systematic Narrative
Review of Healthcare Professionals’
Knowledge, Attitude, and Experience.
Journal of the American Medical
Directors Association, 2021. 22(2): p.
349.e1-349.e28.

Lin, C.P,, et al., 2019 Taipei Declaration
on Advance Care Planning: A Cultural
Adaptation of End-of-Life Care Discus-
sion. J Palliat Med, 2019. 22(10): p.
1175-1177.

Cheng, S.Y,, et al., Advance care plan-
ning in Asian culture. Jpn J Clin Oncol,
2020. 50(9): p. 976-989.

Martina, D., et al., Opportunities and
challenges for advance care planning
in strongly religious family-centric
societies: a Focus group study of Indo-
nesian cancer-care professionals. BMC
Palliative Care, 2022. 21(1): p. 110.
Pew Research Center. The global God
divide. 2020 |[cited 2021 22 Novem-
ber]; Available from: https:/[www.
pewresearch.org/global/2020/07/20/
the-global-god-divide/.

Haslam, D., et al., Self-Regulation in
Low- and Middle-Income Countries:
Challenges
Clinical Child and Family Psychology
Review, 2019. 22(1): p. 104-117.

van Eenbergen, M.C., et al.,, The Im-

and Future Directions.

pact of Participation in Online Cancer

10.

11.

12.

13.

14.

15.

16.

Communities on Patient Reported
Outcomes: Systematic Review. JMIR
cancer, 2017. 3(2): p. e15-e15.

Grande, G.E., L.B. Myers, and S.R. Sut-
ton, How do patients who participate
in cancer support groups differ from
those who do not? Psycho-Oncology,
2006. 15(4): p. 321-334.

Eysenbach, G., Improving the quality
of Web surveys: the Checklist for Re-
porting Results of Internet E-Surveys
(CHERRIES). ] Med Internet Res, 2004.
6(3): p. e34.

Mayer, D.K., S.F. Nasso, and J.A. Earp,
Defining cancer survivors, their needs,
and perspectives on survivorship
health care in the USA. The Lancet
Oncology, 2017. 18(1): p. e11-e18.

UN Office for the Coordination of
Humanitarian  Affairs. Situation
Update: Response to COVID-19 in
Indonesia (As of 8 September 2021).
2021 [cited 2022 29 June]; Available
https:/[reliefweb.int/report/
indonesia/situation-update-response-

from:

covid-19-indonesia-8-september-2021.
Mulyono, H., G. Suryoputro, and S.R.
Jamil, The application of WhatsApp
to support online learning during
the COVID-19 pandemic in Indonesia.
Heliyon, 2021. 7(8): p. e07853.

Team, G. Indonesia's Social Media
Landscape: An Overview. 2019 |[cited
2022 29 June|; Available from: https://
greenhouse.co/blog/indonesias-social-
media-landscape-an-overview]/.
Brewerton PM, M.L., Sampling consid-
erations., in Organizational Research
Methods. 2001, SAGE Publications,
Ltd: London. p. 114-121.

Martina, D.,
planning for patients with cancer

et al, Advance care

and family caregivers in Indonesia: a



Cancer Survivors’ Experiences with and Preferences for Medical Information Disclosure and ACP

18.

19.

20.

21.

22.

qualitative study. BMC Palliative Care,
2022. 21(1): p. 204.

Involvement of the Dutch General
Population in Advance Care Planning:
A Cross-Sectional Survey. Journal of
Palliative Medicine, 2013. 16(9): p.
1055-1061.

Limesurvey GmbH, LimeSurvey: An
Open Source survey tool. LimeSurvey
GmbH: Hamburg, Germany.

Wen, F.H., et al., Accurate prognostic
awareness and preference states
influence the concordance between
terminally ill cancer patients' states of
preferred and received life-sustaining
treatments in the last 6 months of life.
Palliat Med, 2019. 33(8): p. 1069-1079.

Tang, S.T., et al., Accurate Prognostic
Awareness Facilitates, Whereas Bet-
ter Quality of Life and More Anxiety
Symptoms Hinder End-of-Life Care Dis-
cussions: A Longitudinal Survey Study
in Terminally Il Cancer Patients' Last
Six Months of Life. Journal of Pain and
Symptom Management, 2018. 55(4): p.
1068-1076.

Tang, S.T., et al., Associations of
prognostic awareness/acceptance with
psychological distress, existential suf-
fering, and quality of life in terminally
ill cancer patients' last year of life.
Psycho-Oncology, 2016. 25(4): p. 455-
462.

23.

24.

25.

26.

27.

28.

29.

Ryan, D.N,, et al.,, Coping and Prog-
nostic Awareness in Patients With
Advanced Cancer. Journal of Clinical
Oncology, 2017. 35(22): p. 2551-2557.
Vickova, K., et al., Factors associated
with prognostic awareness in patients
with cancer: A systematic review.
Psycho-Oncology, 2020. 29(6): p. 990-
1003.

Innes, S. and S. Payne, Advanced can-
cer patients' prognostic information
preferences: a review. Palliat Med,
2009. 23(1): p. 29-39.

Fujimori, M. and Y. Uchitomi, Prefer-
ences of cancer patients regarding
communication of bad news: a system-
atic literature review. Jpn J Clin Oncol,
2009. 39(4): p. 201-16.

Kishino, M., et al., Family involvement
in advance care planning for people
living with advanced cancer: A system-
atic mixed-methods review. Palliative
medicine, 2022. 36(3): p. 462-477.
Gupta, T. and L. Schapira, Online Com-
munities as Sources of Peer Support
for People Living With Cancer: A Com-
mentary. Journal of Oncology Practice,
2018. 14(12): p. 725-730.

Zwakman, M., et al, Unraveling
patients’ readiness in advance care
planning conversations: a qualitative
study as part of the ACTION Study.
Supportive Care in Cancer, 2021. 29(6):
p- 2917-2929.

241



Appendix 1.
The announcement to the survey and link to access the survey

Dear Sir/Madam/Miss,

We invited you to participate in the survey “Advance care planning discussion.” This
survey aimed to understand the perceptions of individuals who have been diagnosed
with cancer regarding the discussion of their values, wishes, or preferences for their
future care. This is a collaborative study between: (1) Erasmus Medical Center, Rot-
terdam, the Netherlands; (2) Psychosomatic and Palliative Division, Department of
Internal Medicine, Faculty of Medicine, Universitas Indonesia; and (3) the Indone-
sian Cancer Foundation, which has been granted ethical clearance from the Faculty
of Medicine Universitas Indonesia Ethical Committee (No: KET-453/UN2.F1/ETIK/
PPM.00.02/2021).

You can participate in this survey if you are 18+ years old and diagnosed with cancer
at least six months prior to participation in this survey (including those who are
cured or in remission). This survey contains 25 questions, and its completion takes
approximately 15 minutes. You can access the survey through the following link:
https://erasmusmcsurvey.erasmusmc.nl/mgz/ls/index.php/943735?lang=id

Upon completing the survey, you will be entitled to a data bundle worth 50,000

IDR as compensation for your time and valuable contributions. Further information
regarding this will be provided at the end of the survey.
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Appendix 2.
First page of the online survey (information of the study and informed consent)

Advance care planning: A survey study of Indonesian cancer survivors’ perspec-
tives

Dear Sir/Madam/Miss

Thank you very much for your willingness to participate in the “Advance Care
Planning: A survey study of Indonesian cancer survivors’ perspectives.” This survey
will explore the perceptions of individuals who have been diagnosed with cancer
regarding the discussion of their values, wishes, or preferences for future care.

We invited you to participate in this survey because you were 18+ years old and had
been diagnosed with cancer at least six months prior to participation in this survey.
The completion of this survey will take approximately 10-15 minutes.

Participation in the survey was voluntary. If you decide not to participate, you will
not have to take further action. You may quit participation at any time you wish
without justification.

All the information will be treated with confidentiality. Scientific data is stored
for a maximum of 15 years after the termination of the study. Only the research
team will have access to the information provided. Because it may be necessary to
trace data to an individual subject, a subject identification code list will be used to
link the data to the subject. In this way, the data will be anonymized and given a
unique identification number, for example, IDN01001. Forms with identifiable data
will be saved separately from the research data. For the purpose of data analysis,
research data will be shared among the researchers. The study results will be sent to
scientific journals for dissemination, but no data will be transmitted that could lead
to participant identification.

If you have any additional questions, please feel free to contact the researcher: Diah
Martina, MD (email: d.martina@erasmusmc.nl; WhatsApp message: +316837XXXXX)

or Dr. Rebecca Angka, MBiomed (+628181XXXXX).

If you were interested in joining the study and completing the survey, kindly provide
your consent by ticking in the agreement box (informed consent). By means of your
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written consent, you indicate that you have understood the information provided
and approved your participation in the study and the use of your data as described
above.

Upon completing the survey, you will be entitled to a data bundle worth 50,000
IDR as compensation for your time and valuable contributions. Further information

regarding this will be provided at the end of the survey.

O I understand the information related to the survey and agree to participate.
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Appendix 3.

The lists of questions in online survey

I. Sociodemographic characteristics

The following information will help us understand who you are

1.
2.

What is your current age (years)? : ...
Gender:

a) Male

b) Female

3. Current marital status:

Single

Married

c) Separated/divorced

d) Widowed

I am currently living with (check on every options relevant for you):
a) Alone

b) With nuclear family members

¢) With extended family

Completed highest level of education:
a) Never attended formal education
b
d
d
e) College/University

f) Others: ......cooovviviiiiiinane.

Current employment status:

- =

Elementary school

—

Junior high school

Rans

Senior high school

— —

a) Employed

b) Unemployed

c) Retired

d) Housewife

Monthly household income ( the total amount of money earned by every member
of a single household in a month, including wages, salaries, investment returns,
retirement accounts, and welfare payments):

a) Idon’t know

b) Less than regional minimum wage*

¢) 1-2 times of regional minimum wage*

d) More than 2 times of regional minimum wage*
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e) I prefer not to answer
* refers to the regional minimum wage:

Daftar Upah Minumum Provinsi 2021 Daftar Upah Minumum Provinsi 2021
I_ﬂl‘ Aceh Rp 3.165.031.00 [ ﬂ Kalimantan Selatan Rp 2.877.448.59
| @sumateralUtara | Rp 2.499.42306 | % Kafimantan Timur  Rp 2.981.378,72 .
@ Sumatera Barat Rp 2.484.04100 | o 20. Kalimantan Barat Rp 2.399.698,65 W
@ Sumatera Selatan  Rp 3.043111,00 @ Kalimantan Tengah  Rp 2.903144,70
B Riau Rp 2.888.564,01 : Kalimantan Utara
GKepuauanRau Rp3.005.460.00 géuﬁ&éﬁ'i'*iéﬁﬂ '
@ Jambi Rp 2.630.162,13
@ Bangka Belitung _ Rp 323002366
@ Bengkulu Rp 2.215.000,00 gah
18 Lampung Rp 2.432.00157 2 SulawesiBarat  Rp 2.678.863,10
A1 DKI Jakarta Rp 4.416.186.548 28 Gorontalo Rp 2.788.826.00
12 Jawa Barat Rp 1.810.351,36 % NTB Rp 2.183.883,00
8 Jawa Tengsh Rp 1.798.979,12 0. NTT Rp 1.950.000,00

F 08

5 DI Yogyakarta Rp 1.765.000,00 |

@Banten Rp 2.460996.54
Rp 2.494.000,00

85 Maluku

82 Maluku Utara

8. My current medical insurance:
a) Not insured
b) Public health insurance; recipient of contribution assistance
c) Public health insurance; non-recipient of contribution assistance
d) Private health insurance
e) More than one medical insurance
f) Others: ...
9. Religion:
a) Islam
b) Christian
c) Catholic
d) Buddhism
e) Hindu
f) Khong Hu Cu (Confucian)
g) I prefer not to answer
h) Others: .........cceevnenee.

IL. Clinical characteristics
The following information will help us understand about your current health
condition.

10. How do you consider your current health condition in general?
a) Very healthy
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b) Healthy
¢) Not healthy
d) Very unhealthy
11. Have you ever received medical treatment for your cancer (e.g., chemotherapy,
radiotherapy, surgery, targeted therapy)?
a) No
) Yes, and I am currently being treated for cancer

o o

) Yes, and I have completed it
) Yes, but I didn’t complete it
) Yes, and I am now being treated [ had been treated again for recurrence

=D A

) Idon’t know
g) Others: ...............

12.Do you know what kind of treatment you have received in the past for your
cancer (You can choose more than one option)?

Chemotherapy

Radiotherapy

Surgery

Hormonal therapy

Immunotherapy

Targeted therapy

Alternative therapy

I don’t know

Others: ..........

13.Do you have any other illness (other than cancer) right now (you can choose

OoooooOooOoooao

more than one option)?
Diabetes

Heart disease

Kidney disease
Respiratory disease
Stroke

Hypertension

I don’t have other illness
I don’t know (not sure)
Others: ...............

OooooOooOoooad

III. Experiences with the provision of cancer-related information

The following questions will ask about your past experience with your cancer
and how the information related to the cancer was communicated to you.
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15. What type of cancer have you been diagnosed (You can choose more than one

option)?

OooooDoooooooao

Breast

Cervix

Colorectal (intestine)
Stomach

Lung

Liver

Nasopharynx

Prostate

Lymphoma

Leukemia

Ovary

I don’t know (not sure)
Others: ......coevenvenennen.

16. Who initially told you about the diagnosis of your cancer?

a)
b)
<)
d)

Physician
Nurse

Family member
Others: ....

17. What kind of information has you received from your healthcare professionals

in the past? (You can choose more than one option.)

O

OooOooao

The name of the cancer

The stage of the cancer
Whether it is curable or not
The possibility of recurrence
Life expectancy

Others: ..........

IV. Perspectives on the provision of serious illness related information

The following questions will ask about your wishes or preferences regarding

the kind of information you would want and how would you want it to be

communicated.

18.1If you were diagnosed with a life-threatening illness (a disease that is generally

incurable and can result in a shortened life expectancy), what information would

you like to receive? (You can choose more than one option.)
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19.

The name of the disease

The severity of the disease

Whether it is curable or not

The course of the disease (trajectory of the disease)

Life expectancy

I don’t want to be informed at all

Others: ..........

* Participants who check ‘I don’t want to be informed at all’ are directly referred

I Iy o

to question 19

How do you want the information (number 18) be delivered to you?
a) No one [ I prefer not to be informed about any of the aforementioned infor-

mation

A

Physician
Nurse

a0

Family member

o

It doesn’t matter who convey the information

Have you ever thought about a situation in which your illness worsens in the
future?

a) Yes

b) No

* Participants who answer “Yes” are referred to question 20, participants who
answer “No” are directly referred to question 23

V. Experiences with and perspectives on advance care planning

In certain situations, a person may experience a decline in his/her health condi-

tion so that he/she is no longer able to communicate or make decisions for him/
herself.

The following questions will ask about what seems important for you in the
future:

20.

Have you ever thought about any of the following:

a) Medical treatment that I would or would not want at the end of life (Yes/No)
b) Whether and in which circumstances I would want resuscitation* (Yes/No)
¢) Who would be my health-care proxy™ (Yes/No)

d) What would be important to me at end-of-life (Yes/No)?
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21.

22.

250

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point
you are unable to do so due to worsening of your health condition

* Participants who answer “Yes” to subquestion (a) are referred to question 21
subquestion (a), participants who answer “Yes” to subquestion (b) are referred to
question 21 subquestion (b), and so on.

You have answered “Yes” to the previous question. Have you ever discussed the
following points?

a) Medical treatment that I would or would not want at the end of life (Yes/No)
b) Whether and in which circumstances [ would want resuscitation* (Yes/No)

¢) Who would be my health-care proxy™ (Yes/No)

d) What would be important to me at the end-of-life (Yes/No)

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point
you are unable to do so due to worsening of your health condition

* Participants who answer “Yes” to subquestion (a) are referred to question
below subquestion (a), participants who answer “Yes” to subquestion (b) are
referred to as question (b) below, and so on.

With whom have you discussed these topics (you can choose more than one

option)?

a) Medical treatments that I would or would not want at the end-of-life (my
family/physician or other HCPs/both family and HCPs/others)

b) Whether and in which circumstances I would want resuscitation* (my family/
physician or other HCPs/both family and HCPs/others)

¢) Who would be my healthcare proxy™ (my family/physician or other HCPs/
both family and HCPs/others)

d) What would be important to me at the end-of-life (my family/physician or
other HCPs/both family and HCPs/others)

I have made a written statement or signed a form including the following topics:
a) Medical treatment that I would or would not want at the end of life (Yes/No)
b) Whether and in which circumstances I would want resuscitation* (Yes/No)

¢) Who would be my health-care proxy™ (Yes/No)

d) What would be important to me at the end-of-life (Yes/No)

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point

you are unable to do so due to worsening of your health condition
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23. Would you be willing to discuss any of the following topics:

24.

a)

b)

<)
d)

Medical treatments that I would or would not want at the end of life (Yes/No/
Not sure)

Whether and in what circumstances I would want resuscitation® (Yes/No/Not
sure)

Who would be my healthcare proxy** (Yes/No/Not sure)

What would be important to me at the end of life (Yes/No/Not sure)

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point

you are unable to do so due to worsening of your health condition

With whom do you want to discuss these topics (you can choose more than one

option)?

a)

b)

o

d)

Medical treatments that I would or would not want at the end-of-life (my
family/physician or other HCPs/both family and HCPs/others)

Whether and in which circumstances I would want resuscitation* (my family/
physician or other HCPs/both family and HCPs/others)

Who would be my healthcare proxy™ (my family/physician or other HCPs/
both family and HCPs/others)

What would be important to me at the end-of-life (my family/physician or
other HCPs/both family and HCPs/others)

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point

you are unable to do so due to worsening of your health condition

Would you be willing to make a written statement (living will) on one of these

topics?:

a)

b)

<)
d)

Medical treatments that I would or would not want at the end of life (Yes/No/
Not sure)

Whether and in what circumstances I would want resuscitation* (Yes/No/Not
sure)

Who would be my healthcare proxy** (Yes/No/Not sure)

What would be important to me at the end of life (Yes/No/Not sure)

* e.g., chest compression, electric shock, or drugs to stimulate heart when it stops

** someone who will make decision on your behalf regarding your future care if at some point

you are unable to do so due to worsening of your health condition

You have answered “Yes” to one or more of the questions above (number 21-24), can

you provide your reason? (You can choose more than one option.)
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O
O

I want to decide on treatment at the end of my life, following my values, wishes,
and preferences.

I don’t want to suffer at the end of my life

I want my family to understand my values, wishes, and preferences regarding my
future care at the end-of-life.

I want to prevent conflict within my family

I want to avoid placing burden of decision making on my family

Others: .........cocoeiii

You have answered “No” or “Not sure” in one or more of the statement above (num-

ber 21-24), tell us your reason (You can choose more than one option):

Ooooooagano

Ooooooao

It makes me feel anxious or uncomfortable

I might change my mind in the future

I am not sure if my wishes or preferences will be respected when the time comes.
I'm afraid my family will feel sad

I'm afraid it will cause conflict within my family

My family or my physician will make a wise decision for me

I believe that surrendering in God’s will is more important than thinking about
the future.

I believe that talking about death would cause bad luck

I just want to focus on my current condition

I believe that death is a natural event

I don’t think my physician will have the time for this conversation

I don’t know how to start the conversation with family and/or physician

Others: .....

.In your opinion, when is it the most appropriate time to start a discussion about

your wishes and preferences for treatment and care at the end of life?
a) When I'm still healthy
) When I am diagnosed with incurable illness

o o

) When my life expectancy is less than 6 months

&

When death is imminent
Not at all

I don’t know

Others: ....

© =5

Thank you very much for your valuable contribution to this study.
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We value your participation in this study and would like to offer a token of participa-
tion in the form of a data bundle worth 50,000 IDR. If you are willing to accept this
offer, we will need the mobile number to be topped up and your consent to provide
this information. The information will be treated confidentially and disposed of
after we finalize the data bundle transfer.

O I agree to provide my mobile number to facilitate the transfer of data bundle.
e Mobile number to be topped up:...
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Appendix 4.

Experiences with and willingness to engage in advance care planning conversa-

tions among participants who had thought about different advance care plan-

ning topics

N Willing to discuss (n, %)
Medical treatments at the end of life
Medical treatments at the Yes 374 340 (91%)
end-oflife No 146 90 (62%)
Whether and in which circumstances I
would want resuscitation
% Whether and in whi;h Yes 216 194 (90%)
1] 1 o
E rewstation N 123 67 (55%)
E Who would be my health-care proxy
'E Who would be my health-care  Yes 363 331 (91%)
Proxy No 116 80 (69%)
What would be important to me at the
end of life
What would be importantto  Yes 434 383 (88%)
me at the end of life No 106 67 (63%)
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Appendix 5.

Experiences with and willingness to make a written statement of advance care

planning conversation among participants who had thought about different

advance care planning topics

N Willing to make written statement
(m, %)
Medical treatments at the end of life
Medical treatments at the Yes 267 187 (70%)
end-oflife No 253 92 (36%)
)
g Whether and in which circumstances I
QE) would want resuscitation
é Whether and in which Yes 171 128 (75%)
£ ClI‘CllII'ISta.nCGS I would want No 169 58 (34%)
£  resuscitation
E ‘Who would be my health-care proxy
]
®  Who would be my health-care  Yes 250 196 (78%)
5 proxy No 229 115 (50%)
5
jas)
What would be important to me at the
end of life
What would be important to Yes 278 214 (77%)
me at the end of life No 260 111 (43%)
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Appendix 6

Timing of advance care planning conversations

N = 1,030
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Cancer Survivors’ Experiences with and Preferences for Medical Information Disclosure and ACP

Appendix 7.

Participants’ experiences with and preferences about whom to engage in ad-

vance care planning (among those who had discussed or were willing to discuss

it)
N (%)
Family Family HCPs Others Missing
and HCPs

With whom did you discuss the

following topics?*

Medical treatments that I would or 204 (54.5) 140 (37.5) 28(7.5) 2 (0.5) 0
would not want at the end-of-life (N

=374)

Whether and in which circumstances 86(39.8) 82(38.0) 43(19.9) 2(0.9) 3(1.4)
I would want resuscitation (N = 216)

Who would be my health-care proxy 303 (83.5) 46 (12.7) 11 (3) 3(0.8) 0
(N =363)

What would be important to me at 339 (78.1) 76(17.5) 12 (2.8) 7 (1.6) 0
the end-of-life (N=434)

With whom would you be willing to

discuss the following topics?”

Medical treatments that I would or 277 (40.3) 344 (50.0) 60 (8.7) 5(0.7) 2(0.3)
would not want at the end-of-life (N

= 688)

Whether and in which circumstances 172 (36.1) 68 (14.3) 228 (47.8) 5(1.0) 4(0.8)
I would want resuscitation (N = 477)

Who would be my health-care proxy 534 (79.0) 123(18.2) 10 (1.5) 6(0.9) 3(0.4)
(N =676)

What would be important to me at 462 (64.9) 210(29.5) 22(3.0) 14 (2.0) 4(0.6)

the end of life (N =712)

“Among participants who had discussed advance care planning topics

"Among participants who wanted to discuss advance care planning topics
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Appendix 8.

Reasons for willingness or unwillingness to engage in advance care planning

Reasons for willingness to Total = 852° Reasons for unwillingness to Total = 779"
engage in advance care planning engage in advance care planning
N % N %
I want my family understand my 517 61 IDbelieve that to surrender in God’s 410 53
values, wishes and preferences will is more important than to
with regards to my future care at think over the future
the end of life
I want to decide on treatments at 511 60 I believe that death is a natural 310 40
the end of my life following my event
values, wishes and preferences
I don’t want to suffer at the end of 394 46 Ijust want to focus on my current 312 40
my life condition
I want to avoid placing burden of 394 46 I'm afraid my family will feel sad 257 33
decision making on my family
I want to prevent conflict within 175 21 It makes me feel psychologically 225 29
my family anxious or uncomfortable
Other reasons: 1 I might change my mind in the 216 28
I believe that the final decision/ future
ending is God’s absolute right and
that we must be prepared and be
able to accept it
My family guide me to cite talgin 1 My family or my physician will 202 26
(prayer before death) and remind make a wise decision for me
me to pray
I just want to get closer to God 1 I don’t know how to start the 73 9
conversation with family and/or
physician
I'want to prepare my family to 1 I'm not sure if my wishes or 68 9
accept the worst scenario of my preferences would be respected
condition when the time comes
I want to be useful to others and 1 I believe that talking about death 41 5
live a peaceful life until the end of would cause bad luck
my life I don’t think my physician will 38 5
have the time for this conversation
I'm afraid it will cause conflict 37 5

within my family

“ Participants who answered “Yes” to any question on their willingness to engage in one or more advance care
planning topics or documentation.

®: Participants who answered “No” or “Not sure” to any question on willingness to engage in one or more
advance care planning topics or documentation
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General Discussion

This thesis aims to provide insight into the perspectives of Asians in general, and
Indonesians in particular, regarding advance care planning. In this general discus-
sion, the main findings of the studies presented in this thesis are described and
interpreted, methodological considerations are discussed, and implications and
recommendations for clinical practice and future research are given.

MAIN FINDINGS

Part I. Advance care planning in Asia

Research question 1: What recommendations do Asian experts have with regard
to research priorities for advance care planning in Asia?

Thirty-one multidisciplinary experts from six Asian sectors recommended prioritiz-
ing research on a culturally sensitive model of advance care planning. This model
should acknowledge the important cultural values in Asia relevant to advance care
planning while avoiding stereotypical characterization.

Research question 2: What are Asian healthcare professionals’ knowledge of,
attitudes towards, and experiences with advance care planning, and perceived
barriers and facilitators related to their engagement in it?

Our review showed that most Asian healthcare professionals acknowledge the po-
tential value of advance care planning. Yet, they acknowledge the essential role of
families in advance care planning and rarely engage the patient in it. They consider
advance care planning challenging to initiate, partly because of their lack of knowl-
edge and skills in advance care planning, personal uneasiness to conduct advance
care planning conversations, fear of conflicts with the family members and its legal
consequences, and the lack of a standard system to support advance care planning.
Most studies in this review indicated low engagement and late initiation of advance

care planning by healthcare professionals.

Research question 3: What are Asian patients’ perspectives on advance care
planning?

Our second review showed that although most Asian patients acknowledge the
importance of advance care planning, findings regarding their actual willingness to
engage in it and to formally document it varied. Willingness to engage in advance
care planning was affected by patients’ knowledge of their disease and advance
care planning and by their beliefs about its advantages or disadvantages, about
its concept that should be in accordance with patients’ faith and their families’ or
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physicians’ wishes, and about potential barriers. These factors were found to affect
patients’ preferences about their role in advance care planning, when it should be
initiated, and how formally it should be used.

Research question 4: What is the role of acculturation in the engagement in
advance care planning among Chinese immigrants in Western countries?

Our review of Chinese immigrants showed that their engagement in advance
care planning was influenced by their self-perceived cultural identity (native or
non-native), their interpretation of filial piety (which is a set of norms, values, and
practices regarding how children should behave toward their parents; traditional or
modern), and their interpretation of autonomy (individual or familial). To facilitate
their engagement in advance care planning, Chinese immigrants mostly preferred
an implicit approach, initiation of advance care planning by non-family members,
contextualization of advance care planning in the Chinese culture and the use of
Chinese language.

Part II. Advance care planning in Indonesia

Research question 5: What are Indonesian cancer care professionals’ perspectives
on and experiences with advance care planning?

In a qualitative study of Indonesian cancer care professionals, we found that they
were open to engaging in advance care planning, mainly when the advance care
planning approach is sensitive to Indonesia’s collectivism, communication norms,
and religious beliefs. Due to families’ leading role and hierarchical structure, which
may challenge patients’ engagement in advance care planning, Indonesian cancer
care professionals believed that gaining families’ support is essential for facilitating
patients’ engagement in advance care planning. They also believed that support sys-
tems for advance care planning should include education and training of healthcare
professionals, public campaigns, resource allocation, and legal standard of advance
care planning.

Research question 6: What are the perspectives of Indonesian patients with
cancer and family caregivers on advance care planning?

In a qualitative study of Indonesian patients with cancer and family caregivers, four
factors were found to influence the engagement in advance care planning: their
perceptions on the importance or harmfulness of cancer-related information, the
importance of discussing bad news sensitively through empathetic, implicit, and
mediated communication, people’s motives for participating in medical decision-
making where decision-making can be seen as patients’ right or responsibility but
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patients can also be in a state of dependency, and perspectives on the usefulness of
planning for the future, where people can e.g. find it irrelevant because of religious
beliefs or other considerations.

Research question 7: What are Indonesian cancer survivors’ perspectives on and
experiences with medical information provision and advance care planning?
More than half of the participants in a survey study among cancer survivor sup-
port groups were young, female survivors who were highly educated and diagnosed
with breast cancer. In case of a diagnosis of life-limiting illness, the majority of par-
ticipants wished to be informed about their illness — preferably by their healthcare
professionals — and were willing to engage in advance care planning, particularly
with their family members and before they would become terminally ill. However,
relatively few of them wished to know about their estimated life expectancy, to dis-
cuss resuscitation, or to document advance care planning conversations. The most
important reasons for not being willing to engage in advance care planning were the
wish to surrender to God’s will and to focus on the here and now.

METHODOLOGICAL CONSIDERATIONS

Position statement: Chapter 2 - This is the first position statement in Asia regarding
advance care planning based on the opinion of a multidisciplinary team of experts
in six Asian sectors. The team consisted of 31 Asian professionals with various areas
of expertise (e.g., palliative care, family medicine and public health, nursing, ger-
ontology, biomedical ethics and healthcare law) which allowed the incorporation of
diverse perspectives to inform our understanding of advance care planning in Asia.
The consensus in this position statement was reached through a face to face discus-
sion session to generate initial ideas. This was followed by multiple rounds of online
discussion sessions for further ideation, clarification and feedback. The potential
limitation of this methodology was the selection by the initiators of experts based
on pre-existing social networks and past collaboration which may have resulted
in similarity of views on advance care planning and missing of diverting views
of experts from outside the networks. Further, this study did not use predefined
criteria for reaching consensus and should therefore not be considered to result in
consensus but rather in an opinion statement. However, this study set a stepping
stone for a currently ongoing Delphi study in Asia aiming to reach a consensus on
recommendations for a culturally sensitive advance care planning model based on
more varied perspectives of a multidisciplinary group of Asian experts.[1]
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Reviews: Chapter 3-5 - The reviews of scientific literature were the first to synthe-
size the available evidence pertaining to their respective research questions. The
incorporation of all published studies, regardless of their designs (qualitative,
quantitative, or mixed), enabled us to get a deeper and broader understanding of
the research questions. In Chapters 3 and 5 we performed a narrative synthesis
with the inclusion of various perspectives (Chapter 3: various types of healthcare
professionals, Chapter 5: Chinese immigrants — including patients, family caregiv-
ers, healthy participants — and healthcare professionals). A mixed-method analysis
in Chapter 4 enabled us to integrate different types of evidence from various studies,
further supporting us in developing a conceptual framework. All reviews adopted a
broad conceptualization of advance care planning that allowed us to include studies
on specific elements of advance care planning. The potential limitations of these
reviews were the possible exclusion of meaningful studies published in non-English
languages, a potential lack of generalizability to regions in Asia that lack scientific
studies (i.e. Northern, Western, and Central Asia) and low-middle income Asian

countries.

Qualitative studies: Chapter 6-7 > These qualitative studies were the first to explore
the perspectives of Indonesian healthcare professionals, patients, and family care-
givers on advance care planning. These studies’ possible limitation was selection
bias due to the fact that most of our participants were highly educated and had been
selected based on their willingness to participate in the study. We are also aware
that the meaning of what participants said may have been clouded throughout the
process of translation and analysis due to Indonesian-English language differences.
Lastly, the interviewers’ background as healthcare professionals may have affected
patients’ and family caregivers’ responses during the interview. This risk was mini-
mized by ensuring the participants that their responses would not be disclosed to
their attending physician and would not affect their care.

Survey: Chapter 8 - Due to the unavailability of a cancer survivor registry and semi-
lockdown measures during the Covid-19 pandemic in Indonesia, we needed to con-
duct convenience sampling through an online platform (WhatsApp). A possible limi-
tation of this study was a potential selection bias due to the non-representativeness
of a population sampled through the internet and the self-registered participants.
Another potential limitation is that this study may be subject to recall bias and inac-
curate medical information caused by participants’ limited understandings of their
illnesses. Nevertheless, our survey focused on exploring participants’ perspectives
and preferences rather than their accurate understanding of their medical condi-

tion.
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INTERPRETATION AND INTEGRATION OF THE FINDINGS

Our findings showed that for supporting individuals in understanding and shar-
ing their personal values, life goals, and preferences about future medical care, we
should consider how individuals, within their individual context and culture, prefer
to interact, their styles of communication, their perceived roles and relationships,
and their personal values and beliefs. We found that these factors influenced their
preferences for medical information provision, their roles in advance care planning,
and their preferred focus of advance care planning conversations.

Preferences for medical information provision and advance care
planning

Differences in individual’s preferences for types of medical information

Our Asian systematic review (Chapter 4) showed that adequate illness understand-
ing facilitates patients’ readiness to engage in advance care planning. However,
our interview studies (Chapter 3 and 6) showed that Asian - including Indonesian
— healthcare professionals often conceal medical information from their patients,
partly due to their belief that patients may be unready for such information or
concerns about getting into conflict with family members. Meanwhile, our studies
of patients’ perspectives (Chapter 7-8) showed that some of them wished for more
information than what they had received, while others considered provision of
information without consideration of their specific preferences to be insensitive.

Our findings indicate that different individuals prefer different types of informa-
tion. Our survey study of Indonesian cancer survivors (Chapter 8) showed that if
diagnosed with life-limiting illnesses, the majority wished to be informed about
their diagnosis (74%) and the chance of cure (81%), and more than half wished to
know about the severity of their illness (61%) and the expected trajectory (66%). In
contrast, only one-third wished to know about their estimated life-expectancy. Our
Indonesian qualitative studies (Chapter 6-7) showed that some patients tended to
avoid information they consider ‘harmful’ and irrelevant to their religious beliefs,
while others hoped to receive this information and were concerned that their family
members would conceal it to protect them. For instance, information about their
estimated life expectancy could be considered harmful and irrelevant —— believing
death is unpredictable or predetermined by God. A previous systematic review
showed that patients with cancer worldwide have various preferences for infor-
mation about the prognosis of their illnesses, with more people preferring broad
indications of prognosis rather than specific quantitative information.[2] Another
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systematic review showed the potential cultural influence on such variances of
preferences, where fewer Asian patients wished to know about their estimated life
expectancy compared to Western patients.|3]

Poor assessment of patients’ preferences for medical information might have two
consequences. Firstly, no or only partial disclosure of illness-related information
without assessing whether this is the patient’s preference would deny patients the
chance to engage in advance care planning conversations. Secondly, the provision
of unwanted information might lead to patient dissatisfaction with the communica-
tion or jeopardize the doctor-patient relationship. Both might hinder further en-
gagement in advance care planning. Assessment of patients’ preferences for medical
information therefore seems an important prerequisite for advance care planning
discussions in clinical practice. Therefore, it is essential to comprehensively explore
patients’ preferences for information, including their reasons for wanting or not
wanting certain information. For instance, whether there is anxiety component that
could be addressed or whether there are certain beliefs or norms that healthcare
professional should take into account when communicating with the patient.

Culturally sensitive approach of communicating medical information

Another important aspect of information provision is how it is communicated. Our
studies of healthcare professionals’ perspectives (Chapter 3, 5, and 6) showed that
among the important barriers to information provision and advance care planning
was a perceived lack of skills and confidence to initiate culturally sensitive com-
munication. Our studies of patients’ perspectives (Chapter 5 and 7) showed that
individuals have different preferences for communicating sensitive medical infor-
mation. Among these preferences (Chapter 5-7) were the use of implicit, positive
terms (euphemisms) or metaphors when communicating bad news, non-targeted
communication, and framing of advance care planning within religious faith or
cultural practices.

It is known that preferences for implicit or explicit communication vary across
different cultures. In countries with a high-context culture such as Indonesia and
China, in which a large amount of meaning is not explicitly mentioned but is rather
embedded in the situation (or context) in which communication is occurring4|,
such as Indonesia and China (Chapter 5 and 7), the use of explicit and direct words
can sometimes be considered as overly blunt and unempathetic. People in China
and Indonesia considered euphemisms or metaphors as appropriate ways of com-
municating sensitive medical information. Likewise, other studies showed that
Japanese, Chinese American, and South Asian patients often prefer implicit medical
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communication.[5-7] In contrast, Western patients often prefer explicit, straight to
the point, medical communication.[8, 9] An implicit approach to communication
is perceived as prioritizing the maintenance of other people’s honor, preserving
and strengthening relationships by saving face and ensuring harmony.[10] It helps
create a safe environment to facilitate the communication of challenging topics.[11]
Other studies in Asia and Western countries showed that communicating prognosis
with several possible future health scenarios (best case, worst case, and most likely
scenarios) was preferred over just one worst-case scenario.[12-14]

The use of a “non-personally-targeted” approach (Chapter 5) was found to be an-
other strategy to communicate medical topics sensitively. For instance, introducing
an advance care planning conversation as a part of a general routine assessment
in the clinic or during community activities (Chapter 5) would facilitate the shar-
ing of personal values without necessarily exposing someone’s vulnerability. The
ACP awareness week in Singapore to educate the public about having dinner table
conversations about what a “good life” and “good death” meant sets an example.[15]
Lastly, a recent meta-analysis showed that gamification might be a way to introduce
advance care planning in non-clinical settings by broaching sensitive topics in a fun
and enjoyable way.[16] All of these implicit approaches stem from people’s need
to maintain some ambiguity about the future as one of their coping mechanisms.
Not only were these approaches preferred by some patients, they might also help
healthcare professionals in finding comfort in initiating conversations about such
difficult topics (Chapter 5-7). Lastly, our studies (Chapter 5-7) showed the role of
framing advance care planning in a religious and cultural context. For instance,
contextualizing advance care planning in ancient Chinese culture, in which pre-
arranging death was considered a privilege for the emperor. Advance care planning
is sometimes seen as challenging Indonesian patients’ religious beliefs. Framing
advance care planning in a certain religious faith (Chapter 6) could enable sensitive
communication with devout patients. For instance, the use of the religious term
“mudarat,” which is known as “harm” among Indonesian Muslims — as a way to
explain the concept of futile intervention in an Islamic context — was reported to
help Muslim patients distinguish it from “giving up.”

Cultural contexts and perceived roles in advance care planning

Our findings (Chapter 3-8) confirmed that family involvement in advance care plan-
ning is essential in Asia. Most Asian patients highly value family involvement in ad-
vance care planning. If they believed it could also benefit their family members they
tend to be willing to engage in advance care planning, while others felt concerned
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that engaging in advance care planning would cause their family undue distress of
foreseeing a poor future scenario for their loved one.

In a context where families play a major role in the medical decision making, un-
derstanding and addressing the family’s concerns and emotions could be equally
important as understanding and addressing those of the patient.[17, 18] A system-
atic review of family-integrated advance care planning indicated that patients value
healthcare professionals’ support for their family members during advance care
planning and that psychological distress among family members could impact the
patients.[18] In such circumstances, supporting family members indirectly supports
patients.[17, 18] Future research should attempt to examine contributing factors of
positive outcomes of family involvement in advance care planning.

Shifting advance care planning’s focus of formalizing future
care planning towards creating a shared understanding of
individuals’ values

Originally, documenting the outcomes of advance care planning, e.g., in an advance
directive, was considered an important measure of its outcome.[19] However, evi-
dence is accumulating that advance care planning that focuses on formalizing and
documenting the planning, rather than on the conversation itself, fails to achieve
goal-concordant care.[19-24] Our Asian and Indonesian studies (Chapter 3, 4, 7,
8) showed that relatively few people prefer documenting advance care planning
conversations into advance directives. Among the reasons are patients’ belief that
family members would act in their best interest, and the complexities of envi-
sioning personal preferences in uncertain future scenarios. People often lack the
needed experience to help them envision hypothetical future scenarios including
what they would want in such circumstances. They also often lack the knowledge
about detailed technical information regarding various options of future care and
treatments.[19] In addition to that, the desire to be in control of one’s life may not
be a universally shared interest.[7] For example, in our studies, individuals with
strong religious devoutness might feel that such desire challenges their beliefs in
God’s control over life (Chapter 4, 6-8). Therefore, our findings support the current
recommendations[19-21] to focus advance care planning more on the conversation
rather than the documentation, also in an Asian context.

Our studies (Chapter 6-8) showed that Indonesian patients and family caregivers
appreciate and wish to engage in conversations that explore meanings (e.g. what a
“good life” or “good death” means for individuals) and what they consider impor-
tant for themselves in different health scenarios. Such conversations understand-
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ably promote understanding of patients’ deeply held personal values, by patients
themselves, their family caregivers, and healthcare professionals. This can in turn
support the development of a trusting relationship. Such a trusting relationship has
been shown to enable difficult conversations — such as those related to death and
dying.[25]

RECOMMENDATIONS FOR CLINICAL PRACTICE, POLICY
AND FUTURE RESEARCH

Recommendations for clinical practice

Careful assessment of the patient’s needs for information and preferences for an

approach to communicating it

- To enable person-centered care, healthcare professionals should assess the pa-
tient’s need for medical information and their preferences for the communica-
tion styles and approaches.

- Healthcare professionals should explore the patient’s understanding of their ill-
ness and advance care planning and provide relevant information based on their
assessment of patients’ readiness and preferred approach.

- Healthcare professionals should engage patients in advance care planning con-
versation based on the patient’s readiness to engage in advance care planning
aspects.

Careful assessment of the family’s role in facilitating advance care planning

- Healthcare professionals should conduct a careful assessment of the family’s role
in facilitating the patient’s engagement in advance care planning.

- Healthcare professionals should provide the needed support for the family mem-
bers to facilitate patient engagement in advance care planning.

- Healthcare professionals should encourage open communication between
patients and family members to enable a shared understanding of values and
preferences for future care and treatment.

Advance care planning as an ongoing value-exploration process rather than a

single-point documentation process of the future care plan

- Healthcare professionals should approach advance care planning as an ongoing
process of understanding the patient’s concerns and personal values across the
physical, psychological, social, and spiritual domains.
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- Healthcare professionals should consider advance care planning an ongoing
conversation of value exploration rather than merely a documentation process
of patients’ future care plans.

Recommendations for policy

Integration of advance care planning in the national health care system

- To enable advance care planning implementation, national health policy should
acknowledge the importance of respecting patients’ autonomy and right to be
involved in decision-making for their care at the end of life.

- Policy makers should integrate advance care planning into the national health-
care system and establish a financing platform.

Education and training on culturally sensitive advance care planning for

healthcare professionals

- In a national level, the government in collaboration with professional organiza-
tions should establish systematic training programs on advance care planning,
including its culturally sensitive approach, for all healthcare professionals

- Professional organizations should integrate culturally sensitive approach to
advance care planning into the formal education and training curriculum for
healthcare professionals

Build capacity as well as develop institutional support for advance care planning

- The government should develop national practice guidelines for advance care
planning for various conditions (oncology, dementia, etc.)

- Health care institutions should develop protocols for advance care planning and
establish the documentation system for advance care planning

Raising public awareness on advance care planning
- Civil society organizations and media should engage and raise public awareness
through public education and campaign about advance care planning.

Recommendations for future research

Implementation research on advance care planning that considers cultural

sensitivity for Indonesian oncology and non-oncology patients

- Further studies are needed to explore the role of implicit communication and
religious beliefs in facilitating engagement in advance care planning
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The studies in this thesis established the need for a culturally sensitive approach
to advance care planning in Indonesia, particularly among oncology patients.
Similar research on should be conducted among non-oncology patients in Indo-
nesia.

Future study should focus on developing an intervention program of advance
care planning and its evaluation.
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SUMMARY

Chapter 1 introduces advance care planning as well as Asian and Indonesian cul-
tures and the context that these cultures provide for advance care planning practice
in Asia and Indonesia. It elaborates on the development of advance care planning
that originated in Western countries and its different conceptualizations. In the
studies in this thesis, advance care planning was defined as a process that “enables
individuals to define goals and preferences for future medical treatment and care,
to discuss these goals and preferences with family and healthcare providers, and to
record and review these preferences if appropriate.” Asian countries are primarily
collectivist-oriented, where care for an individual is viewed mainly as a family re-
sponsibility, and social harmony is often valued over individual autonomy. Further
studies are needed to better understand the Asians’ perspectives on advance care
planning, including its cultural barriers and potential facilitators. Indonesia, like
many other Asian countries, also has a collectivist culture. In addition, Indonesia
has the largest Islamic population in the world and is one of the most religious
countries worldwide, where faith drives many aspects of life, including decision-
making in health care. Furthermore, most Indonesian patients with cancer present
late during their disease trajectory, making that their palliative care needs are often
unaddressed. Little is known about the perspectives of Indonesians on advance care
planning. Therefore, this thesis aimed to provide insight into Asian and Indonesian
perspectives on advance care planning, including their perceived barriers and facili-
tators to engaging in it. Our Asian studies focused on Asian experts in advance care
planning, healthcare professionals, seriously ill patients living in Asia, and Chinese
immigrants living in Western countries. Meanwhile, our Indonesian studies focused
on professionals working in oncology, patients with cancer, family caregivers, and
cancer survivors.

Chapter 2 presents a position paper of a multidisciplinary group of 31 experts from
six Asian sectors regarding the roles of different stakeholders, including research-
ers, regarding advance care planning. After several online and offline discussions
among experts with various areas of expertise (e.g. palliative care, family medicine
and public health, nursing, gerontology, biomedical ethics and healthcare law),
this group recommended a research priority tailoring a culturally sensitive model
of advance care planning that is relevant to the Asian cultural context and local
jurisdictions in order to guide its future implementation in Asia.

Chapter 3 describes the results of a systematic review of Asian healthcare profes-
sionals’ knowledge of, attitudes towards, and experiences with advance care plan-
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ning and perceived barriers and facilitators related to their engagement in it. Four
databases were systematically searched, and 51 out of 3,887 identified articles were
included. These studies, of which 42 were quantitative, 7 were qualitative, and 2
were mixed-methods, and 43 were conducted in high-income countries, reported on
knowledge (13 studies), attitudes (44 studies), experiences (29 studies), and barriers
and facilitators (36 studies) of advance care planning. Although most studies have
operationalized advance care planning as the completion of an advance directive,
some recent studies have focused on advance care planning as a value-exploration
process. Most Asian healthcare professionals considered the family’s role in advance
care planning essential. Most of them thought that advance care planning should
be initiated when the patient’s disease was no longer curable, particularly when
his or her life expectancy was less than six months. Despite a general willingness
to engage in advance care planning, Asian healthcare professionals found it chal-
lenging to initiate it. This led to relatively low engagement. This chapter concluded
that capacity building for advance care planning in Asia should focus on culturally
adapting advance care planning models concerning the essential role of the fam-
ily in Asia, education for healthcare professionals and the public, and providing
institutional support for advance care planning.

Chapter 4 presents the results of a mixed-method systematic review of Asian pa-
tients’ perspectives on advance care planning and their underlying motives. Four
databases were systematically searched, and 36 out of 4,330 identified articles were
included: 22 were quantitative and 27 were from high-income countries. A narra-
tive synthesis and thematic analysis were performed to integrate outcomes from
different types of studies. We further developed a conceptual framework based on
our findings. We found that most Asian patients agreed that advance care planning
was important, but more varied results were found in studies that examined their
actual willingness to engage in it. The main underlying motives for their willingness
to engage in advance care planning were their perceived benefits of advance care
planning, such as promoting autonomy, allowing a comfortable end of life, avoid-
ing burden on family members, and facilitating shared understanding with family
members. Conversely, a range of motives were related to patients’ unwillingness to
get engaged in it: patients’ lack of understanding of their disease, their mispercep-
tions about advance care planning, and the beliefs that advance care planning is not
beneficial, that it is potentially harmful, that it is not consistent with their religious
beliefs or with the wishes of their family or healthcare professionals. Various barri-
ers for patients to engage in advance care planning were the complexities of future
planning, their socioeconomic dependency on others, and the lack of support from
the healthcare system. Essential considerations of patients’ engagement were their
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preferences: (1) for being actively engaged or for delegating autonomy to others; (2)
for the timing; and (3) for whether or not the conversations would be documented.

Chapter 5 presents the results of a systematic review of the role of Chinese immi-
grants’ acculturation in their engagement in advance care planning. Four databases
were systematically searched, and 21 out of 1,112 identified articles were included in
the analysis, of which 17 had a qualitative design, and 13 originated from the United
States. Our review showed that Chinese immigrants differ in their willingness to
engage in advance care planning. We found that Chinese immigrants’ acculturation
influenced their perceptions of their cultural identity and their interpretation of
filial piety and autonomy. These various interpretations further influenced their
perceptions of advance care planning and whether and how they would engage in it.
To facilitate their engagement, many Chinese immigrants preferred having advance
care planning conversations initiated by non-family members, using an implicit
communication approach, and contextualizing advance care planning in Chinese
culture and using the Chinese language. Finally, to engage Chinese immigrants in
advance care planning, healthcare professionals should initiate advance care plan-
ning by addressing Chinese immigrants’ perceptions of their cultural identity, filial
piety, and autonomy, as well as their preference for a certain approach, initiators,
context, and language.

Chapter 6 elaborates on the perspectives of Indonesian healthcare professionals
regarding advance care planning through focus group interviews, including 16
physicians and 16 nurses who were actively engaged in cancer care. We found that
Indonesian healthcare professionals considered a culturally sensitive approach to
advance care planning important. The essential aspects of advance care planning,
according to Indonesian healthcare professionals, were the family’s role in medical
decision-making, the sensitivity to communication norms, patients’ and families’
religious beliefs regarding the control and sanctity of life, and the availability of
a support system for advance care planning (healthcare professionals’ education
and training, public education, resource allocation, and formal regulation). We
concluded that Indonesian healthcare professionals believe that, for culturally
congruent advance care planning in Indonesia, it is essential to respect the cultural
aspects of collectivism, communication norms, and patients’ religious beliefs.

Chapter 7 elaborates on the results of an in-depth qualitative interview study in-
cluding 16 Indonesian cancer patients and 15 family caregivers about their perspec-
tives on advance care planning. We found that four important factors influenced
their engagement in advance care planning. First, patients’ and family caregivers’
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wish to be informed about the disease and its consequences depended on whether
they perceived the information as important, relevant, or harmful. Patients and
family caregivers alike tended to conceal ‘harmful’ information to protect their
loved ones. Second, they wished bad news to be communicated empathetically and
sensitively, particularly by using implicit words (euphemisms). Family caregivers
considered mediating the delivery of bad news as a sensitive approach. Third, par-
ticipants’ preferences for involvement in decision-making varied. Their preference
for patient-centered, family-led or physician-led decision-making was influenced by
their ideas on patients’ rights, their perceived responsibilities, or patients’ state of
dependency on others. Finally, most participants found future care planning chal-
lenging due to their religious beliefs or difficulties in seeing its relevance for future
care planning. Discussing what mattered most in the moment was found to be more
appropriate. This chapter concluded that culturally sensitive approaches to advance
care planning in Indonesia should address the importance of facilitating open com-
munication between patients and their families and the various perspectives on
information provision, bad news communication, and decision-making. Advance
care planning should focus on the exploration of patients’ values, rather than draft-
ing treatment plans in advance.

Chapter 8 presents the results from an online survey among Indonesian cancer
survivors to study their perspectives regarding medical information provision and
advance care planning. The survey was distributed to nine cancer survivor support
groups, A total of 1,030 valid responses were received. More than half of the par-
ticipating cancer survivors were under 60 years old, female, had completed higher
education, and were diagnosed with breast cancer. We found out that most of them
wished for some information about their illness (except estimated life expectancy)
and were willing to engage in advance care planning, although not necessarily in all
topics of it. Many of those willing to discuss advance care planning had not done so.
Most of those who were willing to engage in advance care planning conversations
preferred to engage in it with their family members and before becoming termi-
nally ill. The most important reasons for not wanting to engage in advance care
planning were the desire to surrender to God’s will, the belief that people should
not intervene in the natural process of dying, and the wish to focus on the here and
now. This chapter concluded that culturally sensitive advance care planning among
Indonesian cancer survivors involves healthcare professionals eliciting individuals’
preferences for medical information disclosure and discussing different topics of
advance care planning conversations.
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Chapter 9 summarizes the key findings of the studies presented in this thesis,
provides methodological considerations, and gives reflections on overarching top-
ics and recommendations for clinical practice and future research. This chapter
discussed the cultural sensitivity of medical information provision and the family’s
role in Asia and Indonesia. Culturally sensitive advance care planning in Asia and
Indonesia requires careful consideration of individuals’ preferences for receiving
medical information and the ways of communicating it, perceptions of patients’
and their family’s role in advance care planning, and their personal beliefs. For the
Indonesian setting, the role of religious beliefs in relation to advance care planning
was discussed. Lastly, the findings of all studies in this thesis showed the need to
shift the focus of advance care planning from documentation of care preferences to
ongoing open communication about individuals’ values, wishes, and preferences.

The chapter concluded that culturally sensitive advance care planning involves
healthcare professionals understanding individuals’ preferences for medical in-
formation disclosure (what they want to know) while respecting their limits (how
much they want to know) and preferences for engagement in discussing different
advance care planning topics. To enable person-centred care, healthcare profes-
sionals should engage patients in advance care planning conversations based on
the patient’s readiness and preferences for communication, roles, and context.
Furthermore, a culturally sensitive approach to advance care planning requires
healthcare professionals to support family members in facilitating patient engage-
ment in advance care planning. Finally, capacity building for advance care planning
should include establishing education, guidelines, regulation, and integration in the
national healthcare system.
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SAMENVATTING

Hoofdstuk 1 introduceert het concept ‘proactieve zorgplanning’, zoals het is ont-
wikkeld in de westerse landen. Het hoofdstuk beschrijft ook de Aziatische en, meer
specifiek, de Indonesische cultuur en de context van deze culturen voor de praktijk
van proactieve zorgplanning in Azié en Indonesié. In de onderzoeken die worden
beschreven in dit proefschrift, werd proactieve zorgplanning gedefinieerd als een
proces dat “individuen in staat stelt doelen en voorkeuren voor toekomstige medi-
sche behandeling en zorg te definiéren, deze doelen en voorkeuren te bespreken
met familie en zorgverleners, en deze voorkeuren vast te leggen en indien nodig te
herzien.” Aziatische landen zijn voornamelijk collectivistisch georiénteerd: de zorg
voor een individu wordt hier vooral gezien als een verantwoordelijkheid van het
gezin; daarbij wordt sociale harmonie vaak hoger gewaardeerd dan individuele au-
tonomie. Verder onderzoek is nodig om de perspectieven van Aziaten op proactieve
zorgplanning beter te begrijpen, inclusief de culturele barriéres en potentiéle faci-
litators. Indonesié heeft, net als veel andere Aziatische landen, een collectivistische
cultuur. Bovendien heeft Indonesié de grootste islamitische bevolking ter wereld en
is het één van de meest religieuze landen ter wereld, waar geloof vele aspecten van
het leven beinvloedt, waaronder besluitvorming in de gezondheidszorg. Daarnaast
presenteren de meeste patiénten met kanker in Indonesié zich laat in het ziektebe-
loop, waardoor hun behoeften op het gebied van palliatieve zorg niet bekend zijn.
Er is weinig bekend over de perspectieven van Indonesiérs ten aanzien van proac-
tieve zorgplanning. Daarom had dit proefschrift tot doel inzicht te verschaffen in de
Aziatische en Indonesische perspectieven ten aanzien van pro-actieve zorgplanning,
inclusief de barriéres en facilitators om eraan deel te nemen. De Aziatische studies
richtten zich op Aziatische experts op het gebied van proactieve zorgplanning,
zorgverleners, ernstig zieke patiénten die in Azié wonen en Chinese immigranten
die in westerse landen wonen. De Indonesische studies richtten zich op professio-
nals die werkzaam zijn in de oncologie, patiénten met kanker, mantelzorgers en
overlevenden van kanker.

Hoofdstuk 2 presenteert een position paper van een multidisciplinaire groep van 31
experts uit zes Aziatische sectoren over de rol van verschillende belanghebbenden,
waaronder onderzoekers, met betrekking tot proactieve zorgplanning. De groep
met experts uit verschillende disciplines (bijv. palliatieve zorg, huisartsgeneeskunde
en volksgezondheid, verpleegkunde, gerontologie, biomedische ethiek en gezond-
heidsrecht), adviseerde de ontwikkeling van een model van proactieve zorgplanning
passend bij de Aziatische cultuur te prioriteren. Door het model passend te maken
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aan de culturele en de juridische context zou de implementatie van proactieve
zorgplanning in Azié gestimuleerd kunnen worden.

Hoofdstuk 3 beschrijft de resultaten van een systematische review over van de ken-
nis, de attitudes en de ervaringen die Aziatische zorgverleners hebben ten aanzien
van proactieve zorgplanning; daarbij werden barriéres en facilitators die verband
houden met hun betrokkenheid bij proactieve zorgplanning onderzocht. Vanuit
vier databases werden 3.887 artikelen geidentificeerd; 51 waren geschikt voor
analyse. Het betrof 42 kwantitatieve en 7 kwalitatieve studies en 2 studies met een
gemengd design; 43 studies waren uitgevoerd in landen met een hoog inkomen;
13 studies rapporteerden over kennis, 44 over attitudes, 29 over ervaringen van
zorgverleners en 16 over barriéres en facilitators voor proactieve zorgplanning.
De meeste studies operationaliseerden proactieve zorgplanning als de voltooiing
van een wilsverklaring, maar sommige recente studies richtten zich op proactieve
zorgplanning als een proces waarin waarden verkend worden. De meeste Aziatische
zorgverleners vonden de rol van het gezin bij proactieve zorgplanning essentieel.
De meesten van hen waren van mening dat proactieve zorgplanning moet worden
gestart wanneer de ziekte van de patiént niet langer te genezen is, vooral wan-
neer zijn of haar levensverwachting minder dan zes maanden is. Hoewel Aziatische
zorgverleners positief waren over het inzetten van proactieve zorgplanning, vonden
zij het een uitdaging om hiermee te beginnen. Dit leidde tot een relatief lage betrok-
kenheid. Vanuit deze resultaten werd geconcludeerd dat het model van proactieve
zorgplanning aangepast zou moeten worden aan de essentiéle rol die de familie
in Azié heeft rond het levenseinde van een patiént, onderwijs voor zorgverleners
nodig is, het publiek eveneens wordt meegenomen en institutionele inbedding van
proactieve zorgplanning nodig is, voordat dit op grote schaal in Azié kan worden
geimplementeerd.

Hoofdstuk 4 presenteert de resultaten van een mixed-method systematische re-
view over de perspectieven van Aziatische patiénten ten aanzien van proactieve
zorgplanning met de onderliggende motieven. Vier databases werden systematisch
doorzocht en 36 van de 4.330 geidentificeerde artikelen werden opgenomen in
de review: 22/36 studies waren kwantitatief en 27/26 studies waren afkomstig uit
landen met een hoog inkomen. Een narratieve synthese en thematische analyse
werden uitgevoerd om de resultaten van de verschillende typen studies te inte-
greren. Op basis van de bevindingen werd een conceptueel kader ontwikkeld. De
meeste Aziatische patiénten vonden proactieve zorgplanning belangrijk, maar in
studies waarin de daadwerkelijke bereidheid van patiénten om deel te nemen aan
proactieve zorgplanning werd onderzocht, werden meer uiteenlopende resultaten
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gevonden. De belangrijkste onderliggende motieven voor hun bereidheid om deel
te nemen aan proactieve zorgplanning waren de waargenomen voordelen van pro-
actieve zorgplanning, zoals het bevorderen van autonomie, het mogelijk maken van
een comfortabel levenseinde, het vermijden van last voor gezinsleden en het bevor-
deren van gedeelde kennis en begrip van gezinsleden. Onderliggende motieven om
niet te willen deelnemen aan proactieve zorgplanning waren: onvoldoende kennis
van patiénten over hun ziekte, hun misvattingen over proactieve zorgplanning en
de overtuiging dat proactieve zorgplanning niet gunstig is, dat het potentieel scha-
delijk is, dat het niet in overeenstemming is met hun religieuze overtuigingen of
met de wensen van hun familie of zorgverleners. Verschillende belemmeringen voor
patiénten om deel te nemen aan proactieve zorgplanning waren de complexiteit
van proactieve zorgplanning, hun sociaaleconomische afhankelijkheid van anderen
en het gebrek aan ondersteuning binnen het gezondheidszorgsysteem. De betrok-
kenheid van patiénten bij proactieve zorgplanning was verder afhankelijk van hun
voorkeuren: (1) om wel of niet actief betrokken te zijn of om hun autonomie aan
anderen te delegeren; (2) voor de timing; en (3) of de gesprekken al dan niet zouden
worden gedocumenteerd.

Hoofdstuk 5 presenteert de resultaten van een systematische review over de rol
van de acculturatie van Chinese immigranten ten aanzien van hun betrokkenheid
bij proactieve zorgplanning. Vier databases werden systematisch doorzocht en 21
van de 1.112 geidentificeerde artikelen werden in de analyse opgenomen; 17/21
studies hadden een kwalitatief design en 13/21 studies waren verricht in de Ver-
enigde Staten. Uit ons onderzoek bleek dat Chinese immigranten verschilden in hun
bereidheid om aan proactieve zorgplanning deel te nemen. De acculturatie van Chi-
nese immigranten beinvloedde hun perceptie van hun culturele identiteit en hun
interpretatie van volgzaamheid en autonomie. Deze verschillende interpretaties
beinvloedden hun perceptie van proactieve zorgplanning en of en hoe ze daaraan
zouden deelnemen. Om hun betrokkenheid te vergemakkelijken, gaven veel Chi-
nese immigranten er de voorkeur aan dat gesprekken over proactieve zorgplanning
geinitieerd werden door niet-familieleden, dat de communicatie impliciet was en
dat proactieve zorgplanning werd gecontextualiseerd uitgaande van de Chinese cul-
tuur en het gebruik van de Chinese taal. Concluderend, om Chinese immigranten te
betrekken bij proactieve zorgplanning, zouden zorgverleners bij het initiéren ervan
dan ook rekening moeten houden met hoe immigranten hun culturele identiteit
zien, of ze volgzaam zijn of autonomie belangrijk vinden, en wat hun voorkeuren
zijn voor wat betreft de praktische benadering van proactieve zorgplanning zoals
taal en context.

286



Summary | Samenvatting

Hoofdstuk 6 gaat dieper in op de perspectieven van Indonesische zorgverleners ten
aanzien van proactieve zorgplanning. Via focusgroepen werden 16 artsen en 16 ver-
pleegkundigen die actief betrokken waren bij de oncologische zorg geinterviewd.
Indonesische zorgverleners vonden het belangrijk dat proactieve zorgplanning
past binnen de cultuur, met andere woorden cultureel-sensitief wordt toegepast.
Essentiéle aspecten waarmee, volgens hen, rekening moet worden gehouden bij
het toepassen van proactieve zorgplanning zijn de rol van het gezin in de medische
besluitvorming, eerbied voor communicatienormen, de religieuze overtuigingen
van patiénten en families met betrekking tot het leven, en de beschikbaarheid van
een ondersteuningssysteem voor proactieve zorgplanning (opleiding en training
van zorgverleners, publieke bewustwording, logistieke beschikbaarheid en formele
regelgeving). Concluderend zijn Indonesische zorgverleners van mening, dat het
voor cultureel congruente proactieve zorgplanning in Indonesié essentieel is om de
culturele aspecten van collectivisme, communicatienormen en religieuze overtui-
gingen van patiénten te respecteren.

Hoofdstuk 7 gaat dieper in op de resultaten van een kwalitatieve interviewstudie
met 16 Indonesische patiénten met kanker en 15 mantelzorgers over hun perspec-
tieven ten aanzien van proactieve zorgplanning. We ontdekten dat vier belangrijke
factoren van invloed waren op hun betrokkenheid bij proactieve zorgplanning.
Ten eerste hing de wens van patiénten en mantelzorgers om geinformeerd te
worden over de ziekte en de gevolgen ervan af van het belang dat zij hechten aan
de informatie en of ze die als relevant of schadelijk ervaarden. Zowel patiénten
als mantelzorgers hadden de neiging om ‘schadelijke’ informatie achter te houden
om hun dierbaren te beschermen. Ten tweede wilden ze dat slecht nieuws em-
pathisch en voorzichtig werd gecommuniceerd, vooral door impliciete woorden
(eufemismen) te gebruiken. Mantelzorgers wilden dat slecht nieuws via hen met de
patiént gecommuniceerd werd in het kader van een sensitieve aanpak. Ten derde
varieerden de voorkeuren van de deelnemers voor wat betreft hun betrokkenheid
bij gedeelde besluitvorming. Of er een voorkeur bestond voor besluitvorming samen
met de patiént, of dat familie of artsen het best een besluit over de zorg konden
nemen, was afhankelijk van de ideeén die de deelnemers hadden over de rechten
van patiénten, hun vermeende verantwoordelijkheden ten opzichte van naasten en
de mate waarin patiénten afhankelijk waren van anderen. Ten slotte vonden de
meeste deelnemers het moeilijk om na te denken over hun voorkeuren van zorg in
de toekomst vanwege hun religieuze overtuigingen of omdat ze de relevantie van
proactieve zorgplanning niet zagen. Bespreken wat er op dat moment het meest
toe deed, werd passender gevonden. In dit hoofdstuk werd geconcludeerd dat voor
een cultuur-sensitieve benadering van proactieve zorgplanning, er aandacht moet
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zijn voor het faciliteren van open communicatie tussen patiénten en hun naasten,
de verschillende perspectieven die patiénten en naasten hebben rond het commu-
niceren van slecht nieuws en hun rol bij gedeelde besluitvorming. Daarbij werd het
belang van het exploreren van de waarden en voorkeuren van patiénten benadrukt,
boven het maken van concrete afspraken over toekomstige zorg.

Hoofdstuk 8 presenteert de resultaten van een online survey onder Indonesische
overlevenden van kanker naar hun perspectieven ten aanzien van het willen
ontvangen van medische informatie en ten aanzien van proactieve zorgplanning.
De survey werd verspreid onder negen patiéntenorganisaties. Er werden in totaal
1.030 ingevulde vragenlijsten ontvangen. Meer dan de helft van de deelnemende
overlevenden van kanker was jonger dan 60 jaar, vrouw, had een hogere opleiding
genoten en was gediagnostiseerd met borstkanker. De meeste overlevenden wens-
ten in meer of mindere mate geinformeerd te worden hun ziekte; een minderheid
over de levensverwachting in geval van een levensbedreigende aandoening. Ook
wilden zij het gesprek aangaan over proactieve zorgplanning, hoewel niet voor alle
onderwerpen ervan. Veel van degenen die bereid waren om proactieve zorgplanning
te bespreken, hadden dit niet gedaan. De meeste van degenen die bereid waren om
proactieve zorgplanningsgesprekken te voeren, gaven er de voorkeur aan dit met
hun familieleden te doen en wel, voordat ze terminaal ziek werden. De belangrijk-
ste redenen om niet aan proactieve zorgplanning te willen doen, waren de wens om
zich over te geven aan Gods wil, de overtuiging dat mensen niet moeten ingrijpen in
het natuurlijke proces tot aan het overlijden en de wens om te focussen op het hier
en nu. In dit hoofdstuk werd geconcludeerd dat voor cultuur-sensitieve proactieve
zorgplanning zorgverleners in eerste instantie moeten nagaan wat de wensen en
behoeften van patiénten zijn rond het bespreken van hun ziekte en aspecten van

toekomstige zorg.

Hoofdstuk 9 vat de belangrijkste bevindingen van de studies die in dit proefschrift
worden gepresenteerd samen, geeft methodologische overwegingen en geeft reflec-
ties op overkoepelende onderwerpen en aanbevelingen voor de klinische praktijk
en toekomstig onderzoek. In dit hoofdstuk is ingegaan op de culturele sensitiviteit
van het bespreken van diagnose en medische informatie en de rol van het gezin
in Azié en Indonesié. Cultureel-sensitieve proactieve zorgplanning in Azié en
Indonesié vraagt een zorgvuldige afweging van de voorkeuren van patiénten voor
wat betreft het al dan niet geinformeerd willen worden over hun ziekte, de wijze
van communicatie, de gewenste rol van patiénten en hun familie ten aanzien van
proactieve zorgplanning, en hun persoonlijke overtuigingen. Voor de Indonesische
setting worden wensen van patiénten rond proactieve zorgplanning medebepaald
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door geloofsovertuigingen. Ten slotte tonen de bevindingen van de studies in dit
proefschrift aan, dat de focus van proactieve zorgplanning moet worden verlegd van
het documenteren van voorkeuren voor toekomstige zorg naar voortdurende open
communicatie over de waarden, wensen en voorkeuren van mensen.

Het hoofdstuk concludeerde dat cultureel-sensitieve proactieve zorgplanning van
zorgverleners vraagt dat zij de voorkeuren van patiénten rond het bespreken van
diagnose en medische informatie kennen, de grenzen die patiénten aangeven res-
pecteren en rekening houden met de voorkeuren van patiénten ten aanzien van
het bespreken van verschillende onderwerpen binnen proactieve zorgplanning. Bij
persoonsgerichte zorg voeren zorgverleners het gesprek met proactieve zorgplan-
ning op geleide van de bereidheid en de voorkeuren van de patiént voor wat betreft
de wijze van communicatie, de rol van de patiént en zijn familie en de context van
het gesprek. Bovendien vereist een cultureel sensitieve benadering van proactieve
zorgplanning dat zorgverleners familieleden ondersteunen bij het faciliteren van
de betrokkenheid van de patiént bij proactieve zorgplanning. Ten slotte wordt
aandacht gevraagd voor het opzetten van een systeem voor de ondersteuning van
proactieve zorgplanning, te weten het opzetten van onderwijs, richtlijnen, regule-
ring en integratie hiervan in het nationale gezondheidszorgsysteem.
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All praise to Allah, The Most Gracious, The Most Merciful, who has bestowed count-
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my career. Your trust and generosity enables me to pursue my dream, which are
often ambitious and extend beyond my PhD projects. I could never find words that
could express my gratitude for that. As a supervisor, you set an example with your
unique attention to detail, objective measures, and highest standard. On the other
hand, you would balance all that by emphasizing the significance of prioritizing my
personal well-being. It has been such an honor to be supervised by you.

Judith, you are able to recognize the unique potential in each individual and you
would go above and beyond to foster that potential in order to bring out the best in
each people. You are also the first to notice when something goes south and would
offer helps to solve the problems, even when sometimes it goes beyond academic
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Agnes, I've been a fan of yours since before I even met you. I admire your wisdom in
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to take part as the reading committee for this thesis. I would also like to extend my
sincere thanks to the opposition committee. I appreciate the time and expertise
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time we spent together, I have learnt new insights and inspirations. I hope I could
travel the world the way you did. Thank you for offering such a warm friendship
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306



Words of Gratitude | Dankwoord

I would like to thank the staffs of the Division of Psychosomatic and Palliative
Medicine Faculty of Medicine Universitas Indonesia: dr. Hamzah, dr. Rudi, dr. Mud-
jaddid, dr. Adli, Mba Murti, Mba Tini, dr. Edward, and dr. Nita for all of the guidance,
resources and support they provided for this study. I would also thank the late dr.
Ali, dr. Wika, dr. Asyiqa, and dr. Arina for their friendship and inspiration.

I also want to express my gratitude to dr. Sonar, Prof Chaidir, Prof. Laila, and dr.
Gatot for their unconditional support in one of our qualitative studies. In response
to my request, they kindly agreed to accommodate a one and a half hour interview
in their incredibly busy schedule.

My journey would not have been possible without the support from: Prof. Ari, the
Dean of FMUI, Prof. Dadang, the Head of the Department of Internal Medicine, and
dr. Lies Dina, the Head of Cipto Mangunkusumo Hospital for their support and trust
in me. I would especially like to thank dr. Sally, the president of PAPDI, dr. Irsan the
chief of KOPAPDI, Prof. Titin, and dr. Em Yunir for their unwavering support in the
development of palliative care curricula within internal medicine.

Thank you David Alexander for being such a wonderful friend and excellent mentor
in academic English writing. I enjoyed each of our encounters, not only learning
language but also sharing our life stories and perspectives. Thank you for creating a
safe space where I could make as many mistakes as I needed to advance. You are the
one who does not make me feel embarrassed about my English skills. Despite the
fact that my PhD is coming to a close, I hope our friendship will continue.

I am extremely grateful to Janet, who has been my mentor since 2017. Thank you for
your dedication to whatever project I am working on. Thank you for always being
there for me, believing in me, and supporting me no matter what, and most impor-
tantly, for never suggesting I was overly ambitious, even though I know I often was.
You are so generous with your time, attention, and energy. The greatest gift of all
is your visit to Lyon to see me and my family. Lyon has remained a memorable city
for me ever since. I simply wish I could repay your generosity even in a small way.

This endeavor would not have been possible without dr. Andhika, who had intro-
duced me to the available opportunities which led to me receiving a fellowship
grant and meeting my present supervisor. I shall never forget your words of wisdom
to give back to others. Prof. Aru, the instant you offered to help me in response
to my DM without even having known me in person, I knew I would be eternally

307



grateful to you. Your unfailing support is a gift I wish to repay someday. Thank you
for providing me wings to fly.

Prof. Noorwati, your humility, wisdom, and kindness are unparalleled. I am so
pleased to have met you and learned from you in person. Your support at Dharmais
National Cancer Care Hospital made it possible for this thesis, which would not
have been possible otherwise. I can only be envy of those who are lucky to be your
mentees.

I would like to express my heartfelt gratitude to all of the co-investigators in my
studies: Mbak Sinta and Olaf for their assistance in conducting systematic reviews;
Ibu Tanti and Mba Yeni for their assistance in qualitative studies in Jogja; Mba Ajeng
for her assistance in qualitative studies at Dharmais NCC hospital; and Dr. Rebecca
for her assistance in the survey study among Indonesian cancer survivor support
groups. Special thanks to Alif who have facilitated transcriptions of the qualitative
studies. I would also like to thank dr. Nia, dr. Ruth, dr. Sri and all of the staffs that
have supported and participated in my studies in Dharmais NCCH.

I am also grateful to my Asian colleagues and ACP advocates: Masa, Yoshi, Cheng
Pei, Raymond, Shao Yi, Sayaka, Helen, Sun, Lisa, KK, Sumy, Jimmy, PJ, Takashi, and
all of the ACP Asian Delphi study group. Each of you has continued to teach and
inspire me. Special thanks to Masa for inviting me to be part of this incredible
team! I will always remember your friendship and our conversation in Taipei; I have
gained so much wisdom and humility from each of our interactions. It is an honor
to collaborate with you! Thank you, Raymond, for entrusting me with so many op-
portunities. Shao Yi, for your generosity in Taipei and unending inspiration as a
female PC leader in Taiwan! Cheng Pei, thank you for your friendship and for being a
terrific researcher role model. Lisa, for your warm friendship and wise counsel. And
each of the members of this study group I could not mention one by one.

To the late Prof. Cynthia Goh, I will always remember your assistance in my early
days in palliative care. I would cherish your wisdom and leadership as a legacy.
Trudy, I appreciate your friendship over the previous five years.

Dr. Lalit Krishna, I greatly appreciate all of your support whenever I was in need. I
am aware that you wouldn’t wish anything in return I simply wish I could follow
your example and do what you have taught me, which is to help someone else in
need just as you have helped me.

308



Words of Gratitude | Dankwoord

I would like to thank my colleagues at the Section of Medical Decision Making and
Care at the End of Life: Arianne, Marijanne, Doris, Muzeyyen, Yvonne, Eline, Ursula,
Maud, Madison, Fenne, Berivan, Liza, Wendy, Sophie, Erica, Hanna, Rick, Catherine,
Jet, Tingting, Nancy, Manon, and all MBL-ers. Dear Youi and Jemy, thank you for your
warm friendship.

To my paranymphs, Arianne and Tingting:

Arianne, the first day I met you, I felt like a fan of Justin Bieber meeting Justin
Bieber himself. When drafting my grant proposal for my PhD, I came across one of
your publications. I never anticipated you to be such a humble, kind, and warm-
hearted person as you are. Thank you so much for your kind friendship and constant
encouragement for my studies.

I was overjoyed when you first joined our organization, Tingting. For the first time
since joining the MBL group, I was not the only international student. We have a lot
in common, including our tastes in eating! I liked having lunch with you and learn-
ing about your culture and language. It’s such a shame that our togetherness only
last for such a short period of time. Thank you for allowing me to be part of your
study. I have learnt a lot from the process. Looking forward for further collaboration
with you!

Finally, I would like to extend my sincere gratitude to all of the participants in my
study. Their willingness to share their experiences and insights has been invaluable
to my research and has helped to make this thesis a success. Thank you for your
time and contribution

I would like to express my sincere gratitude to Prof. Soehartati for being such an
inspiration of a female leader as well as for the opportunity to be part of her team
on the collaboration project: “The assessment of palliative care integration in the
primary care setting in Indonesia” between PKaT and WHO-Indonesia and the MoH.
My greatest appreciation goes to Mayang, Ibu Onit, and Mba Anna for such a fruitful
collaboration, as well as to dr. Ben, dr. Sony, dr. Riyan, dr. Rizka, Mba Rani, dr.
Nadhira, dr. Viona, Mba Astie, Mba Tari, Mba Nafisah, Mas Jagat, and Manda without
whom this work would not have been possible. I would like to acknowledge Mba
Herfina from WHO-Indonesia, the local source persons, as well as the international
experts involved in the project: dr. Eric Krakauer, Prof. Scott Murray, Joan Marston,
Prof. Stephen Connor, dr. M.R. Rajagopal, Smriti Rana, dr. Hibah Osman, dr. Eve Na-

309



misango, dr. Ramaswamy Akhileswaran, dr. Srivieng Pairojkul, dr. Daniel Munday,
dr. Ednin Hamzah, dr. Mhoira Leng, and dr. Chamath Fernando.

To the American Society of Clinical Oncology (ASCO) and its international affair
staffs: Vanessa E, Doug, Vanessa S, Sarah, Morgan, Stephanie A, Stephanie V: Being
a member of ASCO and participating in its activities as a volunteer are such a tre-
mendous honour. Since I joined in 2016, ASCO has supported me in becoming into a
better clinician and advocate. Frank Ferris deserves special note for his outstanding
leadership in palliative care teaching on a global scale. Dr. Eva Segelov, it has been
such a pleasure working with you as editors for the JCO GO Special Series. Thank
you so much for being my mentor and for including me in your amazing global
cancer research group.

I want to thank Heleen and Michelle, my TopVrouw coaches, as well as Mathilde,
Laura, Ana, and Nilhan, my fellow participants in the TopVrouw leadership program.
You all serve as such an example for women in leadership roles!

Annemarie, [ am extremely grateful to have known and met you. It is your humility,
your passion and expertise in social science’s perspectives of palliative care, and
your love for Indonesia that makes you so special in my eyes. I am greatly thankful
for the many opportunities to collaborate with you and learn from you and others,
including Liesbeth. Learning from you are such a humbling experiences. I am look-
ing forward to being inspired and motivated by you.

Prof. Sheila Payne, we had such a brief meeting during ACPI 2019. And in such a
short period of time, you have taught me so many valuable things, one of which
being the question you posed to me after my presentation. I wish to be able to learn
more from you in the future.

I could not have undertaken this journey without Prof. Soenaryadi, who after one of
his lectures took my hand and expressed his gratitude for my willingness to enter
the field of palliative care. To dr. Nuhoni, dr. Maria, and many other teachers in
Indonesian Palliative Society (Masyarakat Paliatif Indonesia), I could only say thank
you for providing inspiration and guidance.

I would also like to extend my gratitude to my mentors at Harvard Medical School
Palliative Care Education Program (PCEP): Josh, Barbara, and Ali; as well as all PCEP
faculties, including James, Vicky, Christina, Jane, and Juliet; and also my amazing
friends in group 8 : Farhana, Lori, Neeraj, Abigail, Pam, Lizzy, and Dana. Joining this

310



Words of Gratitude | Dankwoord

course feels like unlocking key communication skills in palliative care. I was able to
practice and be vulnerable at the same time thanks to the supportive environment
my mentors and fellow colleagues established.

There are ups and downs to starting a new life in a foreign nation with a completely
different culture and environment. I was extraordinarily fortunate to find a “new
family” at Indonesische Stichting Rotterdam (ISR) who would accept us and treat
my children as their own: The families of the late Sofjan Siregar and Tante Tuty,
Roland and ka Mirda, Mas Yono and Mbak Aty, Ka Elsye and Danny, Ce Ani and Pak
Uwo Kadir, Ka Rismi and Vincent, Ka Henny, Tante Leyni and Om Jaap, Ka Arti and
Frits, ka Laila, ka Peny, ka Sinta, Ibu Junus, Bude Susni, Tante Emy-Om Willem, Uni
Lenggo-Om Teddy, Bu Taty-late Om Luki, Tante Wieke-Om Iwan, Mbak Maeyta-Bli
Wayan, Mas Habib- Mba Linda, Om Doddy, tante Fitri, tante Eci, and the entire fam-
ily of ISR who have always supported my family with generous assistance.

I am deeply thankful to my friends for their love and support during this process.
Without their encouragement and motivation, I would not have been able to com-
plete this journey: Titis, Novika, Pugo, Bang Fasa, Almira, Dina, ka Salma, Evy, Selvi,
Riany-Rendy, Yun-Iwan, Pak Yudhy, Manda, Abyan, and Anshory. Special thanks to
Titis and Novika for their unfailing support and friendship, and to Sophie for im-
mediately granting my request for a thesis cover and beautifully interpreting my
message into such a lovely artwork. Thank you for helping me laugh and forget
about my worries for a moment, Dagdo, Raya, and Adit. And to my PK-115 LPDP fel-
lows, and PK-115 PhD fellows in NL mas Fajri Gafar for your continuous inspiration,
mas Taufik, and Fadel.

Moving to another country for the second time would not have been feasible
without discovering the amazing support groups that make Lyon feels more like
home. I would like to express my gratitude to Nienke and her family; Mba Farina,
Arlo and Elang; Mba Eka and family; Ibu Poppy and family; Mba Nenny and family;
Mas Idham and family; Fatih-Yasmin and family; our lovely neighbors (Anne-Pierre;
Thibault-Laetitia, Marine-Maxim), and all the Indonesian families and students in
Lyon.

My life journey would not have been possible without the long, constant, uninter-
rupted prayers from my families. I am nothing without them, who have showered
me with love from the moment I was born untill now. Bapak - from whom I derived
my characters and learned my life goals. Also, to my siblings and their family: Mba
Hilda-Mas Thohir and family, Mas Morgan-Mba Syahidah and family, Mas Runa-Mba

311



Tutik and family. I would also extend my gratitude to my beloved mother in law who
has taken care of me and my kids like her own as well as my brothers and sisters in
law and their family: Bung Itqon-the late Ka Nur, Ka Tsauroh-Ka Ibun, Ka Yatmi-Ka
Naufal, Ka Rif’ah-Ka Reza, Ka Syafaah-Ka Farid, Ka Irfan-Ka Yuli, Ka Nurfadhilah-Ka
Firman, Ka Ahmad Fadhil-Ka Endah, and Ka Akmal-Ka Tia.

Finally, and most importantly, Ahmad Fuady, you are one of the best decisions I
have ever made in my entire life, and I love you so much. Thank you for choosing
me as your home. You have been such a great lab companion during our first year
of medical school, and an ideal life partner ever since. Thank you for being so all-in
in your professional and personal lives. You embrace my life goals and go against
the grain of traditional wife-husband roles. You would gladly step into my role as a
mother when I needed to step away from it for a bit, and you would take care of our
children in such a way that leaves me without the slightest worry for them. Both
in your professional life and in your personal life, you have worked magic. Not to
mention your constant assistance with my research. You are a mentor, a best friend,
a lover, and a partner in crime. I am so excited to spend the rest of my life with
you. And to my two little angels, Birru and Bumi, you are the best things that ever
happened to me. I am grateful of your presence in my life. Because of you, being a
mother couldn’t have been more enjoyable.

312






-



	Blank Page
	Blank Page



