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Abstract

Background: In Confucian-influenced Asian societies, explicit end-of-life conversations are uncommon and family involvement in
decision-making is crucial, which complicates the adoption of culturally sensitive advance care planning.

Aim: To develop a consensus definition of advance care planning and provide recommendations for patient-centered and family-
based initiatives in Asia.

Design: A five-round Delphi study was performed. The rating of a definition and 84 recommendations developed based on systematic
reviews was performed by experts with clinical or research expertise using a 7-point Likert scale. A median =1 and an inter-quartile

range = 0—1 were considered very strong agreement and very strong consensus, respectively.
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Setting/participants: The Delphi study was carried out by multidisciplinary experts on advance care planning in five Asian sectors

(Hong Kong/Japan/Korea/Singapore/Taiwan).

Results: Seventy-seven of 115 (67%) experts rated the statements. Advance care planning is defined as “a process that enables individuals

to identify their values, to define goals and preferences for future medical treatment and care, to discuss these values, goals, and

preferences with family and/or other closely related persons, and health-care providers, and to record and review these preferences if

appropriate.” Recommendations in the domains of considerations for a person-centered and family-based approach, as well as elements,

roles and tasks, timing for initiative, policy and regulation, and evaluations received high levels of agreement and consensus.

Conclusions: Our definition and recommendations can guide practice, education, research, and policy-making in advance care

planning for Asian populations. Our findings will aid future research in crafting culturally sensitive advance care planning interventions,

ensuring Asians receive value-aligned care.

Keywords
Advance care planning, Delphi, definition, recommendations, Asia

Key statements

What is already known about the topic?

As in Western countries’ health-care systems, advance care planning is being increasingly implemented in Asian ones,
but consensus on its definition and recommendations based on Asian culture are lacking.

In high-context, Confucian-influenced Asian societies, explicit conversations about end-of-life care with patients are not always
the norm. Family involvement is crucial in decision-making. Health-care providers in Asia uncommonly involve patients in
advance care planning, partly due to their lack of knowledge and skills in advance care planning, personal uneasiness, fear of
conflicts with families and their legal consequences, and the lack of a standard system for advance care planning.

What this paper adds

A key domain not previously highlighted in Western Delphi studies is “a person-centered and family-based approach”
that facilitates families’ involvement to support an individual’s engagement in advance care planning and the attain-
ment of the individual’s best interest through shared decision-making. Treatment preferences in Asian contexts are
often shaped by relationships and responsibilities toward others, with families and health-care providers supporting
individuals to meaningfully participate, even in the presence of physical or cognitive impairments.

Implications for practice, theory, or policy

Our definition and recommendations can guide clinical practice, education, research, and policy-making in advance care
planning, not only in the Asian sectors included in our study, but also in regions with Asian residents and other areas
where implicit communication and family-centered decision-making are valued.

Our findings, combined with the existing evidence, will help future investigations to develop culturally sensitive advance
care planning interventions, identify appropriate outcomes, and build an infrastructure where Asian individuals receive

care consistent with their values, goals, and preferences.

Introduction

Advance care planning enables individuals to define goals
and preferences for future medical treatment and care,
discuss these with family and health-care providers, and
record and review them if appropriate.! While debates
exist regarding its usefulness, studies have shown that
advance care planning can improve various health-care
outcomes, including patient-provider communication,
documentation of preferences, patient’s satisfaction,
mental health, and health-care utilization.22

The concept and practice of advance care planning vary
considerably across different settings, cultures, and coun-
tries. In 2017, the European Association for Palliative Care
and researchers from North America and other Western

countries independently proposed international consen-
sus definitions and recommendations for advance care
planning.11011 Both studies emphasized individual auto-
nomy by empowering individuals to express their own
care decisions through a personalized, value-centered
approach, followed by documentation and the continuous
review of preferences. These studies offered useful con-
sensus focused on enabling individuals to define and share
their values, goals, and preferences for future medical
care. However, the panel consisted of experts from
Western countries with no representation from Asia.

Asia has distinct cultural norms compared with the
West. Particularly in high-context, Confucian-influenced
societies, explicit conversations about end-of-life care
with patients are not always the norm, and family
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Delphi round one (June 2018 — October 2020)
®  The taskforce (n=21) drafted a definition of advance care planning and 84
recommendations, primarily based on those developed by the European Association for

Palliative Care, systematic reviews, and extensive discussions.

¥

Delphi round two (November 2020 — September 2021)

®  The Delphi panel (n=77 of 115 invited; response, 67%) rated the draft definition and 84
draft recommendations on a seven-point Likert scale (l1=strongly agree — 7=strongly
disagree), and provided comments.

®  Agreement (median) and consensus (IQR) were determined. Statements that received very
strong agreement (median score=1) and very strong consensus (IQR=0-1) were accepted or
underwent only minor edits. Adaptations were made in other statements. Equal importance

was given to qualitative comments and quantitative evaluation when removing statements.

Two new recommendations were added
—>|

based on the panel’s suggestions.

v

Three recommendations removed due to

redundancy and/or a low agreement score

Delphi round three (October 2021 — December 2021)

®  The Delphi panel (n=68 of 77 who completed round 2; 88%) rated the adapted set of a
draft definition and 83 draft recommendations, and provided comments.

®  Agreement and consensus were determined. Adaptations were made in statements that did
not receive very strong agreement or consensus.

®  No recommendation was added or removed.

¥

Delphi round four (January 2022 — April 2022)

®  The taskforce (n=18) was asked for consensus with the adapted set of a draft definition and
83 draft recommendations, and provided comments.

® No recommendation was added or removed. Evaluation measures were grouped into the
domains of process, action, quality of care, and health care outcomes.

®  The set was finalized based on their feedback and the taskforce provided full consensus.

¥

Delphi round five (May 2022)

® The APHN council members reviewed the full final set of a definition and 83
recommendations. The Asia Pacific Hospice Palliative Care Network council members

were unanimous in their support and had no suggested revisions.

Figure 1. Delphi consensus process on the definitions and recommendations of advance care planning. IQR: inter-quartile range.

involvement is crucial in decision-making.12 This is partly
due to “filial piety,” where children are expected to care
for their parents and make decisions in their best inter-
est.1314 |n these societies, concerns arise about whether
Western-origin advance care planning aligns with family-
centered values, as patient autonomy is often secondary
to family influence.21516 Balancing family involvement
with patient autonomy is a critical focus in the region.
A recent systematic review revealed that while Asian
health-care providers recognize the importance of
advance care planning, they uncommonly involve
patients and struggle to initiate it.1” Challenges include a
lack of knowledge and skills, personal discomfort, fear of
family conflicts and legal repercussions, and the absence
of standardized systems. Most studies in Asia report low
engagement and delayed initiation of advance care plan-
ning by health-care providers, with patients’ preferences
rarely documented in medical records.’-1° Cross-cultural
differences in patient autonomy and concepts of a good

death are shaped by regional religions and beliefs.20-22
Therefore, developing definitions and recommendations
regarding the elements, roles, timing, policy, regulation,
and evaluation of advance care planning would lay a
foundation for future activities in Asia, and benefit other
regions that value implicit communication and family-
centered decision-making.

The aim of this study was to develop a consensus
definition of advance care planning and present recom-
mendations for use by health-care providers, educators,
policymakers, and researchers across diverse populations,
disease categories, and cultures in Confucian-influenced
Asian regions (Figure 1).

Methods

We conducted a Delphi study across five Asian countries/
regions (“sectors”): Hong Kong, Japan, Korea, Singapore,
and Taiwan. These sectors were chosen due to their
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existing advance care planning practices and shared
Confucian cultures. Supported by the Asia Pacific Hospice
Palliative Care Network, this consensus project was
chaired by MM and YK. They invited 21 experts in advance
care planning from the five sectors to form an interdisci-
plinary taskforce, with expertise in oncology, palliative
care, internal medicine, family medicine, nursing, psychol-
ogy, ethics, and law. These experts were identified based
on their clinical roles, publication citation records, or
through professional contacts. Most taskforce members,
excluding the co-chairs, were included in the expert panel
for the Delphi study detailed in round 2.

We also invited the co-chairs of the previous European
Association for Palliative Care Delphi study on advance
care planning (IK/JR) and an Asian researcher (DM), who
has conducted systematic reviews on advance care plan-
ning among Asians, to offer methodological insights.1.17.23

Design and outcomes

We followed the five-round design and mixed-method
approach from the European Association for Palliative Care
Delphi study on advance care planning, adhering to standard
guidelines for conducting and reporting Delphi Studies.12*
Rounds 1 and 5 used qualitative methods, whereas rounds
2—-4 employed quantitative assessment. Although we initially
anticipated five rounds,! the exact number of rounds was
determined by consensus. The structured rounds featured
anonymity, iteration, and controlled feedback.2>26

Round 1. To facilitate Delphi discussions, we summarized
the current status of advance care planning in Asia.?’ In
June 2018, the taskforce reviewed both online and in per-
son the draft definition and five core domains of advance
care planning (elements, roles and tasks, timing, policy
and regulation, and evaluation) developed by the Euro-
pean Association for Palliative Care.! We adopted the
European study’s structure because it offers a compre-
hensive framework to address the multifaceted chal-
lenges of advance care planning in Asia. This framework
was extensively modified based on additional evidence
from another Western Delphi study!%!! and systematic
reviews of advance care planning studies in both English
and local languages from the five sectors.17.23.27-29 A new
domain, “recommended consideration for a person-cen-
tered and family-based approach in advance care plan-
ning,” was added to reflect the emphasis on harmony and
relational autonomy in Asian cultures.’22® This domain
includes four recommendations to support individual
engagement in advance care planning through family
involvement and shared decision-making. Relational
autonomy, which places the individual within a socially
embedded network, is relevant in both Asia and the
West.30-35 As for the evaluation domain, we focused
on identifying overarching outcome constructs rather
than individual measures, as standardized validated
measures for advance care planning are still lacking.1-10

The taskforce reviewed the detailed evaluation structure
of another Western Delphi study in order to identify addi-
tional items pertinent to advance care planning in Asia.10
The draft was discussed and revised iteratively by the
taskforce. The first version was created in English and then
translated into Mandarin Chinese, Japanese, and Korean
through a rigorous forward-backward translation method
conducted by bilinguals. Both the English and translated
versions were reviewed by expert panel representatives in
each sector to ensure clarity and relevance. In Hong Kong
and Singapore, the English version was used for further
examination. This process resulted in a definition of
advance care planning and 84 draft recommendations (see
Supplemental Material). After round 1, three members
withdrew from the taskforce due to other commitments.

Round 2. From November 2020 to April 2021, the first
version was presented to an expanded expert panel,
including the majority of taskforce members, via an online
questionnaire. Experts were identified through publica-
tion records and citation analysis, or the taskforce’s pro-
fessional network. Our goal was to form aninterdisciplinary
group of advance care planning experts, encompassing
research, practice, and education, with backgrounds in
medicine, nursing, palliative care, psychology, ethics, law,
and policy. The panel also included a patient representa-
tive familiar with advance care planning. We invited 115
experts from all five sectors, of whom 77 completed the
guestionnaire (response rate = 67%).

Panelists rated their agreement on a 7-point Likert
scale (1 = strongly agree to 7 = strongly disagree) and pro-
vided feedback in free text boxes. Agreement was meas-
ured by the percentage of respondents agreeing or
strongly agreeing, and by the median score. A median
score of 1 indicated very strong agreement, and median
of 2 indicated strong agreement.! The ad hoc criterion for
the percentage of agreement was set at 75% based on
previous systematic reviews and Delphi study guide-
lines.2436 Consensus was calculated using the interquartile
range (IQR), with IQR of 0-1 indicating very strong consen-
sus, and IQR of 2 indicating strong consensus.! Open-text
comments were analyzed by the taskforce.

Recommendations with “very strong agreement” and
“very strong consensus” were accepted with minimal
edits. Other recommendations were adapted or removed
to reduce redundancy. In rounds 2 and 3, the taskforce
considered both qualitative comments and quantitative
evaluation equally when deciding whether to remove
items. While quantitative evaluations were considered,
statements were not removed solely based on cutoff val-
ues for agreement. Statements were retained if they were
deemed conceptually important. Bilingual taskforce
members translated free text comments into English.
Newly added statements were translated into Mandarin
Chinese, Japanese, and Korean through formal translation
processes. The taskforce kept procedures for unresolved
consensus open throughout the study.
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Round 3. To maintain consistency, only panelists who
responded in round 2 rated the revised statements in this
round. In October 2021, they received both the original
and revised sets of definitions and recommendations,
including agreement and consensus findings. Panelists
rated agreement on a 7-point Likert scale and provided
feedback. If a recommendation had received very strong
agreement and very strong consensus in round 2, experts
could either select the default option (the median score
from the previous round) or rate the recommendation
again. Of the 77 panelists from round 2, 68 responded in
this round (response rate = 88%).

Round 4. Recommendations with very strong agreement
and very strong consensus were accepted or minimally
edited. MM and YK adapted the other recommendations
based on panelists’ comments. The revised set was sent
to 18 taskforce members in January 2022, with 16 either
indicating agreement (“yes” or “no”) or suggesting further
improvements.

Round 5. The set of definitions and recommendations
was adapted based on taskforce feedback and reviewed
by the Asia Pacific Hospice Palliative Care Network Council
in May 2022.

Ethical consideration

Ethical and scientific validity were confirmed by the
institutional review board of Seirei Mikatahara General
Hospital, Japan, and by review boards in other sectors. The
Delphi process utilized an anonymous online survey plat-
form supported by The Chinese University of Hong Kong.
Participants indicated their informed consent by checking
a box on the platform prior to starting the survey.

Results

Baseline characteristics of the Delphi panel experts are
summarized in Table 1. In round 2, the extended/brief
definition received a median score of 2 and IQR of 1. Of
the 84 recommendations, 20 (24%) received very strong
agreement and very strong consensus, 42 (50%) received
strong agreement and very strong consensus, and 20
(24%) received strong agreement and strong consensus.
One item received strong agreement, but did not reach
consensus (IQR = 2.5). Adaptations to the definition clari-
fied terminology, with detailed descriptions added in the
footnote. After round 2, two recommendations were
added, and three were removed due to redundancy and/
or a low agreement score. In round 3, the definition and
30 (36%) of the 83 recommendations received very strong
agreement and very strong consensus, including all rec-
ommendations for a person-centered and family-based
approach. Forty-nine (59%) received strong agreement
and very strong consensus.

5
Table 1. Characteristics of Delphi panel experts (round 2).
Characteristics Number %
Age group
25-29 0 0
30-34 2 3
35-39 9 12
40-44 20 26
45-49 16 21
50-54 13 17
55-59 7 9
60—-64 3 4
65-69 2 3
70-74 1 1
Age not stated 4 5
Sex
Female 42 55
Male 34 44
Prefer not to say 1 1
Profession/primary discipline (multiple options
available)
Physician 39 51
Nurse 11 14
Lawyer/legal scholar 5 6
Researcher 10 13
Psychologist 4 5
Medical social worker 9 12
Other 11 14
(ACP trainer/specialist/coordinator;
administrator; ethicist; patient/patient
supporter; patient association leader;
philanthropic worker; physiotherapist;
policy maker)
Primary practice (multiple options available)
Clinician 48 62
Educator 25 32
Researcher 24 31
Policy maker 5 6
Other 9 12

(ACP facilitator; court case management;
health-care administrator; implementation
of ACP across settings; manager; program
management; service provider)

ACP: advance care planning.

In round 4, advance care planning evaluation measures
were categorized according to those proposed by a prior
study.10 Of the extended/brief definitions and 83 recom-
mendations, 69 (81%) received full agreement from the
taskforce, while 16 received agreement from 11 to 15
members. Feedback emphasized retaining all recommen-
dations from round 3 with minor phrasing adjustments,
which were incorporated. This led to a final set of recom-
mendations that achieved consensus among the entire
taskforce. The final set included an extended/brief defini-
tion of advance care planning and 83 recommendations,
with seven receiving less than 75% agreement in round 3
(Tables 2 and 3).
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In round 5, the complete final set was reviewed and
supported by the Asia Pacific Hospice Palliative Care
Network Council. Tables 2 and 3 present the final set,
including agreement levels, median scores, and IQRs. The
six domains include: 14 elements (four for a person-cen-
tered and family-based approach), 16 roles and tasks,
three for timing, 12 on policy and regulations, and 34 on
evaluation.

Discussion
Main findings

These are, to the best of our knowledge, the first consen-
sus definition and recommendations for advance care
planning in Asia developed through a rigorous Delphi
study. The level of agreement and consensus suggests
that our recommendations are suitable for various set-
tings and patient populations in Asia.

What this study adds

The first important finding is that most recommendations,
partly adopted from the European advance care planning
consensus, received marked agreement and consensus
with minor revisions.! This indicates that advance care
planning in the five Asian sectors has been heavily influ-
enced by the Western concept of patient autonomy.3’
Asian experts have adapted Western models to their con-
texts, leading to person-centric elements. For example,
Korea and Taiwan enacted advance care planning legisla-
tion supporting patient autonomy in the late 2010s, with
similar policies put forward in Hong Kong, Japan, and
Singapore.?’” Western training programs have also been
introduced.?’38-40 While Western models emphasize indi-
vidualized autonomy,’!! Asian cultures traditionally value
relational autonomy, where decisions are made within
family and community contexts.12:1517,23,27,29,3541 The con-
vergence highlights the growing acceptance of individual-
ized autonomy in Asian advance care planning, despite
cultural differences.*2 However, recommendations regard-
ing documentation, advance directives, and surrogate
decision-making (e.g., items 10, 13, and 40—42) received
lower-level agreement, possibly due to varying regula-
tions and implementation across sectors.?’ Therefore, our
Delphi recommendations should be adapted to comple-
ment local legislation, health-care systems, and practice
patterns.

The second important finding is that all items of the
new domain relevant to Asian culture, “recommended
consideration for a person-centered and family-based
approach in advance care planning,” received very
strong agreement and consensus. Traditionally, Asian
patients prioritize family harmony over individual
autonomy, often deferring decision-making to families

and health-care providers.2 Harmony is maintained
through relational autonomy.303543 However, public
values in Asia are shifting towards more active and
shared decision-making, partly influenced by the glo-
balization of liberal values.17.21,2344-47 Clinicians in Asia
also recommend not making assumptions based on cul-
tural backgrounds.2%:48-50 Qur recommendation empha-
sizes valuing individual preferences while ensuring
family involvement in advance care planning (e.g., items
22 and 33).°1

Most proposed measures to evaluate advance care
planning did not receive very strong agreement, reflecting
current controversies over advance care planning out-
comes.” However, many measures proposed in Western
Delphi studies received high-level agreement and consen-
sus in our study.10 Six of the top 10 measures proposed
from a Western study received over 90% agreement from
our panelists.1® These included readiness to engage in
advance care planning, and the identification, communi-
cation, and documentation of the individual’s values,
goals, and preferences, as well as care consistent with the
individual’s expressed goals and preferences. This under-
scores the importance of communication in advance care
planning in Asia.Z’-2° Measures with lower-level agree-
ment, such as anxiety about death, decision control pref-
erences, and psychological well-being of the bereaved,
were also ranked low in the previous Western study.1®
These measures may be abstract or not universally recog-
nized, suggesting that they should be used with caution.
In contrast, newly added measures such as understanding
end-of-life care and preparation for end-of-life received
marked agreement, highlighting the iterative process of
advance care planning.

Overall, our study underscores the fact that the core
principles of advance care planning, such as prioritizing
individual values and preferences, have universal applica-
bility. The European consensus on advance care planning
can be adapted across cultural contexts, indicating its
broad relevance. However, cultural nuances, such as the
family-based approach prevalent in Asia and many other
societies, require tailored adaptations to ensure local
relevance. This adaptability is crucial for the effective
global implementation of advance care planning pro-
grams. Our findings provide a foundation for culturally-
sensitive advance care planning interventions, ensuring
appropriate outcomes worldwide.

Strengths and limitations

This study had several strengths. First, we applied rigor-
ous methodology by following the reporting guidance,?*
and collaborated with field and methodology experts.117.23
Second, contextual evidence was used to inform the
study procedure.11011,17,23,27-29 Third, the support of the
Asia-Pacific regional network allowed the engagement of
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77 multidisciplinary experts from various backgrounds.
Fourth, we adopted a measure to avoid discrepancies by
asking only panelists who responded to the round two
survey to actually complete the round three survey.
Finally, we enhanced study robustness by applying con-
servative cut-off levels for agreement and a mixed-method
approach.

Our study had some limitations. First, as we conducted
this study in only five Asian sectors where palliative care is
highly integrated into health-care systems,52 our findings
may not be applicable to other regions. However, these
findings may contribute to other regions with family-cen-
tered decision-making cultures, such as Muslim or Hindu
communities. Second, subtle differences in meaning from
the English version may have been present in each of the
translated versions among the five sectors. Third, the
respondents were predominantly physicians, and so per-
spectives were limited.

Future implications

We recommend implementing the definition and rec-
ommendations for practice, education, research, and
policy-making for those living in Asia and Asians in
Western countries. Such endeavors should consider
various barriers and facilitators affecting attitudes
toward advance care planning, including health liter-
acy, generational differences, and acculturation to
Western culture.*”.53-57 Future efforts should develop
culturally attuned approaches and quality indicators for
advance care planning outcomes, and formulate sys-
tematic plans for implementation and dissemination to
improve local health-care systems and legal jurisdic-
tions. Lastly, attention should be given to pediatric
populations, patients with limited or no decisional
capacity, and populations in low/middle-income
regions in Asia. We suggest that future studies should
explore whether our findings are applicable to other
parts of Asia outside the five sectors and non-Asian
regions with similar cultures.

Conclusion

Our Delphi study developed consensus on the definition
of advance care planning and recommendations for its
application in an Asian context, both within Asia and for
Asians living in Western countries. The study represents
an important first step in providing clarity and guidance
for further practice, education, research, and policy-mak-
ing concerning advance care planning in Asia. We hope
that our findings will help to develop culturally sensitive
advance care planning interventions, identify appropriate
outcomes, and build an infrastructure where Asian

individuals can receive care concordant with their values,
goals, and preferences.
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