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Objectives: Advance care planning (ACP) is the process of discussing the wishes of people regarding end-
of-life care and other related medical decisions. The aims of this study were to develop an ACP booklet in
Taiwan and to identify relevant ACP issues.
Materials and methods: A three-stage research designwas used. First, potential items were collected from
the literature and were modified based on clinical situations and Taiwanese culture. Next, experts in
palliative care evaluated the content validity of the items. Finally, healthy participants reviewed the ACP
booklet and then discussed their experiences in focus groups.
Results: The significant issues identified discussing ACP included life story, current health status and
habits, life-threatening conditions and suffering, medical decisions about the end-of-life care, and a
number of other items. The provision of comprehensive information about the pros and cons of specific
medical procedures and of palliative care was identified as important.
Conclusion: An ACP booklet facilitates discussion and decision-making related to end-of-life care.
Furthermore, the present findings indicated that, when carrying out an ACP discussion, not only are the
preferences and values of people important, but also factors related to their culture.
Copyright © 2015, Buddhist Compassion Relief Tzu Chi Foundation. Published by Elsevier Taiwan LLC. All

rights reserved.
1. Introduction

Advance care planning (ACP) is the process whereby there is
discussion between individuals and their physicians, family, and
friends about their preferences and wishes for future care at a time
when they may lack the capacity to express such wishes [1,2]. The
philosophical foundation of ACP is autonomy and that the right of
self-determination should be respected and protected even if the
individual cannot speak for himself/herself [3]. Traditionally, the
goal of ACP is to complete a legal form through advance directive.
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However, ACP now also addresses discussions with the physicians
and family in order to prepare for any future medical crises [4].

Many countries have clear laws about decision-making at the
end of life [5], such as the Patient Self-Determination Act in the
United States and the Mental Capacity Act in the United Kingdom.
In Taiwan, the Hospice-Palliative Care Act indicates that an indi-
vidual can sign their will of consent to refuse life-sustaining
treatment and make a choice to instigate palliative care for termi-
nal disease [6]. The Taiwanese government has tried to disseminate
information on the concepts of ACP, not only in hospitals, but also in
communities, in order to promote ACP discussions and decision-
making.

An ACP discussion should ensure that patients make their own
end-of-life care decisions and communicate these to their family
and physician(s). A large sample survey (n ¼ 3476) has revealed
that patients with advance directives tended to choose palliative
care and limited treatment compared with those without advance
d by Elsevier Taiwan LLC. All rights reserved.
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directives. In addition, the care they received was found to be
consistent with their preferences [7]. Furthermore, they were
more likely to die at home rather than in a hospital [8,9]. Teno and
colleagues [9] conducted telephone interviews with bereaved
family members (n ¼ 1587) and reported that 70.8% of the
deceased patients had advance directives. Patients with advance
directives tended to choose palliative care and were less con-
cerned with physician communication than were those without
advance directives [9]. However, people have difficulties related to
discussing death and dying, and are worried about the links be-
tween ACP and euthanasia as well as the future applicability of
their decisions [10].

Emanuel and colleagues [11] surveyed 405 outpatients in a clinic
and 102 members of the general public, and the percentages of
those who wanted to have an ACP discussion were 93% and 89%,
respectively. An interview study conducted in 2012 with elderly
individuals with disability showed that 75% of them would like to
discuss their prognosis and future care plan if their estimated life
expectation was less than 1 year [12]. Similarly, a Taiwanese study
showed that more than 90% of the medical volunteers would like to
participate in an ACP discussion [13]. However, the rates of
completion of advance directives remains low in some countries
[14,15], including Taiwan [16]. On reviewing the medical charts of
patients who died of cancer in a teaching hospital in Taiwan
(n ¼ 829), it was revealed that 99.76% of the patients had do not
resuscitate (DNR) orders, but only 22.56% of these had been signed
off by the patient [17]. Glick and colleagues [18] reviewed 15 studies
and identified the following barriers to implementing patients'
preferences: (1) a lack of education about or knowledge of ACP; (2)
discordance between the patient, family, and healthcare staff; and
(3) difficulties with paperwork completion. In Taiwanese culture,
knowledge of ACP, attitude toward ACP, and family members'
opinions are important parts of ACP discussions and decisions [19].

Various interventions have been implemented in order to in-
crease the rate of completion of advance directives, such as the
provision of written material, discussions with specialists, and
educational programs for patients and healthcare professionals
[20]. A review of nine randomized control trials revealed that
patient-directed educational interventions improved their
completion rate significantly [21]. Furthermore, Ramsaroop et al
[22] reviewed 15 comparative studies and revealed a moderate
effect of such interventions on the completion of advance directives
[22]. Print, video, and online materials have been found to have a
positive effect on knowledge and awareness of treatment choices,
as well as on ACP discussions [23,24]. However, simple education
without person-to-person interaction does not seem to increase
the rate of completions [25,26]. Indeed, the most successful inter-
vention was a combination of written material and repeated dis-
cussions with healthcare professionals [20,22,27]. In addition, it
was found that family members were, in many cases, considered to
act as surrogates, and their opinions were considered important to
the decision-making [28].

Culture shapes the way people deal with illness, suffering, and
death, as well as the communications and decisions related to ACP
[29]. In Taiwan, the family strongly influences terminal medical
decision-making, and most DNR orders are signed by family
members [30]. The most common ethical dilemmas in palliative
care in Taiwan are the place of care (at home or hospital), revealing
the truth, hydration and nutrition, and therapeutic strategies [31]. If
people express their wishes and make decisions early, they can
receive the end-of-life care that they wish, and this will reduce the
stress on their family members. Appropriate ACP educational ma-
terial can facilitate people to think about end-of-life issues and
allow them to discuss with their family. However, most material of
this type has been developed in the Western societies [32].
Recently, the goals of ACP have changed from completing an
advance directive to a discussion of ACP with physicians and the
family [33]. ACP provides an opportunity for people to think about
the value of their lives, their preferences, and their wishes, in terms
of their end-of-life care, and to begin to continuously discuss these
factors with their loved ones and physicians. It is therefore neces-
sary to develop effective educational material, including informa-
tion about terminal conditions and medical treatment procedures,
which will help guide the discussions between patients, families,
and physicians [34]. Therefore, this study aimed to develop an ACP
booklet and to identify ACP issues that are significant in Taiwan.
2. Material and methods

2.1. Design

A three-stage research design was used, which included (1)
collection and modification of items, (2) expert evaluation, and (3)
focus groups. Prior to the commencement of the study, ethical
approval was obtained from the institutional review board
(IRB099-77).

Stage 1: collection and modification of items

The research team formulated the initial version based on the
previous educational material, including Your Life Your Choices
[35], Five Wishes [36], Let Me Decide [37]; a previous study of the
Chinese frail elderly [38]; and our clinical experience when talking
about ACP issues. The team hadmore than 10 years of experience in
palliative care, and included senior nurses (SCW, CJC, SCC, HCS), a
physician (YWW), and a clinical psychologist (SYF). The team also
considered various aspects of Taiwanese culture when developing
specific content. The initial version of the booklet included (1) life
story, (2) current health status and health habits, (3) life-
threatening conditions and suffering, (4) medical decisions about
end-of-life care, and (5) various other aspects.

Stage 2: expert evaluation

We invited six experts in palliative care to rate the appropri-
ateness of the content of the initial ACP booklet using a 4-point
Likert Scale (where 1 ¼ not relevant, 2 ¼ somewhat relevant but
needs major revision, 3 ¼ quite relevant but needs minor revision,
4 ¼ highly relevant). The items with a rating of either 3 or 4 were
considered relevant, and a content validity index (CVI) was calcu-
lated for each of these items [39,40]. Additional comments and
suggestions were also collected. The six experts were all female
nursing professionals aged 32 to 48 years. Five of them had a
master degree. Their work experience in palliative care ranged from
6 to 20 years. The detailed characteristics of the experts are pre-
sented in Table 1.

Stage 3: focus groups

The goals of the focus groups were to review the ACP booklet
and provide user experience. The focus groups [41] included nine
healthy people who had experience in discussing ACP issues,
including one nurse, two social workers, and six senior hospice
volunteers (all females). The authors (SCW and SYF) led the focus
group sessions, which were conducted four times, lasting more
than 9 hours in total. The participants read the ACP booklet prior to
the session. The interview guides included: (1) the important
things in one's current life and future, (2) worries about health and
illness, (3) concerns and preferences about end-of-life care, (4)



Table 1
Demographic characteristics of the experts.

Case ID Age (y) Sex Education Position Years in palliative care

A 32 Female PhD Executive of Secretary of the Palliative Nursing Association 8
B 38 Female Master Head nurse 17
C 43 Female Master Head nurse 17
D 32 Female Master Nurse 6
E 48 Female Master Head nurse 20
F 37 Female Master Supervisor of nurses 15
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preparation for death and dying, and (5) their experience when
discussing ACP issues, as well as suggestions about the ACP booklet.

All the discussions were recorded and transcribed verbatim.
The data analysis consisted of content analysis [42]. The main
focus of this study was to develop the ACP booklet. Therefore, only
the results related to ACP experiences and suggestions were
selected, including important information that should be included
in the booklet, the wording of the items, and the types of ques-
tions. The viewpoints of the healthcare professionals and healthy
peoplewere integrated into the booklet. The significant ACP issues
that were identified by the focus groups are presented in this
paper.

3. Results

Five domains were identifiedwith reference to ACP. First, the life
story section; this section guides people to review the important
events during their lifetime, such as study, love, marriage, career,
achievements, and retirement. Second, the section on current
health status and health habits; this guides people to review their
health habits and whether they have any specific chronic illness, as
well as comparing the present moment with their status last year
and with their peers of the same age. Third, the section on life-
threatening conditions and suffering; this lists the common prob-
lems that may occur at the end of life and allow people rate how
difficult these situations are. The items included disabilities, func-
tional impairment, medical procedures and treatments, and
dependence on others. Fourth, the section on medical decisions
related to end-of-life care; this section lists various life-sustaining
treatments, including artificial nutrition, endotracheal intubation,
cardiopulmonary resuscitation (CPR) or DNR, dialysis, comfort care,
and palliative care. People should make decisions whether they
want these during serious illness, including when they are in a
coma, if they are suffering from dementia, or when they are at the
terminal stage of an illness. Additional information about medical
treatment is also provided. The final other item section consisted of
Table 2
Contents of the ACP booklet and CVIs.

Category Content

Life story Childhood: my aspirations/ambitions, int
Youth: my learning, love, marriage
Adulthood: my family, career, life and pro
Old age: life during retirement
Life story: the things that I want to do th
life; and the purpose and meaning of my

Current health status and health habits Specific chronic diseases, subjective evalu
Life threatening conditions and suffering Cannot walk, lie on a bed, cannot move t

having become a burden on other, no one
Medical decisions about end-of-life care Artificial nutrition, endotracheal intubatio

hospice palliative care and place of death
Various other items Surrogate decision maker regarding ACP,

the burial place and rites, and a photo an

ACP ¼ advance care planning; CVI ¼ content validity index.
issues such as surrogate decision makers and ACP, financial ar-
rangements, the funeral ceremony and religious rites, the burial
place and rites, and any memorial event. The CVIs ranged from 0.73
to 1.00. Details of the contents of these domains and CVIs are
presented in Table 2.

3.1. Feedback from a healthy population

All participants had experience of caring for terminal patients
and were willing to discuss ACP with physicians, families, and
friends. They were motivated to do this, not only for themselves,
but also for their families. “It is a good thing to prepare for death
early; you never know when it will come. This is most important
because your relatives and children might struggle and feel pain if
they do not know what you want and how to make decisions for
you when you are dying” (62 years, female, volunteer).

The participants mentioned medical and nonmedical issues
related to end-of-life care. Medical issues involved all the medical
decisions that need to be made during the end of life, such as
artificial nutrition, endotracheal intubation, and CPR and DNR.
Participants focused on the benefits, risks, and consequences of
these medical procedures. In addition, they worried about the
disability that accompanies terminal illness, such as loss of con-
sciousness, loss of control, uselessness, dependence on others, and
the inability of others to take care of them.

The nonmedical issues covered the broad aspects of life and
interpersonal relationships. These included the ways to deal with
dying and death, making arrangements for their family, commu-
nication with family and friends, money and financial problems,
and the funeral ceremony and religious rites. “At that moment, you
will review your life and try to figure out what is the meaning of
your own life; meanwhile you have to think ahead and prepare
what will happen in future” (55 years, female, volunteer).

Most of the participants mentioned that ACP decision-making
was difficult because of the uncertainty associated with terminal
medical conditions. They did not have medical knowledge related
CVI

erests, habits and best friends

udest achievements

e most; the things I am most concerned about; the things I regret in my
life

1

ation of my health status and the good and bad health habits that I have 0.92
he body, incontinence, have painful symptoms, depending on others,
takes care of me, and have financial problems

0.73

n, cardiopulmonary resuscitation (CPR), do not resuscitate (DNR),
.

0.96

financial arrangements, the funeral ceremony and related religious rites,
d memorial service

0.86



S.-C. Wang et al. / Tzu Chi Medical Journal 27 (2015) 170e174 173
to the prognosis of illnesses and did not know the pros and cons of
CPR. Moreover, doctors were unable to give them exact answers.
This led to the struggles with the issue and difficulty with
decision-making. “Sometimes it is not known what endotracheal
intubation is and what are its benefits. Maybe…maybe patients
can recover after it is removed. It depends on the doctors' judg-
ment, but they only tell you the possibility. The most difficult is
that you have to make choice on your own” (57 years, female,
social worker).

Therefore, the participants considered complete information
about CPR, artificial nutrition, endotracheal intubation, and pallia-
tive care to be necessary. They reported that it should include the
procedure, its outcomes and effects, the consequences of not
receiving the treatment, and alternative treatment options. “About
CPR, you can describe the procedures of CPR, and what are the
short-term and long-term consequences if receiving CPR; and
without CPR, what will happen, and what kinds of care medical
staff will provide. You can give the full information in this book and
let people choose” (43 years, female, nurse).

All participants expressed the feeling that, because of the
complexity and difficulty of end-of-life decisions, an ACP booklet
that can guide discussion would facilitate decision-making. They
also had many suggestions about the wording, types of questions,
and characteristics of the information to be provided. According to
them, a positive and neutral description was better, and open-
ended questions should be used that are able to guide people to
begin thinking. For example, about hydration and nutrition, “You
can use brief, gentle, and neutral descriptions, such as ‘the decline
and dying are natural, and the patient can decide when he/she
wants to eat’ instead of ‘too much hydration and nutrition would
increase patients’ burden and pain’” (55 years, female, volunteer).

4. Discussion

In this study we developed an ACP booklet and explored the
significant issues related to ACP in Taiwan. The important issues
included life story, current health status and health habits, life-
threatening conditions and suffering, medical decisions related to
end-of-life care, and various other items. It was also found that
people sought complete information about treatment procedures,
the benefits of such treatments, the cost of such treatments, and the
alternative care available if they did not want aggressive treatment
such as CPR.

Both medical and personal issues needed to be addressed in an
ACP discussion, the most important ones being the medical con-
dition of the individual and his/her prognosis. Participants indi-
cated that they would like to know their condition, whether they
were dying, the medical procedures available, and the benefits and
costs of these procedures. Relevant important medical decisions
included artificial nutrition, endotracheal intubation, CPR, and
DNR. People have to decide if CPR and endotracheal intubation
should be used when they are dying. Artificial nutrition involves
concepts related to food and nutrition. In Taiwan, many people
believe that patients need enough nutrition to fight the illness and
worry that insufficient nutrition may lead to an earlier death [43].
In addition, another important medical decision is the need for
patients to decide whether they should receive palliative care or
aggressive treatment.

Thus, complete information should be given, including the
benefits and consequences of any special treatment, as well as
alternative care options. For example, the pros and cons of CPR
should be explained, as well as the benefits and consequences of
DNR, or if patients do not receive CPR prior to dying, then what
other treatment and care, such as palliative and comfort care, could
be provided to them. Additionally, if too much artificial hydration
and nutrition might increase the burden of the patient [44], then
the alternatives about what physicians and families can do for such
a patient should be presented in the booklet.

In addition to medical decisions, there are still many personal
and interpersonal issues that arise at the end of life. People facing
death have to think about issues such as which person can take care
of them and be a surrogate decisionmaker, the place where end-of-
life care is to be provided, the funeral ceremony, the burial place,
and the rites to be used. Additionally, interpersonal issues also need
to be considered. People might wish to arrange for relatives or
others to take care of their children or parents and deal with the
financial issues and inheritance, as well as review their lives and
express love, apology, thanks, and goodbye [45].

People's preferences, values, and beliefs, which are shaped by
culture, may influence any ACP discussion. This involves the con-
cepts of a good death and the preparations for dying [46]. For
example, there is a stereotype against DNRdthat it means giving
up [31], there are myths about nutrition and hydration being
related to the progress of the illness [43], and there is a tendency to
prefer to die at home [47]. There are no correct or wrong choices,
but they need to be based on the patient and family preferences,
their wishes, and their life context. People can think about the ACP
issues and prepare for death in advance in order to achieve a good
life and a good death, which, in Taiwanese culture, mean a satis-
factory, integrated, and full life without regret.

Most participants in the focus groups mentioned the difficulties
of having ACP discussions with healthy people in the community,
especially because of the taboo related to death and uncertainty of
medical situations. The structure of this booklet could help to guide
the discussions from nonthreatening topics to the end-of-life is-
sues. Life story and health habits should lead users to think about
their health status, and the values and beliefs that make up their
lives. Subsequently, the information about the critical medical
problems should lead them to think about the way they would like
to leave the world, based on their preferences and wishes. In
addition, the types and characteristics of the provided information
play an important role in any ACP discussion. Open-ended ques-
tions are able to guide the discussion and help the users to explore
their preferences and values about end-of-life care or life-
sustaining treatment [34]; this seems to be preferable to
questionnaire-based items.

Thus, approaches to discussing ACP are an important issue
when promoting the concept of ACP. First, with reference to
interpersonal relationships, people usually like to discuss these
issues with someone they are familiar with. Second, it is impor-
tant to focus on the preferences and values related to end-of-life
care and a good death rather than on specific dying situations.
There are too many complications and treatment decisions that
are to be made at the end of life, and people may not have the
relevant knowledge and information. Therefore, it is impractical
to ask people to consider all the potential conditions related to
terminal illness. Furthermore, the preferences and values of in-
dividuals are most important when determining what type of
end-of-life care they want and how they wish to spend the last
period of their life [34]. Third, it is important to ensure that
continuous discussion takes place. Preferences and decisions
about ACP might change based on the experience of the patient
and significance of others' opinions. Therefore, further discussions
with families and proxies, and a continuous revision of the ACP are
necessary.

It is necessary in the future to determine the effectiveness of the
booklet. Further studies should test whether this educational ma-
terial improves the rate of advance directives completion. The
booklet will also help to develop discussion guidelines for ACP in
the context of Taiwanese culture.
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