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Abstract: The first Patient Right to Autonomy Act enacted in Asia in 2019 has enabled every Tai-
wanese citizen to plan for his/her end-of-life (EOL) in case of incompetency. Advance care planning
(ACP) has been highly promoted for individuals with terminal, life-threatening illnesses, particularly
in the mainstream society, and efforts have been made by the Taiwanese government to train health
care providers in order to optimize patients’ quality of dying. However, such advanced decisions and
discussions regarding life-sustaining treatment and EOL care remain scarce among older ethnically
minority patients. A multiple-case study employing a mixed-method (n = 9) was undertaken to
explore indigenous patients’ ACP perceptions. Both quantitative and qualitative information was ob-
tained from indigenous patients, a minority group whose socio-economic and educational status are
different from the general Taiwanese population. An initiative was made to describe ACP behavioral
awareness, intention, and readiness of older terminal patients from four tribes with seven late-stage
cancers in remote, mountainous areas of eastern Taiwan. Our findings showed that according to
the Transtheoretical Model, terminal indigenous patients’ ACP readiness was at a precontemplation
stage. Their lack of fundamental ACP awareness, insufficient healthcare resources, life-sustaining
value in a Christian faith context, and the prevalent health disparity in the remote communities have
negatively affected indigenous patients’ intention to participate in ACP. We provide suggestions to
further promote ACP in this group and suggest that health information should be tailored at various
readiness stages in order to overcome barriers and decrease ACP literacy discrepancies. This study
calls attention to an understudied area of ACP behaviors, an overlooked need in EOL care for older
cancer patients of unique cultural backgrounds, and the imperativeness to ensure cultural minority
group’s EOL care is consistent with patients’ preferences.

Keywords: advance care planning; behavioral readiness; indigenous patients; late-stage cancers; Taiwan

1. Introduction

In the past two decades, governmental and societal efforts were made in Taiwan
to promote advance care planning (ACP), the communication process documented to
ultimately assure patient autonomy and protect human dignity, and the first Asian Patient
Right to Autonomy Act [1] enacted in 2019 has enabled every Taiwanese citizen to plan for
his/her end-of-life (EOL) in case of incompetency. Health care providers are particularly
trained to provide patient autonomy counseling regarding life-sustaining treatment and
EOL care to those of limited life expectancy [2]. Advanced treatment and care decision-
making has proven to effectively assist terminal patients to increase a sense of self-control,
alleviate sufferings, and facilitate peaceful deaths which are particularly consistent with
older patients’ desires [3,4]. Previous Taiwanese studies among community-residing older
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patients show that not only financial burdens but also psychological encumbrances related
to difficult decision-making could be minimized by communicating EOL preferences with
loved ones [5–7]. However, although ACP has been particularly encouraged for older
patients with terminal and life-threatening illness [8,9], research published relevant to older
Taiwanese patients’ EOL decision-making were mostly related to advance directives (ADs)
completions and life-support utilization [10–12]. Existing literature has been based almost
entirely on the mainstream Taiwanese group (Han tribe) members under 65-years-old
in urban settings [13]. In addition, discussions and documentations of life-sustaining
treatment and artificial nutrition and hydration remained scarce among older minority
patients with life-threatening illnesses in Taiwan [14].

Accounting only for 2.3% of the overall population, there are approximately 530,000
Taiwanese citizens belonging to 16 indigenous tribes [15]. The majority of Taiwanese indige-
nous peoples dwell away from metropolitan cities. More than half of these groups reside
in rural townships or remote mountain areas whereas a large portion of older women live
in isolated difficult-to-reach communities, [15]. A health disparity exists in that, over the
past 30 years, indigenous people had a nearly 70% higher mortality rate than the rest of the
general Taiwanese population [16]. After adjusting for age and gender, indigenous people’s
cancer prevalence has annually increased to approximately 20% [15]. Previous national
studies showed evident disparities among Taiwanese indigenous residents in mountain-
ous communities who were socio-economically disadvantaged with compromised health
access [17]. Compared with the Taiwanese in mainstream society, indigenous peoples were
noticeably highly vulnerable to multiple social welfare problems associated with poverty,
substance abuse, alcoholism, low literacy, and low life expectancy [18–20].

In remote areas of Taiwan, itinerant clinic hours are regularly provided to serve
villages with population under 1000–2000 within 10 miles, such as rural areas of Taitung
and Hualian provinces. Local oncologists in indigenous peoples aggregations are normally
referred by itinerant physicians so that oncology patients may receive standard cancer care
under the national health insurance. It is extremely unlikely that indigenous patients with a
terminal illness condition of late-stage cancer have not utilized any health service in Taiwan,
unless they have never yet been diagnosed with cancer. Such health access to itinerant
services, however, is incomparable to the abundant options of cancer care in the mainstream
society, and huge rural–urban gaps evidently exist regarding the quality of health access
and resources. In addition, common inequity issues are mostly complicated by limited
transportation in rural or remote areas—certain types of (self-paid) medicines, availability
of surgical procedures, counselling services, and facilities to provide palliative care often
fall short in remote areas. The recently enacted ACP is still not a well-received concept
among the general public and generally discussed in teaching hospitals of metropolitan
cities; even in large suburban hospitals, ACP is not proactively discussed with terminal
patients by health care providers; not to mention the average ACP uptake is low among
ethnic minority groups, mainly due to patients’ unawareness and language barriers [5]. If
ACP was to be discussed and implemented, indigenous patients with terminal illnesses
could be equipped with the knowledge necessary to make their own EOL decisions. In
rural or remote areas of Taiwan, ACP discussions and the following execution of EOL
preferences in the advance directives still require further assistance from the health care
system [18].

Research showed that unawareness of palliative care and ACP related concepts has
led to relatively greater helpless and less EOL decision-making participation in minority
patients, compared to their counterparts in the mainstream society [21–23]. Indigenous
patients with late-stage cancer would anticipate encountering ACP inequality issues when
health care providers attempt to deliver relatively complex health information without us-
ing indigenous languages. According to the original Transtheoretical Model (TTM) [24,25],
individuals move through various stages of behavioral change: precontemplation, con-
templation, preparation, action, maintenance. In the TTM, awareness and intention serve
as precursors of actual behavioral changes, and precontemplators, who have the lowest
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behavioral readiness, usually do not intend to take action in the foreseeable future (defined
as within the next 6 months); they are often unaware of their problematic behavior which
produces negative consequences. Consciousness raising, increasing awareness about the
healthy behavior, is believed to be the most important and effective strategy to facilitate
precontemplators transiting to the next stage of change, contemplators. In our case, the
TTM may provide theoretical guidance to assess and increase older indigenous patients’
behavioral readiness for ACP.

To our knowledge, no prior study has assessed Taiwanese indigenous patients’ ACP,
in particular their awareness, intention, and behavioral readiness to participate in EOL
decisions [24,25]. Due to the scarce literature on the subject [26,27], the way in which ACP
is currently perceived and delivered to indigenous patients by their health care providers
in remote communities is still unknown. An exploratory multiple-case study design [28,29]
was chosen to increase the credibility and validity of research findings by combining both
qualitative and quantitative methods [30]. A community initiative was made to understand
ACP among underserved, indigenous patients in remote, mountainous areas of eastern
Taiwan. Conducted from January to September 2017, this mixed-method study was by
far the first multi-case study [31,32] that depicted ethnic minority patients’ complex ACP
decision-making behavior.

2. Materials and Methods
2.1. A Case Study Approach

A case study approach, the exploration of several distinct cases, is usually designed
to gain a more in-depth insight into the complex and broad phenomenon among difficult-
to-reach cases [33]. To depict ACP decision-making from a group of ethnically diverse
patients in remote areas of eastern Taiwan, our study incorporated more than one type
of data [28]. While recognizing various realities in the natural setting, several similar
cases were viewed as one entity so that assertions might be sought which were common
to the whole [33,34]. This multiple-case approach allowed the research team to answer
important study questions regarding the existing end-of-life phenomenon in minority
cases from a collective viewpoint: Are older, indigenous patients with late-stage cancers
in remote areas aware of the ACP option, a national emphasis of health promotion? How
behaviorally ready are these terminal patients to contemplate and execute their own ADs as
a health means? Do they intend to communicate with their loved ones about life-sustaining
treatment and EOL care decisions? Are there other factors that influence older indigenous
patients’ ACP readiness?

In this multiple-case study, attention was brought towards terminal minority group’s
perceptions of awareness and their intention, especially in relation to the various stages
of behavioral readiness for ACP within the Taiwanese mainstream care context. With this
in mind, older indigenous participants with late-stage cancers were approached by local
research members. Careful attention was paid to cases’ demographic characteristics, such
as age, gender, cancer diagnosis, socio-economic and education status, and religious beliefs
that previously were shown to be influential in ACP research. When addressing the holistic
nature of EOL cancer care [29], a multi-case research approach is particularly beneficial for
an unexplored phenomenon in the underserved minority group [28].

2.2. Subject Recruiment

Our cases were referred by local oncologists from three indigenous clinics of a com-
munity teaching hospital in eastern Taiwan. Potential participants were limited to self-
identified indigenous patients belonging to one of the sixteen Taiwanese aboriginal tribes
who resided in difficult-to-reach, remote or inaccessible rural villages (population <2000
within 10 miles) [35] of Taitung Province and Hualian Province. The following inclusion
criteria for subjects were made clear to the recruiting staff in participating oncology clinics:
(1) patients must be aged 70 years or older; (2) diagnosed with at least one Stage III &
IV cancer (metastasis to the lymph nodes or other body parts); (3) able to communicate
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in Mandarin or Taiwanese concerning their current medical conditions and future EOL
preferences; (4) legally competent for making decisions regarding life-support and ACP;
and (5) resident in the sampled aboriginal aggregations in eastern Taiwan for at least three
years to ensure that they were familiar with unique cultural and health needs and issues
related to health access in their own neighborhoods.

In a multi-case study design, the research quality lies in obtaining a representative
sample. Within the eight months of data collection, 18 potential indigenous patients agreed
to participate in this study and none of these potential community residents reported
being offended by the research topic. However, nine among them were excluded due to
their unavailability to participate in the subsequent in-depth interviews. The drop-out
reasons included: deterioration of physical conditions (n = 3), lack of transportation to
the interview site (n = 2), uncertain information regarding cancer stage (n = 1), moderate
to severe language barriers to discuss ACP (n = 2), and unreachability (possible death)
(n = 1). Our final sample involved nine older indigenous patients from five tribes who were
diagnosed with seven types of late-stage cancers with a variant range of socio-demographic
and clinical characteristics (Table 1). Specific attention was paid to the influence of gender,
yet no evident patterns or noticeable gender difference was found in our final sample.

2.3. Data Collection and Data Analysis

Both quantitative and qualitative research methods employed in our multi-case study
were based on the constructs of Prochaska’s Transtheoretical Model (TTM) [24,25] for the
purpose of exploring minority cases’ behavioral readiness for ACP. In multiple-case studies,
data are usually collected from several sources for each individual case [34], and in this
present study three types of data were incorporated, including: cancer related information
in medical charts, nurse-led semi-structured interviews, and a self-report questionnaire.

A self-administered questionnaire [5,36] was used in which survey questions were
derived from previous research among older Chinese ethnic groups with chronic illnesses
in the community settings. The questionnaire was originally developed based on the TTM
stipulations and literature results of cancer patients’ perspectives regarding their prepared-
ness for EOL care [37,38] to assess an individual’s awareness, intention to change, and
behavioral readiness for ACP. Comprised of a series of demographical questions, a measure
of behavioral readiness, and a 7-item algorithm of stage of change [39,40], this tool has
been modified under the Taiwanese legal and medical context [5]. To date, more than 1400
Taiwanese patients from different clinical settings have used this readiness measure and the
ACP algorithm. Older patients using traditional Chinese have reported good clarity and
ease of use. In a previous correlational study among community-residing older Taiwanese
with chronic illnesses (n = 52), subjects were able to complete the whole questionnaire
within 15 min and the algorithm served well in distinguishing older patients’ readiness
in one of the six stages for their ACP engagement. Good cross-cultural internal consis-
tency was reported among older Taiwanese in northern Taiwan (Cronbach’s alpha = 0.92, p
<0.01), slightly higher than it was in the original Chinese immigrant population (Cronbach’s
alpha = 0.86, p < 0.01) [5]. No criterion validity was available.

In this study, considering the limited stamina of terminal patients, only demographic
questions and questions in the domains of awareness/knowledge, intention, and behavioral
engagement were given. All cases were categorized, based on the algorithm, as ACP
precontemplators. Their actual responses to survey questions are shown in Tables 2 and 3,
a typical way to present quantitative results in a multiple-case study (n = 9). All survey
data that depicted cases’ understanding, willingness or intention to change, and readiness
for ACP were managed by SPSS Statistics, Version 19.0 for Macs (IBM Corp, Armonk,
NY, USA), and descriptive statistics were used for cases’ rationales behind their ACP
decision-making.
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Table 1. Demographical characteristics of the older indigenous sample (n = 9).

Characteristics Ratio

Age
(Mean = 75.11 ± 3.86) 70–74 years old 6/9

75–79 years old 2/9
80–84 years old 1/9

Tribes
Payuan 2/9

Amis/Pangcah 3/9
Atayal 1/9

Puyuma 2/9
Bunun 1/9

Gender
Male 6/9

Female 3/9

Origins of malignant
neoplasm

Liver (Hepatoma) T4N1M1 2/9
Hypopharynx T4aN3M0 1/9

Stomach T4bN3aM0 & T4bN3bM1 2/9
Lung T4N2M1b 1/9

Colon/Rectum T4aN2aM1 1/9
Ampulla of water T3bN2M1recurrent 1/9

Duodenum T4N0M1 1/9

Primary Caregiver
No one (Self-cared) 6/9
Family caregiver(s) 2/9

Friend caretaker 1/9

Marital status
Married/partnered 4/9

Widowed 5/9
Divorced/separated 0

Highest education
Uneducated 2/9

Some with no diploma 3/9
Elementary school 4/9

Employment
No job 6/9

Part-time 1/9
Housewife 1/9

(Tenant) Farmer 1/9

Personal income per month
($1NTD = $0.3USD)

No income at all 2/9
<15,000 NTD (<$500 USD) 5/9

15,000~33,000 NTD ($500–$1100 USD) 2/9

Raised beliefs
No tribal influence 2/9

Mother’s tribal spirit 1/9
Father’s tribal spirit 2/9

Catholic/Christianity 4/9

Current beliefs
Atheist 0/9

No religious preference 2/9
Buddhist 2/9

Taoist/Taiwanese 1/9
Catholic/Protestant 4/9
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Table 2. Advance care planning awareness of the sample (n = 9).

Questions n %

1. BEFORE TODAY, have you ever heard this term “life-sustaining
treatment?”

- Never 8 88.89
- Yes, I have (“from an oncology nurse”). 1 11.11
2 How much do you think you understand what “life-sustaining

treatment” is?

- Not at all 8 88.89
- A little bit (“I only heard the term, nothing more.”) 1 11.11
3 Before today, have you ever heard this term “Advance directives

(ADs)? ”

- No. Never. 9 100
4 Before today, have you ever heard this term, “Durable Power of

Attorneys for Health Care (DPOAs)?”

- No. Never. 9 100
5 How much do you think you understand the legal documents of

“advance directives” and “durable power of attorneys for health
care?”

- Not at all 9 100
6 Before today, have you ever heard this term, “Advance Care

Planning (ACP)?”

- No. Never. 8 88.89
- A little bit (“Something about planning death in advance, maybe?”) 1 11.11
7 How much do you think you understand the concept of ACP in

Taiwan?

- Not at all (“I just learned from you that this planning is related to
treatment and care before I die.”) 9 100

A 20- to 30-min face-to-face interview, based on a semi-structured guide [37,38],
was scheduled at each older indigenous patient’s convenience to clarify, augment, and
corroborate his/her survey responses. The interview guide was specifically informed
by relevant experience in interviewing ethnic minority patients with cultural and EOL
sensitivities towards ACP awareness and life-support options [5,34,39–41]. It was devel-
oped from available literature on behavioral readiness and previous studies in relation
to Taiwanese indigenous patients’ literacy to ensure relevance to health behaviors of this
cultural group [7,14,42–44]. The final semi-structured guide was assessed by a group of
ACP content experts, including: a cancer nurse specialist of an indigenous background,
a local hospice administrator, two nursing professors with palliative care expertise and
cultural experience serving in the indigenous areas, and a clinical psychologist specialized
in indigenous people’s EOL counseling.

The in-depth interviews were undertaken by the primary investigator mostly in the
conference room in the oncology ward after clinic visits. It was first piloted to interview
a healthy indigenous individual with chronic illnesses and an older indigenous patient
with a late-stage breast cancer; minor modifications were made after the pilot interviews.
During the interviews, our interviewers focused on clarifying interviewees’ survey answers
and further explored three major topics: indigenous patients’ ACP awareness, intention to
change, and behavioral readiness—their ACP engagement. Our cases were encouraged to
provide socio-cultural, knowledge, spiritual, and demographic factors that they believed
essential to influence their self-understanding of relevant ACP terminologies, the plan to
learn more about ACP in the future, perceived norms from significant others, if any, to
legally execute ACP documents, and possible engagement in ACP discussions.
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Table 3. ACP Behavioral Engagement of Older Indigenous Patients with Late-stage Cancers in Taiwan (n = 9).

Survey Questions Precontemplation
(Non-Believer) Precontemplation (Believer)

1. Are you ready to plan for your future
life-sustaining treatment and possible
care at your death bed?

No, I don’t need to plan (0%).

- I don’t know if I should plan (n = 4; 44.44%)

- I am ready to plan, but I don’t know when
(n = 4; 44.44%)

- I am ready to plan for my treatment and care
within 6 months (n = 0%)

- Yes, I am willing to plan but probably later
(after 6 months) (n = 1; 11.11%)

2. Do you want to know more about
“Advance care planning (ACP)?”

No, I don’t need to know
more (n = 1; 11.11%).

- Maybe. I am not sure, since I just heard about
ACP today (n = 4; 44.44%)

- I want to know more about ACP, but I don’t
know when to start (n = 3; 33.33%)

- Yes, I want to know more about ACP, but NOT
now (after 6 months) (0%)

- Yes, I want to know more about ACP, soon
within 6 months (1 = 1; 11.11%)

3. Do you think it is necessary now to
plan for your future life-sustaining
treatment and possible care at your death
bed?

No, no need. (0%)

- Yes, it is of course necessary to discuss this
now (n = 4; 44.44%)

- Maybe, I don’t know if it is necessary to do so
now (n = 5; 55.55%)

4. Have you signed ANY advance directive (ADs) or appointed any
durable power of attorneys for health care (DPOAs)?

- No (n = 9; 100%)

5. If you have not signed an advance directive, are you ABLE to sign one
today?

- Yes, I can complete one right now. (n = 4;
44.44%)

- I don’t know. I need to know more first. (n = 3;
33.33%)

- No, I cannot (n = 2; 22.22%) (I do not want to
commit to anything)

6. Do you need to get someone’s approval before signing a document about
your future treatment and possible care at your end-of-life?

- Yes, I need to be approved (0%)

- Maybe, I am not sure. I have not thought about
this before (n = 3, 33.33%).

- No, I don’t need approvals from others (n = 6,
66.66%)

7. Do you prefer to discuss with others before signing a document about
your future treatment and possible care at the end-of-life?

- Yes, I’d like to discuss (with my daughter)
(n = 1; 11.11%)

- No, I have no one to discuss with (n = 3;
33.33%)

- I don’t know if I need to discuss with anyone
(n = 2; 22.22%)

- No, I don’t need to discuss with anyone (n = 3;
33.33%)

All interviews were digitally recorded, transcribed verbatim, and independently coded
in ATLAS.ti 5.0 Software (Scientific Software Development GmbH, Berlin, Germany) by
two palliative care nurse reviewers [45,46]. A traditional thematic method was employed
for qualitative data content analysis [38,47]. First, two coders individually categorized the
data and created initial codes according to the semi-structured guide; data were reduced
into visual displays of repeated words, patterns, clusters of phrases to indicate participants’
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awareness, intention, and readiness to answer to our research questions. After the first
two case interviews, code analysts met to compare their codes and discuss the direction of
further analysis; the interview guide was again slightly modified according to two coders’
consensus. This deductive, iterative cycle [48] was to ensure congruence between the
two coders regarding the study aims, data collection and analysis, until data saturation
occurred. After interviewing nine cases, data saturation was determined while no new
codes emerged, and the emerged codes were grouped to form a higher level of themes
aligned with the Transtheoretical Model. We were confident that the final sample size of
nine cases was sufficient to meet the purpose of multiple case exploration [29].

When findings were finalized for interpretations, the interdisciplinary team who
helped to develop the questionnaire and the interview guide confirmed the study aims
with respect to our interpretations of the data by re-examining the survey responses,
transcripts, the list of emerged codes, and the overarching themes of TTM constructs: ACP
awareness, intention, and readiness [49]. This process of systematically double-checking
codes and creating a research decision trail would establish rigor and greatly enhance the
credibility of our mixed-method data [48,50]. Reported in the following results section are
a combination of quantitative descriptions and qualitative themes about terminal patients’
perceptions of behavioral awareness, intention, and readiness for ACP, under the theoretical
guidance of the Transtheoretical Model.

2.4. Study Ethics

Our study was conducted from January to September 2017, after being approved
by the Human Research Ethics Committee (#15MMHIS107) of the participating teaching
hospitals and under rigorous supervision of the National Council of Indigenous Peoples in
Taiwan. The final sample of older, community-dwelling indigenous patients with late-stage
cancers, including their family caregivers in the data collection site, were provided with
written documents and verbal explanations about the purpose, procedures, and contact
information of this study. Since the risks for participating in this study were no greater than
no participation, study subjects were assured that all survey and interview data, accessible
only by the research team for five years, would remain confidential in all subsequent
presentations and/or publications. In addition, cases’ survey and interview response were
separated from their medical charts in the oncology clinic/hospital database. This nature
of anonymous and voluntary participation was clearly explained before obtaining minority
patients’ written informed consents.

3. Results
3.1. Study Participants

Despite specific efforts during study recruitment to obtain a diverse sample, older
indigenous patients seemed to be homogenous in their age, gender, personal income,
levels of education, and religious beliefs. The final sample was comprised of nine older
(75.11 ± 3.85 years) patients (n = 9) from five diverse tribes with a variety of late-stage
cancers (Table 1).

3.2. Awareness of Advance Care Planning

Our results indicated that despite all older indigenous patients being comfortable with
discussing their own EOL, they never had the chance to do so before participating in this
study. All patients were predominantly unaware of concepts related to ACP (Table 2), and
none of the cases, nor their family caregivers, had prior experience making life-sustaining
treatment (LST) decisions themselves. Older patients generally responded, “These things
never come up to me!”; “No one in the hospital told me about (ACP); they probably discussed
with my daughter”. Only one subject (74-year-old housewife with a diagnosis of stage III
stomach cancer) who had an elementary school diploma was exposed to the term, but her
understanding about the various LST options was very limited. “I only heard about the term
from a (oncology) nurse; I don’t know much about it!”
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The general understanding of LST was superficial, but cardiopulmonary resuscitations
(CPR) and incubations (“tube-insertion”) for mechanical ventilators were allegedly the
most recognized LST options cases often heard of from public media, not health care
providers. Those more aware (n = 4, 44%) shared, “I have heard about CPR, and (to be) hooked
into the machine. They are things to keep the dying alive”.

All patients with late-stage cancers initially had difficulties comprehending the pur-
pose, types, or options of LST. During the study, our indigenous cases, mostly Christians,
had concerns about prolonging life at the EOL. LST was regarded as “a new and compli-
cated idea that is, nonetheless, against nature,” and initiating LST brazenly challenges God’s
authority to predetermine the length of life. It was unsurprising that ACP was foreign to
our indigenous cases with late-stage cancers. Executing advance directives (ADs), Durable
Power of Attorneys (DOPAs) or initiating ACP were complicated ideas, and our patients
showed relative impatience while learning these concepts.

Before participating in the study, none of the cases had heard about do-not-resuscitate
(DNR) orders or ADs, and all (100%) were unable to discern financial wills from AD docu-
ments, such as living wills, and durable power of attorneys for health care (DOPAs). Only
one 76-year-old male subject recalled that he might have heard “something about planning
for your own death in advance” during his hospitalization from his physician. However, this
patient’s understanding was incorrect: “This planning is for my farewell ceremony . . . NO! I
do not know ACP is about my own treatment or care on my death bed”.

3.3. Advance Care Planning Behavioral Intention and Readiness for EOL Communication

According to the TTM, the entire group of older indigenous subjects was at a fairly
low readiness stage for ACP behavioral change—due to little ACP awareness and no
prior experience of ADs/DOPAs completion or any discussions related to LST or EOL
care with physicians or significant others. The closest ACP conversations would be, self-
proclaimed statements, casually mentioned to family and friends, to avoid futile treatment
(“Don’t resuscitate me if I am hopeless!”). Such LST value revelations or declarations were
frequently triggered by TV scenes or friends’ deaths. Our cases were collectively classified
as precontemplator-believers (100%) [5] (Table 3) and benefits of “planning in advance”
were commonly recognized, “planning ahead is always good, especially for important matters
related to life and death”.

However, despite the majority (n = 66.66%) expressing a desire for dignified deaths,
lack of intention to initiate ACP was observed. After ACP was explained in the interviews,
only 44% of the sample (n = 4), the more educated who had no family caregivers, were able
to complete own ADs, “I can surely write this down. I want no pain and no sufferings (at the
end)”. For the rest of the lower educated indigenous patients, over and above unawareness,
their ACP readiness remained low when first exposed to ACP. They were perplexed as to
why advanced communication leaded to better EOL outcomes. “I need time to process this
idea . . . telling others about my wish . . . would it make (my dying) any difference?”; “No need
to talk. I will die when the time comes”. In addition, indigenous Christians believed that the
timing of death was predestined and in God’s hands, and life, as a gift from God, should
not be planned.

While EOL communication within the family had low priority in addition to insuf-
ficient ACP literacy, the majority of indigenous patients trusted that their physicians as
medical experts would execute their professional responsibilities at their EOL. Two termi-
nal patients (22.22%) even expressed that they passively waited for their physicians to use
all possible modern technology to ultimately prolong their lives. “They (doctors) surely will
do their best (to prolong my life); oh yes, as long as possible”. “No need for me to plan too much. It
doesn’t matter whether we discuss with families or not”.

Before participating in this study, being entitled to make autonomous decisions was
not paramount to our subjects. After learning about the goal of ACP, as a value exchanging
process with loved ones to express EOL preferences, indigenous patients with late-stage
cancers agreed that it would be worthwhile to re-evaluate life-prolonging process and
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communicate with others in advance, “I want to tell them I have lived long enough. Don’t try
too hard (to save me)”. During the interview, patients gradually realized that ACP was to
preserve patient autonomy under the circumstances to forgo futile, aggressive treatment
for a dignified, peaceful death (n = 9, 100%). “Maybe telling them what I want...I wanna die
with peace. I can go see God now. Death is not terrible and life goes back to its natural cycle!”
While the majority had no caregivers, terminal indigenous patients had little normative
pressure from significant others; they either required no approvals or had no one to discuss
with (n = 8, 88.88%).

4. Discussion
4.1. Disparity Factors Influence Advance Care Planning Awareness in Ethnically and
Geographically Minority Patients

Health disparities in quality EOL care exist across all racial and ethnic minority
groups [34]. Our subjects’ socio-demographic characteristics fit into the typical profile of
a disadvantaged group: ethnically minority patients who reside in underserved, remote
areas are predominantly self-cared, spouseless, unemployed, and low-educated with
little income (Table 1). In Euro-American countries, ACP uptake ranges from as high as
60%, mostly among white and well-educated patients, to as low as under 5% in minority
cases [9]. The lack of relevant ACP knowledge has been documented as the major barrier
in underserved populations [51,52], and in this present study, the general unawareness of
our indigenous cases explains their extremely low to zero ACP uptake [13], little intention
of behavioral change, and low readiness to engage in ACP.

We also found that our older patients with life-threatening illnesses never used any
local hospice service nor received appropriate palliative care in remote community settings.
After analyses conducted within cases and across cases, we conclude that our participants’
minimal experience with health care systems, little exposure to care resources, and limited
access to mainstream information have jointly contributed to uninformed EOL options,
including options available at the EOL [51]. With such disparities, it becomes difficult for
treatment and care conversations to occur naturally between these inexperienced patients
and their significant others.

It is worth mentioning that the issue of distrust of the health care system common in
other minority patients [53] does not seem to be prevalent among our older indigenous
participants; they expressed a fairly high level of confidence and satisfaction regarding their
physicians’ treatment capability and nurses’ care quality under Taiwan’s comprehensive
national health insurance. This fundamental trust of health care professionals and systems
could be strategically utilized in promoting ACP. In addition, nurses in oncology wards
may be a good source for providing relevant ACP information. However, health care
professionals caring for minority cancer patients in underserved areas require extra support
and additional resources allocated to create opportunities to initiate meaningful LST and
EOL care discussions [54].

Unawareness (never heard about ACP) was the major ACP inhibitor among patients
with cancer, and various types of ACP knowledge deficits could be characterized as: limited
functional literacy (understanding of EOL language), lack of interactive literacy (opportu-
nities for meaningful EOL discussion with providers and families), and insufficient critical
literacy (uncertainty about future care) [9]. Spelten and colleagues suggest strategies for dis-
parities and shared decision-making being incorporated in a tailored approach to improve
ACP uptakes. After fully exploring our minority patients’ ACP awareness, participants
exhibited no critical literacy but severe deficits of functional and interactive types of ACP
literacy. Therefore, during our qualitative interviews, an introductory 20–30 min ACP
session was offered by the interviewer with hopes of increasing subjects’ understanding.
Information was provided concerning the purpose of engaging with ACP, explanations
of relevant terminologies, and know-how concerning legal documents, such as ADs and
DOPAs, and directions to nearby ACP clinics, etc.

Unfortunately, our pilot educational endeavors did not seem to promptly increase
participants’ ACP knowledge about LST, ADs, and ACP. Merely being aware of ACP as a
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health promotion means only slightly motivates some patients to contemplate a dignified
death. Although the idea of implementing patient autonomy is well-accepted by most
patients without caregivers, this endorsement is not sufficient for patients to increase their
intention to immediately engage in EOL communication. In other words, participants’
newly obtained ACP functional literacy [5] does not promptly facilitate intentions to initiate
ACP, and, without interactive literacy, it is difficult for minority patients with little ACP
knowledge to legally execute ADs or DOPAs.

What we learned from unaware minority patients’ ACP uptake was that a brief ACP
introduction within 30 min, including explanations of definitions and/or terminologies
with relevant pamphlets, remains insufficient to elevate readiness. What need be strate-
gically incorporated into educational interventions are real-life LST scenarios so that the
dying and their caregivers may take time to ponder and exchange life values. Ongoing
counseling offered by health care providers during oncology or palliative care clinic visits
may be essential to effectively overcome individual knowledge deficiencies to realize ACP
as an imperative option at the EOL, particularly increasing minority patients’ willingness
to initiate and maintain EOL discussions with significant others, if any. Transitioning
precontemplator-believers to contemplators also requires culturally appropriate assistance.
Continuous efforts from local health care providers who are cultural insiders that gradually
break minority patients’ multiple barriers to learning information, accessing resources, and
implementing ACP decision-making will be key to achieve ultimate EOL outcomes. In
addition, although our older indigenous patients are mostly self-cared for and affected little
by the opinions of their significant others, their ACP would remain indefinite if intervention
strategies target only the knowledge domain at the individual level without considering
other normative beliefs, such as unique cultural and religious influences in each tribe. For
example, palliative care and advanced plans for dying at home have been highly accepted
by the Dawu tribe on Orchid Island for their cultural need to bury the deceased within
24 h [55].

4.2. Christian Religiosity and Advance Care Planning Autonomy

While indigenous people’s tribal traditions have very little influence on our subjects’
spirituality, the majority of our sample, identifying parents’ religious beliefs, claimed
themselves to be “fairly religious” Catholics or Protestant Christians (n = 4, 55.55%). This
inclination is consistent with an early cohort report that approximately 70% indigenous
Taiwanese profess Christian faith [44]. Although the influence of religions and spirituality
on ACP has not been consistently discussed [56], among various ethnic patients who have
advanced cancers, high levels of religiosity are found to associate with low ACP uptakes;
religious patients tend to use aggressive treatment and have more deaths in the intensive
care unit (ICU) [57]. Literature also suggests that the more religious the oncology patients
are, the more likely they are to prefer life-prolonging care and rarely appoint DOPAs [58].
This may be because religious patients usually have hopes for miracles, trust in God’s will,
and believe in fatalism, leading to a passive wish for family members, physicians, God,
or other people to make EOL decisions on their behalf [34]. We observe this similarly in
minority patients in that the more religious they self-report as, the more likely they tend to
be to forgo LST and allow nature or God to take its course.

In our small sample, Christian identity and religiosity seem to serve as a barrier for
older indigenous patients to contemplate LST and engage in ACP. Only one participant
who happens to have no religious preference expressed the desire to initiate ACP within
6 months (11.11%); in addition to a prevalent fatalistic attitude toward their cancer dis-
ease [59], God’s sovereignty is overt among the indigenous Christians (n = 4, 44.44%). This
religious conviction is also prevailing among Chinese-American Christian immigrants [40],
that God’s plan takes priority over human autonomy and potentially leads to ACP procras-
tinations [41]. However, since a pursuit of peaceful, dignified deaths holds true universally,
the desire, “to leave the world well”, may be strategized in ACP counseling so that older
minority patients with late-cancers may further contemplate their own quality of dying.
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The evidence thereafter is that one participant explicates his goal of ACP as “speaking my
final wishes out loud to prevent miserable deaths”. Our triangulation findings highlight the
significance of religiosity, fatalistic beliefs, and life-support values in ACP decision-making.

In addition, in our findings the preference of patient autonomy in EOL decision-
making is prominent, which is different from the Taiwanese mainstream culture. The
shared decision approach favored by most older Taiwanese that LST consensus is reached
among family caregivers [5,60] is surprisingly not endorsed by our older indigenous cancer
survivors. We believe that this individualistic inclination, that EOL decisions ought to
be made by terminal patients themselves irrespective of significant others’ influence, is
related to our minority subjects’ unique family-less status and possibly to the basis of their
religiosity, which varies from the folklore Taoism and traditional Buddhism popular in
Taiwan [40,61]. Further investigation into incongruent decision-making discrepancies at
EOL is imperative among diverse Taiwanese to better support patient autonomy in various
populations. Common strategies in most Asian cultures that EOL discussions be facilitated
within the family context [10,62] may not appeal to certain ethnically minority patients
who highly value independence and/or are without EOL caregivers.

4.3. Study Strengths and Limitations

Up to now, Taiwanese studies related to indigenous peoples’ death and dying have
been limited to epidemiological reports [18,63,64], funeral rituals [65,66], and local sur-
veys [17,64]. Only one focus group has attempted to address healthy indigenous teenagers’
cultural view of death [67], and another qualitative study which explored Zhou tribes’
dilemmas around “a good death” [19]. Neither of them included any ACP elements. Cur-
rent national cancer studies’ results were based entirely on the majority of non-indigenous,
general residents, yet they constituted less than 1% of the mountainous indigenous co-
hort [15]. Reported percentages of cancer cohorts have been too small to examine ACP
readiness across all indigenous peoples. Although there were a few indigenous workshops
and some community studies held during the national ACP campaigns [60,68–70] to intro-
duce the concepts of EOL decision-making and palliative care for this cultural group, it
is still unclear to what extent these findings could be generalized beyond the majority of
Taiwanese (Han tribe) in urban areas.

The sequential triangulation design [71] employed in this study permits in-depth
exploration of ACP readiness among underserved patients of limited life expectancy. Our
study uses the TTM as a framework and attempts to ensure methodological coherence
between the study design and research inquiry; in particular, the sample is selected repre-
sentative of our research topic. In order to explore ACP readiness as a complex behavior
of health promotion, the results from multiple data sources are combined to present ACP
behavioral precursors of awareness and intention, deviant from non-indigenous older
patients in the mainstream society. We are able to reveal that in addition to those widely
documented factors of health disparities, such as socioeconomic status, health literacy,
language barriers, access barriers, lack of health insurance, lack of health care funding, and
difficulty navigating health care systems and cancer networks [34,41], patients’ equipped
knowledge and underlying religious backgrounds have fundamentally influenced dis-
crepancies in EOL decision-making. While the preference of patient autonomy is highly
related to the status of family caregiver, continuing research in older patients with late-stage
cancers is required across various indigenous communities in different parts of Taiwan.

Although our multiple-case approach allows for a more comprehensive exploration
and theoretical examination of the specific ACP phenomenon arising from a particular
entity [2,40], the multiple limitations embedded in this study design must be acknowledged.
Our study participants are from indigenous communities in eastern Taiwan only; they
mostly reside in mountainous, less populated, and difficult-to-reach areas. Our findings
represent neither older patients’ perspectives in suburban and metropolitan settings nor
indigenous groups in northern or western Taiwan. The compromised generalizability
by the potential selection bias of our relatively small sample must also be recognized,
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as it focuses solely on heterogeneous patients of multiple indigenous tribes with only
certain types of late-stage cancers from a geographically restricted area. Our staff members
in participating clinics have played a vital role in locating and approaching qualified
patients; they assess patient criteria, follow initial contacts, and encourage their indigenous
friends and relatives who may also be potential participants. Future researchers who are
interested in recruiting difficult-to-reach indigenous patients with life-threatening illnesses,
considering the sensitive nature of such studies, may use a snowball or networking method
to conveniently recruit subjects [72], however, we do suggest increasing the variety of
subjects in a larger sample.

5. Conclusions

This cross-sectional, multiple-case study is by far the first mixed-method study that ex-
plores ethnically minority patients’ complex ACP behavior in Taiwan. We found that older
terminal indigenous patients facing imminent deaths have demonstrated great potential to
be aware of ACP, comprehend LST, participate in EOL conversations, and complete their
own ADs. However, ACP readiness requires time and continuous facilitations even among
precontemplator-believers. We suggest counseling sessions be initiated in early cancer
stages to eliminate significant knowledge barriers unique to minority patients with health
disparities. By incorporating specific religious values, Christianity in this case, a culturally
and spiritually competent ACP model may be better accepted if it attends to fatalistic
beliefs, fosters spiritual care at the EOL, and achieves dignified deaths by underserved
indigenous patients, since their desired EOL outcome is to avoid futile treatment and
unnecessary sufferings [57]. In particular, information specifically tailored for patients with
various types of knowledge barriers and without family caregivers may greatly decrease
literacy discrepancies and ensure EOL care consistent with minority patients’ preferences.
This Taiwanese indigenous study calls attention to an understudied area of ACP behaviors,
an overlooked need in EOL care for older cancer patients of unique cultural and religious
backgrounds, and the imperativeness to ensure culturally minority group’s EOL care is
consistent with patients’ preferences.

Author Contributions: Conceptualization, Y.H. and S.-M.H.; methodology, Y.H.; validation, Y.H.,
C.-F.L., Y.-H.C. and S.-M.H.; investigation, Y.H., I.-F.L., C.-F.L. and Y.-H.C.; data curation, Y.H. and
I.-F.L.; writing—original draft preparation, Y.H.; writing—review and editing, Y.H. and S.-M.H.;
supervision and project administration, Y.H., C.-F.L., Y.-H.C. and I.-F.L.; funding acquisition, Y.H.
and I.-F.L. All authors have read and agreed to the published version of the manuscript.

Funding: Research reported in this publication was supported by multiple grants from the Taiwanese
Ministry of Science and Technology, MacKay Memorial Hospital (TamSui Branch), and MacKay
Medical College (#MOST 104-2511-S-715-002, 109-2629-B-715-001, and 109-2314-B-195-013). The
content is solely the responsibility of the authors and does not necessarily represent the official views
of the institution.

Institutional Review Board Statement: This study was approved by the Institutional Review Board
of Mackay Memorial Hospital (#15MMHIS107).

Informed Consent Statement: Informed consent was obtained from all subjects involved in the
study. The authors are grateful to all participants.

Data Availability Statement: The data presented in this study are available on request from the
corresponding author. The data are not publicly available due to current funding restrictions and
privacy and protection of indigenous patients.

Acknowledgments: The authors gratefully acknowledge the administrative support from TaiTung
Mackay Memorial Hospital. Particularly, a special appreciation is dedicated to Karen Kavanaugh
and Carol E. Ferrans for the interview and survey questions used in this study. An ACP project was
conducted under their guidance among older Chinese American immigrants in 2012.

Conflicts of Interest: The authors declare no conflict of interest.



Int. J. Environ. Res. Public Health 2021, 18, 8665 14 of 16

References
1. Ministry of Health and Welfare. Patient Right to Autonomy Act in Taiwan [Articles 1–19]. 2019. Available online: https:

//law.moj.gov.tw/ENG/LawClass/LawAll.aspx?pcode=L0020189 (accessed on 17 August 2021).
2. Galambos, C.M. Preserving end of life autonomy: The Patient Self-Determination Act and the Uniform Health Care Decisions

Act. Health Soc. Work 1998, 23, 275–281. [CrossRef] [PubMed]
3. Sudore, R.L.; Boscardin, J.; Feuz, M.A.; McMahan, R.D.; Katen, M.T.; Barnes, D.E. Effect of the PREPARE Website vs. an

Easy-to-Read Advance Directive on Advance Care Planning Documentation and Engagement Among Veterans: A Randomized
Clinical Trial. JAMA Intern. Med. 2017, 177, 1102–1109. [CrossRef] [PubMed]

4. Bischoff, K.E.; Sudore, R.; Miao, Y.; Boscardin, W.J.; Smith, A.K. Advance Care Planning and the Quality of End-of-Life Care
among Older Adults. J. Am. Geriatr. Soc. 2013, 61, 209–214. [CrossRef]

5. Chan, H.-L.; Li, I.-F.; Tseng, L.-C.; Hsiung, Y. Exploring Behavioral Readiness and Program Strategies to Engage Older Community
Residents in Advance Care Planning: A Pilot Mixed-Method Study in Taiwan. Int. J. Environ. Res. Public Health 2020, 17, 4285.
[CrossRef] [PubMed]

6. Chu, D.; Yen, Y.-F.; Hu, H.-Y.; Lai, Y.-J.; Sun, W.-J.; Ko, M.-C.; Huang, L.-Y.; Chen, C.-C.; Curtis, J.R.; Lee, Y.-L.; et al. Factors
associated with advance directives completion among patients with advance care planning communication in Taipei, Taiwan.
PLoS ONE 2018, 13, e0197552. [CrossRef] [PubMed]

7. Hsieh, J.-G.; Wang, S.-C.; Wang, Y.-W. Promoting Advance Care Planning for Community-Dwelling People—A Practical Approach
with Cultural Differences in Eastern Taiwan. Taiwan J. Hosp. Palliat. Care 2013, 18, 1–13.

8. Waller, A.; Turon, H.; Bryant, J.; Zucca, A.; Evans, T.J.; Sanson-Fisher, R. Medical oncology outpatients‘ preferences and experiences
with advanced care planning: A cross-sectional study. BMC Cancer 2019, 19, 63. [CrossRef]

9. Spelten, E.R.; Geerse, O.; van Vuuren, J.; Timmis, J.; Blanch, B.; Duijts, S.; MacDermott, S. Factors influencing the engagement of
cancer patients with advance care planning: A scoping review. Eur. J. Cancer Care 2019, 28, e13091. [CrossRef] [PubMed]

10. Hsieh, C.-C.; Huang, H.-P.; Tung, T.-H.; Chen, I.-C.; Beaton, R.D.; Jane, S.-W. The Exploration of the Knowledge, Attitudes and
Practice Behaviors of Advanced Care Planning and Its Related Predictors Among Taiwanese Nurses. BMC Palliat Care 2019, 18,
99. [CrossRef]

11. Yen, Y.-F.; Huang, L.-Y.; Hu, H.-Y.; Sun, W.-J.; Ko, M.-C.; Lee, Y.-L.; Huang, S.-J.; Chu, D. Association of Advance Directives
Completion With the Utilization of Life-Sustaining Treatments During the End-of-Life Care in Older Patients. J. Pain Symptom
Manag. 2018, 55, 265–271. [CrossRef] [PubMed]

12. Yap, S.S.; Chen, K.; Detering, K.M.; Fraser, S.A. Exploring the knowledge, attitudes and needs of advance care planning in older
Chinese Australians. JCN 2018, 27, 3298–3306. [CrossRef] [PubMed]

13. Chang, C.-M.; Lin, H.-C.; Lee, C.-L. Awareness and decision-making to advance directives among the elderly patients admitted at
intensive care units in middle Taiwan. Eur. Geriatr. Med. 2015, 6, S184–S185. [CrossRef]

14. Hsiung, Y. Theoretical issues associated with cultural readiness for end-of-life care planning in Taiwan. Soc. Behav. Personal. 2015,
43, 1385–1393. [CrossRef]

15. Council of Indigenous People. Executive Yuan, Taiwan. Annual and Monthly Reports of Aboriginal Population Statistics in 2017.
Available online: https://apc.nhri.org.tw/resources/download/apc_106.pdf (accessed on 17 August 2021). (In Chinese).

16. Pang, C.; Wen, S.P.T.; Shih, Y.-T.; Chung, W.-S.I. Bridging the gap in life expectancy of the aborigines in Taiwan. Int. J. Epidemiol.
2003, 33, 320–327.

17. Wang, J.-H. Happiness and Social Exclusion of Indigenous Peoples in Taiwan—A Social Sustainability Perspective. PLoS ONE
2015, 28, 299. [CrossRef] [PubMed]

18. Hou, C.-C.H.; Hwang, Y.-S.H.; Chang, L.-Y. The Study of Health Care Demands and the Problems of Indigenous People in Taiwan.
Taiwan J. Indig. Stud. 2012, 5, 115–154.

19. Chen, A.-N. Taiwan Alisan Tsou’s Perspective of Good-Dying: Dilemmas, Needs, and Expectations; Yang-Ming University: Taipei,
Taiwan, 2012.

20. Chang, C.-C. Poverty and Health: A Study of Socialeconomic Status and Aborignal Health Problem. Jia Yi Da Xue Tong Shi Xue
Bao 2008, 6, 461–486.

21. Kagawa-Singer, M.; Blackhall, L.J. Negotiating cross-cultural issues at the end of life: “You got to go where he lives”. JAMA 2001,
286, 2993–3001. [CrossRef]

22. Klessig, J. The effect of values and culture on life-support decisions. West J. Med. 1992, 157, 316–322.
23. Klessig, J. Dying the good death. Death and culture: The multicultural challenge. Ann. Long Term Care 1998, 6, 285–290.
24. Prochaska, J.O.; Velicer, W.D.; DiClemente, C.C. Measuring processes of change: Applications to the cessation of smoking. J.

Consult Clin. Psychol. 1988, 56, 520–528. [CrossRef]
25. Pearlman, R.A.; Cole, W.G.; Patrick, D.L.; Starks, H.E.; Cain, K.C. Advance care planning: Eliciting patient preferences for

life-sustaining treatment. Patient Educ. Couns. 1995, 26, 353–361. [CrossRef]
26. Yang, C.; Chiu, T.; Hsiung, Y.; Hu, W. Which Factors Have the Greatest Influence on Bereaved Families‘ Willingness to Execute

Advance Directives in Taiwan? Cancer Nurs. 2011, 34, 98–106. [CrossRef]
27. Li, I.-F.; Hsiung, Y. Taiwanese Indigenous Cancer Survivors’ Readiness for Advance Care Planning. J. Med. Internet Res. Protoc.

2016, 29, 209.
28. Stake, R. Multiple Case Study Analysis; The Guildford Press: New York, NY, USA, 2006.

https://law.moj.gov.tw/ENG/LawClass/LawAll.aspx?pcode=L0020189
https://law.moj.gov.tw/ENG/LawClass/LawAll.aspx?pcode=L0020189
http://doi.org/10.1093/hsw/23.4.275
http://www.ncbi.nlm.nih.gov/pubmed/9834880
http://doi.org/10.1001/jamainternmed.2017.1607
http://www.ncbi.nlm.nih.gov/pubmed/28520838
http://doi.org/10.1111/jgs.12105
http://doi.org/10.3390/ijerph17124285
http://www.ncbi.nlm.nih.gov/pubmed/32560049
http://doi.org/10.1371/journal.pone.0197552
http://www.ncbi.nlm.nih.gov/pubmed/29979678
http://doi.org/10.1186/s12885-019-5272-6
http://doi.org/10.1111/ecc.13091
http://www.ncbi.nlm.nih.gov/pubmed/31074187
http://doi.org/10.1186/s12904-019-0483-9
http://doi.org/10.1016/j.jpainsymman.2017.08.031
http://www.ncbi.nlm.nih.gov/pubmed/28887268
http://doi.org/10.1111/jocn.13886
http://www.ncbi.nlm.nih.gov/pubmed/28544056
http://doi.org/10.1016/S1878-7649(15)30603-3
http://doi.org/10.2224/sbp.2015.43.8.1385
https://apc.nhri.org.tw/resources/download/apc_106.pdf
http://doi.org/10.1371/journal.pone.0118305
http://www.ncbi.nlm.nih.gov/pubmed/25695773
http://doi.org/10.1001/jama.286.23.2993
http://doi.org/10.1037/0022-006X.56.4.520
http://doi.org/10.1016/0738-3991(95)00739-M
http://doi.org/10.1097/NCC.0b013e3181f22cac


Int. J. Environ. Res. Public Health 2021, 18, 8665 15 of 16

29. Sandelowski, M. One is the liveliest number: The case orientation of qualitative research. Res. Nurs. Health 1996, 19, 525–529.
[CrossRef]

30. Cohen, L.; Manion, L.; Morrison, K. Research Methods in Education, 8th ed.; Routledge Falmer: London, UK, 2017.
31. Greene, J.C.; Caracelli, V.J.; Graham, W.F. Toward a conceptual framework for mixed-method evaluation designs. Educ. Eval.

Policy Anal. 1989, 11, 255–274. [CrossRef]
32. Greene, J.C.; McClintock, C. Triangulation in evaluation: Design and analysis issues. Eval. Rev. 1985, 9, 523–545. [CrossRef]
33. Heale, R.; Twycross, A. What is a case study? Evid. Based Nurs. 2018, 21, 7–8. [CrossRef]
34. LoPresti, M.A.; Dement, F.; Gold, H.T. End-of-life care for people with cancer from ethnic minority groups: A systematic review.

Am. J. Hosp. Palliat. Med. 2016, 33, 291–305. [CrossRef]
35. Locale Classification. 2019. Available online: http://www.bluewavegeographics.com/images/LOCALE_Classification.pdf.

(accessed on 17 August 2021).
36. Burford, B.; Hesketh, A.; Wakeling, J.; Bagnall, G.; Colthart, I.; Illing, J.; Kergon, C.; Morrow, G.; Spencer, J.; van Zwanenberg, T.

Asking the right questions and getting meaningful responses: 12 tips on developing and administering a questionnaire survey
for healthcare professionals. Med. Teach. 2009, 31, 207–211. [CrossRef] [PubMed]

37. Sherman, A.C.; Simonton-Atchley, S.; Mikeal, C.W.; Anderson, K.M.; Arnaoutakis, K.; Hutchins, L.F.; Makhoul, I.; Mahmoud, F.;
Milojkovic, N.; Harrington, S.E.; et al. Cancer Patient Perspectives Regarding Preparedness for End-Of-Life Care: A Qualitative
Study. J. Psychosoc. Oncol. 2018, 36, 454–469. [CrossRef]

38. Maher, C.; Hadfield, M.; Hutchings, M.; de Eyto, A. Ensuring Rigor in Qualitative Data Analysis: A Design Research Approach to
Coding Combining NVivo With Traditional Material Methods. Int. J. Qual. Methods 2018, 17, 144–145. [CrossRef]

39. Hsiung, Y.; Li, I.-F. Exploring Advance Care Planning in Taiwanese Indigenous Cancer Survivors: Proposal for a Pilot Case-Control
Study. JMIR Res. Protoc. 2017, 6, e238.

40. Hsiung, Y. Chinese American’s Readiness for Advance Care Planning; University of Illinois at Chicago: Chicago, IL, USA, 2011.
41. Hong, M.; Yi, E.H.; Johnson, K.J.; Adamek, M.E. Facilitators and Barriers for Advance Care Planning Among Ethnic and Racial

Minorities in the U.S.: A Systematic Review of the Current Literature. J. Immigrant. Minority Health 2018, 20, 1277–1287. [CrossRef]
42. McDermott, E.; Selman, L.E. Cultural Factors Influencing Advance Care Planning in Progressive, Incurable Disease: A Systematic

Review With Narrative Synthesis. J. Pain Symptom Manag. 2018, 56, 613–636. [CrossRef]
43. Lee, M.C.; Hinderer, K.A.; Friedmann, E. Engaging Chinese American Adults in Advance Care Planning: A Community-Based,

Culturally Sensitive Seminar. J. Gerontol. Nurs. 2015, 41, 17–21. [CrossRef]
44. Stainton, M. Hou Shan/Qian Shan Mugan: Categories of Self and Other in a Tayal Village; History, Culture and Ethnicity: Selected Papers

from the International Conference on the Formosan Indigenous Peoples, Taipei, 2006; SMC Publishing Inc.: Taipei, Taiwan, 2006.
45. Miles, M.B.; Huberman, A.M. Qualitative Data Analysis: An Expanded Sourcebook, 2nd ed.; Sage Publications Inc.: Thousand Oaks,

CA, USA, 1994.
46. Bazeley, P. Comparative analyses as a means of furthering analysis (Chapter 9). In Qualitative Data Analysis: Practical Strategies;

Sage: London, UK, 2013; pp. 254–281.
47. Raskind, I.G.; Shelton, R.C.; Comeau, D.L.; Cooper, H.L.F.; Griffith, D.M.; Kegler, M.C. A Review of Qualitative Data Analysis

Practices in Health Education and Health Behavior Research. Health Educ. Behav. 2015, 46, 32–39. [CrossRef] [PubMed]
48. Tracy, S.J. A phronetic iterative approach to data analysis in qualitative research. J. Qual. Res. 2018, 19, 61–76.
49. Denzin, N.; Lincoln, Y. The Discipline and Practice of Qualitative Research. In Handbook of Qualitative Research; Denzin, N.K.,

Lincoln, Y.S., Eds.; Sage: Thousand Oaks, CA, USA, 2000; pp. 1–32.
50. Koch, T. Establishing rigour in qualitative research: The decision trail. J. Adv. Nurs. 1994, 19, 976–986. [CrossRef]
51. Nouri, S.S.; Barnes, D.E.; Volow, A.M.; McMahan, R.D.; Kushel, M.; Jin, C.; Boscardin, J.; Sudore, R.L. Health Literacy Matters

More Than Experience for Advance Care Planning Knowledge Among Older Adults. J. Am. Geriatr. Soc. 2019, 67, 2151–2156.
[CrossRef]

52. de Vries, K.; Banister, E.; Dening, K.H.; Ochieng, B. Advance Care Planning for Older People: The Influence of Ethnicity,
Religiosity, Spirituality and Health Literacy. Nurs. Ethics 2019, 26, 1946–1954. [CrossRef]

53. McKinley, E.D.; Garrett, J.M.; Evans, A.T.; Danis, M. Differences in end-of-life decision making among black and white ambulatory
cancer patients. J. Gen. Intern. Med. 1996, 11, 651–656. [CrossRef]

54. Jimenez, G.; Tan, W.S.; Virk, A.K.; Low, C.K.; Car, J.; Ho, A.H.Y. Overview of systematic reviews of advance care planning:
Summary of evidence and global lessons. J. Pain Symptom Manag. 2018, 56, 436–459.e25. [CrossRef] [PubMed]

55. Wang, S.-Y. Health News in Taiwan: Death and Evil Spirit: Palliative Home Care in Orchid Island; Hospice Foundation in Taiwan:
Taipei, Taiwan, 2014.

56. Campbell, C.L.; Williams, I.C.; Orr, T. Factors that impact end-of-life decision making in African Americans with advanced cancer.
J. Hosp. Palliat. Nurs. 2010, 12, 214–224. [CrossRef]

57. Balboni, T.A.; Balboni, M.; Enzinger, A.C.; Gallivan, K.; Paulk, M.E.; Wright, A.; Steinhauser, K.; VanderWeele, T.J.; Prigerson, H.G.
Provision of spiritual support to patients with advanced cancer by religious communities and associations with medical care at
the end of life. JAMA Intern. Med. 2013, 173, 1109–1117. [CrossRef]

58. True, G.; Phipps, E.J.; Braitman, L.E.; Harralson, T.; Harris, D.; Tester, W. Treatment preferences and advance care planning at end
of life: The role of ethnicity and spiritual coping in cancer patients. Ann. Behav. Med. 2005, 30, 174–179. [CrossRef] [PubMed]

http://doi.org/10.1002/(SICI)1098-240X(199612)19:6&lt;525::AID-NUR8&gt;3.0.CO;2-Q
http://doi.org/10.3102/01623737011003255
http://doi.org/10.1177/0193841X8500900501
http://doi.org/10.1136/eb-2017-102845
http://doi.org/10.1177/1049909114565658
http://www.bluewavegeographics.com/images/LOCALE_Classification.pdf.
http://doi.org/10.1080/01421590802225762
http://www.ncbi.nlm.nih.gov/pubmed/19811116
http://doi.org/10.1080/07347332.2018.1466845
http://doi.org/10.1177/1609406918786362
http://doi.org/10.1007/s10903-017-0670-9
http://doi.org/10.1016/j.jpainsymman.2018.07.006
http://doi.org/10.3928/00989134-20150406-01
http://doi.org/10.1177/1090198118795019
http://www.ncbi.nlm.nih.gov/pubmed/30227078
http://doi.org/10.1111/j.1365-2648.1994.tb01177.x
http://doi.org/10.1111/jgs.16129
http://doi.org/10.1177/0969733019833130
http://doi.org/10.1007/BF02600155
http://doi.org/10.1016/j.jpainsymman.2018.05.016
http://www.ncbi.nlm.nih.gov/pubmed/29807158
http://doi.org/10.1097/NJH.0b013e3181de1174
http://doi.org/10.1001/jamainternmed.2013.903
http://doi.org/10.1207/s15324796abm3002_10
http://www.ncbi.nlm.nih.gov/pubmed/16173914


Int. J. Environ. Res. Public Health 2021, 18, 8665 16 of 16

59. Jonnalagadda, S.; Lin, J.J.; Nelson, J.E.; Powell, C.A.; Salazar-Schicchi, J.; Berman, A.R.; Keller, S.M.; Smith, C.B.; Lurslurchachai,
L.; Halm, E.A. Racial and ethnic differences in beliefs about lung cancer care. Chest 2012, 142, 1251–1258. [CrossRef] [PubMed]

60. Ke, L. Advance care planning in Taiwan. Patient Educ. Couns. 2012, 89, 213. [CrossRef]
61. Hsiung, Y.; Ferrans, C.E. Recognizing Chinese Americans’ cultural needs in making end-of-life treatment decisions. J. Hosp.

Palliat. Nurs. 2007, 9, 132–140. [CrossRef]
62. van Eechoud, I.J.; Piers, R.D.; Van Camp, S.; Grypdonck, M.; Van Den Noortgate, N.J.; Deveugele, M.; Verbeke, N.C.; Verhaeghe,

S. Perspectives of family members on planning end-of-life care for terminally ill and frail older people. J. Pain Symptom Manag.
2014, 47, 876–886. [CrossRef]

63. Kuo, D.-J.K.; Tsai, C.-H.T.; Hsiu, T.-H.H. The Difference of Aboriginal Health Behaviors and Preventive Health Care Utilization
among the Atayal and Taroko Tribe. J. Tzu Chi Univ. Sci. Technol. 2014, 22, 19–46.

64. Yeh, C.-Y.; Chao, Y.-H.; Hung, C.-C.; Chen, J.-L.; Liao, H.-H.; Lo, L.-W. Taiwan’s Indigenous Tribes of Liver Disease Awareness
and Community Health Assessment. J. Health Archit. 2013, 1, 64–73.

65. Tung, C.F. Ceremonial funerals under cross-religious faith perspectives: An exaple of Payuan. Taiwan Indig. Stud. Rev. 2014, 15,
93–140. (In Chinese)

66. Fann, W.J.D.F.; Chen, L.-P.C.; Lee, S.I.L. An Exploring Research on Worship Ceremonies Specialties of Taiwanese Aborigines by
Using ISM. J. Innov. Bussiness Manag. 2013, 4, 1–17.

67. Tang, W.R. Cognition and Attitude towards Life and Death for Juveniles of Amis and Atayal Tribes. Taiwan J. Hosp. Palliat. Care
2008, 13, 156–167.

68. Chen, Y.R.; Wang, N.; Wang, Y.W. Advocacy of advance care planning by social ecological model in Taiwan. BMJ Support Palliat
Care 2011, 1, 109. [CrossRef]

69. Hsieh, J.G.; Wang, Y.W. Promoting advance care planning in Taiwan—A practical approach to Chinese culture. BMJ Support
Palliat Care 2011, 1, 79. [CrossRef]

70. Hu, W.-Y.; Huang, C.-H.; Chiu, T.-Y.; Hung, S.-H.; Peng, J.-K.; Chen, C.-Y. Factors that influence the participation of healthcare
professionals in advance care planning for patients with terminal cancer: A nationwide survey in Taiwan. Soc. Sci. Med. 2010, 70,
1701–1704. [CrossRef] [PubMed]

71. Creswell, J.W. Research Design: Qualitative, Quantitative, and Mixed Methods Approaches; Sage Publications Inc.: Thousand Oaks,
CA, USA, 2003.

72. Atkinson, R.; Flint, J. Accessing hidden and hard-to-reach populations: Snowball research strategies. Soc. Res. Update 2001, 33,
1–4.

http://doi.org/10.1378/chest.12-0330
http://www.ncbi.nlm.nih.gov/pubmed/22700777
http://doi.org/10.1016/j.pec.2012.06.006
http://doi.org/10.1097/01.NJH.0000269993.13625.49
http://doi.org/10.1016/j.jpainsymman.2013.06.007
http://doi.org/10.1136/bmjspcare-2011-000053.151
http://doi.org/10.1136/bmjspcare-2011-000053.47
http://doi.org/10.1016/j.socscimed.2010.02.011
http://www.ncbi.nlm.nih.gov/pubmed/20347198

	Introduction 
	Materials and Methods 
	A Case Study Approach 
	Subject Recruiment 
	Data Collection and Data Analysis 
	Study Ethics 

	Results 
	Study Participants 
	Awareness of Advance Care Planning 
	Advance Care Planning Behavioral Intention and Readiness for EOL Communication 

	Discussion 
	Disparity Factors Influence Advance Care Planning Awareness in Ethnically and Geographically Minority Patients 
	Christian Religiosity and Advance Care Planning Autonomy 
	Study Strengths and Limitations 

	Conclusions 
	References

