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ABSTRACT

Objective: The Korean advance directive (K–AD) comprises a value statement, treatment
directives, preferences for cardiopulmonary resuscitation (CPR), artificial ventilation, tube
feeding, and hospice care, as well as a proxy appointment. The K–AD can facilitate a patient’s
decision making with respect to end-of-life (EoL) care. The present study aimed to examine
the extent to which patient–caregiver dyads would use the K–AD and agree on EoL care
decisions.

Methods: Using a descriptive study design, 81 cancer patients were invited to participate.
The final sample consisted of 44 patient–caregiver dyads who completed survey
questionnaires, including the K–AD. One patient did not complete all parts of the
questionnaire, and 36 (44.4%) declined to participate. Content analysis was conducted to
examine the K–AD value statements. Cohen’s kappa coefficient was calculated to determine
the degree of patient–caregiver dyadic agreement on K–AD treatment directives (Sudore &
Fried, 2010).

Results: Our patient participants had the following cancer diagnoses: colorectal 29.5%,
breast 29.5%, and liver/biliary tract cancers, 15.9%. Half of the sample had advanced-stage
disease. Spouses (70.5%) or adult children (20.4%) were the primary caregivers, with
perceived bonding rated as fair (31.8%) or good (65.9%). Rejection of the K–AD was mainly
due to the difficulty involved in deciding on EoL care (50%). Comfort while dying was the most
common theme expressed by patients (73.8%) and caregivers (66.7%). In terms of treatment
directives, dyads advocated for hospice care (66.7%) and reduced support for aggressive
treatments of CPR or artificial ventilation. The use of CPR (k ¼ 0.43, p ¼ 0.004) and artificial
ventilation (k ¼ 0.28, p ¼ 0.046) showed significantly mild to moderate concordance among the
dyads. Some 16 of the 21 dyads identified their spouses as a proxy, with others designating
their adult children.

Significance of results: The degree of patient–caregiver concordance on the K–AD seemed
applicable, and achieved mild to moderate concordance. Our findings are exploratory but
suggest the need for EoL discussions where patient–caregiver dyads are encouraged to
participate in EoL care decision making.
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INTRODUCTION

Decision making for end-of-life (EoL) care in an era of
extended longevity has received growing attention
among those involved in research and clinical prac-
tice, as well as healthcare policymakers. Like other
countries, Korea is examining these issues in the con-
text of constantly advancing medical technology. Var-
ious channels of EoL decision making have been
introduced in Korea to facilitate EoL care decision
making, including advance directives (ADs), advance
care planning (ACP), and the physician’s order for life-
sustaining-treatment (POLST). The most recently ac-
cepted paradigm in EoL care in Korea, ACP involves a
statement of preferences, a living will, treatment
directives, and appointment of a proxy. In the ACP
process, all stakeholders in EoL care—including pa-
tients, family members, and healthcare professionals
(HCPs)—engage in ongoing discussions about deci-
sion making about medical treatments in advance of
their being required (Thomas, 2011).

Research, legislation, and policy making for EoL
palliative care have evolved largely for patients
with terminal cancer, a leading cause of death in
Korea over the past decades (Jung et al., 2012). Sev-
eral events increased widespread awareness of the
need to secure patients’ personal and social needs
for respect, individual dignity, and autonomy in
EoL decision making. This included discharge
decisions against physicians’ recommendations (Ko-
rean Supreme Court Ruling, 2004) and conflicts be-
tween family members and care providers about
withdrawing life-sustaining treatments (LSTs)
(Korean Supreme Court Ruling, 2009). These land-
mark episodes led to attempts to establish a funda-
mental social consensus about withdrawing or
withholding futile LSTs (National Evidence-Based
Healthcare Collaborating Agency, 2009) and the Can-
cer Management Act, Part 4 (Korean Ministry of
Government Legislation, 2014). It was further rec-
ommended that either a POLST or AD be available,
allowing persons to make informed decisions for
treatment preferences with respect to futile LSTs
(Ministry of Health & Welfare, 2013). These systems
also aimed to extend the scope of palliative care recip-
ients and establish ACP as a comprehensive support
system for EoL care (Kim et al., 2015). The ACP pro-
cess assists patients and their family members with
informed decision making and preparation of ADs
for future care. Effective EoL communication is a
critical aspect, with all stakeholders actively engaged
in EoL care discussions to maximize the quality of
care delivered as an individual dies (Sleeman, 2013;
Caswell et al., 2015).

However, EoL care discussions are challenging in
the family-centered care environment of Korean

culture. Family members are expected to make con-
certed efforts to extend the life of afflicted an family
member, and that person is usually excluded from
such discussions. The patient is often omitted from
EoL discussions and may even be unaware of the
fact of their imminent death (Kim et al., 2014; Koh
et al., 2015). Many HCPs are also reluctant to com-
municate about death or dying with patients when
this is contrary to the family’s wishes (Kim et al.,
2014) or if the prognosis is uncertain (Sleeman,
2013; Seoul National University Hospital, 2013).

Given such challenges for providing quality EoL
care, a series of studies were conducted with the
goal of developing a Korean advance directive (K–
AD), which is a culturally sensitive, reality-based,
and user-friendly set of guidelines based on the per-
spectives of both the general population and profes-
sional healthcare providers (Kim et al., 2012;
2013a; 2014). The prerequisites for the Korean AD
model were proposed with specific features, including
an introduction to the K–AD, a section comprised of
a statement of values, a list of treatment options, and
appointment of a proxy, with the signatures of a wit-
ness, the healthcare provider, and the declarant—
compatible with the core contents of ACP (Kim
et al., 2012). Amendment of the prototype was then
undertaken in the light of expert perspectives (Kim
et al., 2014) and to reflect the health literacy of the ge-
neral population (Kim et al., 2013a) through Delphi
and cognitive interviewing, respectively. The final
version of the K–AD is a vehicle that can be em-
ployed to facilitate active engagement of stakehold-
ers, including but not limited to patients, family
members, and HCPs in EoL care discussions and doc-
umentation (see the Appendix).

The feasibility of this approach needs to be validat-
ed in the clinical environment endemic to Korea cul-
ture—for example, among patients with advanced
cancers, where at present families predominantly
make all EoL care decisions. Our present study was
undertaken to examine the extent to which cancer
patient–caregiver dyads would utilize the K–AD
and their level of agreement about EoL decisions.
We also examined the degree of patient–caregiver
concordance surrounding the K–AD value state-
ments, treatment directives, and proxy appoint-
ments.

METHODS

Design and Subjects

Our study employed a qualitative design in which
face-to-face interviews were conducted to report the
views of cancer patients and their caregivers.
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Content analysis of their reasons for not using the
K–AD and the content of their value statements
were explored.

Cancer patients who had received care from one of
two tertiary hospitals were represented in the sam-
ple and were invited to participate in EoL care dis-
cussions along with their primary caregivers. The
inclusion criteria for patients were as follows: age
�20 years, cancer diagnosis, self-awareness of their
condition, inpatient or outpatient cancer treatment,
and consent to participate with an understanding
of the study protocol. The caregivers of eligible pa-
tients were invited to participate if: they identified
themselves as the primary caregiver, were �20 years
of age, and consented to participate with a full
understanding of the study protocol. If one member
of the dyad (either patient or caregiver) refused to
participate, the dyad was disqualified. The result of
this process was a sample of paired patients and
caregivers. Our study was approved by the institu-
tional review board of the relevant university-
affiliated hospital. Each participant signed an
informed consent statement prior to the face-to-face
interviews.

Korean Advance Directives

The K–AD is a measure of an individual’s wishes for
preferred EoL treatments. It has three components: a
value statement, a list of treatment options (cardio-
pulmonary resuscitation [CPR], artificial ventilation,
tube feeding, and hospice care), and a proxy appoint-
ment. The person can complete all or some of the
components, with modifications permitted as a result
of ongoing ACP discussions.

Procedure

Physician oncologists who had well-established rela-
tionships with patients and their caregivers obtained
their consent to participate and then conducted face-
to-face interviews with those who agreed. The inter-
viewing oncologist began by explaining the patient’s
condition, the treatment process, and the prognosis
to the patient and family members, as part of the
usual course of care. The oncologist then introduced
the K–AD, which could facilitate patient and family
members in discussing EoL care, and inquired about
patient/family member interest in completing the
K–AD. If this option was accepted, physicians fur-
ther explained the right of terminal cancer patients
to have palliative care options, to make a proxy ap-
pointment when unable to make decisions about fu-
ture care, and the responsibility of HCPs to explain
palliative care. Based on such an informed decision-
making process, physicians were thus able to assist
patients and/or their family members to prepare

the K–AD if assistance was needed. If the option to
complete the K–AD was rejected, the oncologist
asked them the reason(s) for this decision and
made a record of it.

Data Analyses

Descriptive statistics were conducted to describe the
characteristics of the patients and their respective
caregivers, and these included frequency, percentag-
es, and means+standard deviations. To explore rea-
sons for not completing or rejecting the K–AD,
common themes were extracted applying conventional
content analysis (Hsieh & Shannon, 2005), and the fre-
quencyof each themewas calculated. Content analysis
was also employed to examine the content of the value
statements after extracting the data from their narra-
tives. These data were transcribed by a graduate stu-
dent, and analysis of the transcribed narratives was
performed independently by researchers, who worked
together to reach a consensus on themes. Cohen’s kap-
pa coefficient (Landis & Koch, 1977; McHugh, 2012)
was calculated to determine the degree of agreement
about the K–AD between cancer patients and their
family caregivers (Sudore & Fried, 2010). All statisti-
cal analyses were performed using the Statistical
Package for the Social Sciences (SPSS, v. 21). Statisti-
cal significance was set at a value of p , 0.05.

RESULTS

Characteristics of Cancer Patient–
Caregivers Who Completed the K–AD

Patients and their caregivers took part in discussions
about ACP. The initial number of participants ap-
proached was 81 patient–caregiver pairs, 45 of
whom (55.6%) agreed to participate. One patient
did not complete all the survey questionnaires, re-
sulting in their being disqualified, leaving 44 pairs
for our analysis. Therefore, our final sample included
44 patients and their 44 caregivers, who completed
all of the survey questions.

The mean age of patients who completed the K–
AD was 58.43 years: 22 (50%) subjects were male,
most were married (93.2%), and 29 (65.9%) had at
least a high school or higher education. More than
half reported their religion as Buddhism (56.8%), fol-
lowed by no professed religious affiliation or belief
(18.2%). The mean time since cancer diagnosis was
22 months. The major diagnoses were colorectal
(29.5%) and breast cancer (29.5%), followed by can-
cers of the liver and biliary duct system (15.9%).
More than half had advanced stages of cancers
(59.1%), with recurrence in 38.6% (Table 1).

EoL decisions in Korean cancer patient–caregiver dyads 79

https://doi.org/10.1017/S1478951516000808 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951516000808


Table 1. Demographic and clinical characteristics of the 44 cancer patients who completed the Korean
Advance Directive (K–AD)

Characteristics Categories n % M+SD (min–max)

Age (years) 58.43+1.26 (33–74)
Gender Male 22 50.0
Marital status Married 41 93.2
Education No education 2 4.5

≤ Middle school 13 29.6
High school 24 54.5
≥ College 5 11.4

Occupation Yes 14 31.8
Religion None 8 18.2

Christianity 8 18.2
Catholic 2 4.5
Buddhism 25 56.8
Missing 1 2.3

Perceived health status ≥ Good 7 15.9
Fair 28 63.6
≤ Poor 9 20.2

Hospice Well known 4 9.1
Known 19 43.2
Don’t know 21 47.7

DNR Yes 1 2.3
Duration of diagnosis (months) 22.07+30.49 (1–144)
Type of cancer Colorectal 13 29.5

Breast cancer 13 29.5
Liver/biliary 7 15.9
Gastrointestinal 1 2.3
Lung cancer 1 2.3
Others 3 6.8

Stage of cancer Stage 2 14 31.8
Stage 3 10 22.7
Stage 4 16 36.4

Recurrence Yes 17 38.6

DNR ¼ do not resuscitate.

Table 2. Characteristics of the 44 caregivers who completed the Korean Advance Directive (K–AD)

Characteristics Categories n % M+SD (min–max)

Age (years) 52.48+14.19 (21–75)
Gender Male 16 36.4
Patient–caregiver relationship Spouse 31 70.5

Descendants 9 20.4
Others 4 5.1

Living together Yes 35 79.5
Patient–caregiver bonding Good 29 65.9

Fair 14 31.8
Bad 1 2.3

Weekly caregiving frequency 5.62+11.19 (1–7)
Caregiving, hours/day 11.38+11.38 (1–24)
Caregiving duration/month 12.26+15.84 (1–60)
Hospice Well-known 2 4.5

Known 21 61.4
Don’t know 15 34.0

Communication about life-sustaining treatment Specific 16 36.4
Nonspecific 18 40.9
No 10 22.7
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The mean age of caregivers was 58.48 years (SD ¼
14.19; range ¼ 21–75 years). Caregivers were pre-
dominantly female (63.6%). Their relationships
with patients were as spouse (70.5%) and adult child
(20.4%). Approximately two-thirds lived with their
patients, with bonding reported as fair (31.8%) or
good (65.9%). The time spent caregiving was sub-
stantial: 5.62 days a week, 11.38 hours a day. The ma-
jority of caregivers (77.3%) had some experience with
LST communications, which were either specific
(36.4%) or nonspecific (40.9%) (Table 2).

Reasons for K–AD Refusal

Some 36 dyads (44.4%) declined to participate in the
study. The most common reason for not completing or
rejecting the K–AD was the difficulty involved in
making decisions about EoL care (50%), followed by
frustration/hopelessness after an AD was document-
ed (22.2%). Other reasons included lack of knowledge
about ADs (8.3%), fear of withdrawal or stopping
chemotherapy after completing an AD (5.6%), con-
cern about the reaction of family members (5.6%),
lack of AD preparedness (2.8%), a decision by a family
member (2.8%), and no opinion about ADs (2.8%)
(Table 3).

K–AD Feasibility in Cancer Patient–
Caregiver Dyads

Value Statements

Among the 44 patient–caregiver dyads, 38 patients
(86.4%) and 27 caregivers (61.4%) communicated
their EoL beliefs and values. Some 23 dyads provided
paired responses of EoL values, with their state-
ments corresponding in 18 dyads (78.3%) and con-
flicting in 5 (21.7%). “Comfort while dying” was the
most common theme in statements by patients
(73.8%) and caregivers (66.7%). More specifically,

“comfort while dying with pain control” was impor-
tant for 47.4 and 44.5%, respectively; “dying with
no family burdens” for 21.1 and 7.4%, respectively;
and “dying with no pain or burden to family” for 5.3
and 11.1%, respectively. Second, both patients and
caregivers expressed a wish for continuation of treat-
ment with concurrent pain management (18.4 vs.
14.8%, respectively; Table 4). Finally, “no pain” or
“pain control” were merged into a single theme and
became important subthemes of “comfort while dy-
ing” and “continuous treatment.”

Treatment Directives

The four treatment options on the K–AD were CPR,
artificial ventilation, tube feeding, and hospice care.
Hospice care was the EoL care choice that both pa-
tients and caregivers desired most often (79.5 vs.

Table 3. Patients’ reasons for refusing to complete
the Korean Advance Directive (K–AD) (n ¼ 36)

Frequency Percentage

1. Difficulty making decisions
about EoL care

18 50.0

2. Post-AD frustration or
hopelessness

8 22.2

3. AD knowledge deficit 3 8.3
4. Fear of withholding or

withdrawing chemotherapy
after completing an AD

2 5.6

5. Concern about family
reaction

2 5.6

6. Lack of AD preparedness 1 2.8
7. Family decision 1 2.8
8. No opinion about AD 1 2.8

Total 36 100.0

AD ¼ advance directive.

Table 4. K–AD value statements of patient–caregiver dyads*

Value statement Patient Caregiver
Frequency (%) Frequency (%)

Comfort with dying With no pain 18 (47.4%) 12 (44.5%)
With no burden to family 8 (21.1%) 2 (7.4%)
With no pain and no burden to family 2 (5.3%) 3 (11.1%)
In hospice care – 1 (3.7%)

Continuous treatment With pain control 7 (18.4%) 4 (14.8%)
With no burden to family 1 (2.6%)
Regardless of burden to family 1 (3.7%)

Pain control* 1 (2.6%) 3 (11.1%)
Dying in presence of family 1 (2.6%) 1 (3.7%)
Total responses 38 27

* Pain control emerged as a single theme but also in the context of other themes, e.g., “comfort while dying” and
“continuous treatment.”
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81.8%, respectively). This was followed by tube feed-
ing (22.7 vs. 27.3%), CPR (20.5 vs. 27.3%), and artifi-
cial ventilation (20.5 vs. 36.4%).

Patient–caregiver dyad treatment preferences
were similar, with approximately two-thirds of both
groups preferring hospice care and 20.5–36.4% opt-
ing for aggressive treatment. The differences be-
tween patients and caregivers were found with
respect to more caregivers wanting CPR and artifi-
cial ventilation. Agreement on each of the four EoL
care options ranged from 7.1% for tube feeding to
66.7% for hospice care. Patient–caregiver dyad
agreement indicated by the kappa coefficient for ex-
tent of concordance ranged from –0.54 to 0.43, with
significant concordance of mild to moderate consis-
tency obtaining with respect to CPR (k ¼ 0.43, p ¼
0.004) and artificial ventilation (k ¼ 0.28, p ¼ 0.046)
(Table 5).

Proxy Appointment

Some 35 patients (79.5%) designated a proxy in case
they were unable to make a decision, and 27 caregiv-
ers (61.4%) identified themselves as a proxy. A pa-
tient’s spouse was most frequently named as a
proxy by patients and caregivers (55 and 41%, respec-
tively), followed by adult children (23 and 16%) and
siblings (2 and 2%). A total of 21 patient–caregiver
dyads reported a proxy appointment (47.7%); 16 dy-
ads agreed on proxy appointments, with spouses
named in 14 responses and adult children named in
the other two.

DISCUSSION

A shift away from meaningless and sometimes pain-
ful prolongation of life toward quality EoL care has
occurred in Korea over the past several decades, lead-
ing to enactment of legislation that acknowledges the

individual’s own wishes and self-determination (Na-
tional Law Information Center, 2016). Communica-
tion about EoL issues is crucial in this paradigm
shift, and ACP assists patients and families to pre-
pare for in-the-moment decision making (Sudore &
Fried, 2010; Lee et al., 2013; Mitchell et al., 2015).
Advance directives can also be useful in facilitating
ACP. In our descriptive exploratory study, the feasi-
bility of a culturally sensitive form of an AD (the
K–AD) was tested in clinical practice to determine
the extent to which the K–AD could be applicable
for patients with advanced cancers and their care-
givers.

Approximately one in two cancer patients and
their families who were approached about participat-
ing completed the K–AD. In a recent study conduct-
ed in Korea, cancer patients, family caregivers, and
oncologists strongly supported the formulation of
an AD, with the majority having a positive attitude
about its necessity (Keam et al., 2013). The specifics
of AD conversations were significantly different con-
cerning the right time for making such decisions,
with oncologists preferring the terminal stage while
other stakeholders stressed the importance of this
type of communication at earlier points in the course
of the disease process (Keam et al., 2013).

Our findings indicate that an AD could be applica-
ble to patients not yet in the terminal stage of their
cancer, but about half of our patients were reluctant
to complete an AD due to the difficulty involved in
making decisions about EoL care. On the other
hand, a lack of associated policy and system support
was a major barrier for professionals to using an AD
(Kim et al., 2013b). Other reasons included concerns
about frustration/hopelessness, withdrawal, or ceas-
ing chemotherapy after issuance of an AD. In another
study, 45% of 205 elderly persons with a chronic ill-
ness reported decisional uncertainty when they
made advance decisions about treatment preferences

Table 5. Preferences on the Korean Advance Directive (K–AD) among 42 patient–caregiver dyads

Caregivers Patient–caregiver concordance

Treatment options Patients
No
n (%)

Yes
n (%) Value of kappa (k) Value of p

CPR No, n (%) 27 (64.3%) 6 (14.3%) 0.43 0.004*
Yes, n (%) 3 (7.1%) 6 (14.3%)

Artificial ventilation No, n (%) 23 (54.8%) 10 (23.8%) 0.28 0.046*
Yes, n (%) 3 (7.1%) 6 (14.3%)

Tube feeding No, n (%) 23 (54.8%) 9 (21.4%) 0.018 0.909
Yes, n (%) 7 (16.7%) 3 (7.1%)

Hospice care No, n (%) 1 (2.4%) 7 (16.7%) 20.54 0.725
Yes, n (%) 6 (14.3%) 28 (66.7%)

CPR ¼ cardiopulmonary resuscitation. Bold numbers indicate favorable percentage for each EoL option.
* Significant agreement between patients and caregivers about end-of-life (EoL) treatment preferences (p , 0.05).
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(Sudore et al., 2010). Despite positive attitudes, the
considerable misunderstanding of ADs suggests a
need for strategic plans that overcome or consider
the perceived barriers to AD usage for all stakeholders
in EoL care. The ACP process with the K–AD as a
vehicle is encouraged for those with various cancers
during the early stages, with subsequent modification
or revocation of decisions allowed at any stage of the
process (Hong & Kim, 2013; American Cancer Society,
2015; Mitchell et al., 2015).

The statement of values is a unique feature of the
K–AD, something that is not included in most AD or
POLST documents, even though it is an essential
part of ACP (Thomas, 2011). People in Korea have
shown a strong preference for value statements re-
garding future EoL care (Kim et al., 2013a). In our
present study, more patients (n ¼ 38, 86.4%) than
caregivers (n ¼ 27, 61.4%) stated personal preferenc-
es about their EoL care, with both groups choosing
“comfort while dying” along with pain relief (52.7
vs. 55.6%, respectively). Among the 23 patient–care-
giver dyads providing value statements, the agree-
ment rate was 78.3% (18/23). Regardless of the
presence of a value statement or proxy appointment,
the high correspondence rates indicated that most
caregivers knew how patients would like to be treated
and were likely to respect the individual’s beliefs
about EoL care when decisions about future treat-
ment were not forthcoming.

There were conflicting values between patients and
caregivers in five cases (e.g., comfort care vs. aggres-
sive EoL medical treatment). Such conflicting values
are reasons for the need to document values and pri-
orities in a person’s life, particularly at a time of im-
pending death. There is great concern when a dying
person has not stated their EoL values and family
members ultimately are thus forced to make EoL
care decisions without clarity about a patient’s wish-
es. This situation is common in Korea, where EoL
care decisions are often made within a month of death
(Lee et al., 2013). A recent press release from a leading
hospital also indicated that families make the deci-
sions about LSTs in 83.1% cases within a week of
death, while only 0.6% of patients make their own
LST decisions (Seoul National University Hospital,
2013). Our findings further support the need for an in-
formed decisional process based on patient values and
treatment wishes, particularly when conflicts about
EoL care exist (Keam et al., 2013).

Among the four treatment directives in the K–AD,
both the patients and caregivers in our study strongly
advocated for hospice care, while fewer supported ag-
gressive treatments like CPR, artificial ventilation,
and tube feeding. Patient–caregiver dyadic prefer-
ences for treatment directives were significantly dif-
ferent, with more caregivers preferring aggressive

treatments like CPR and artificial ventilation. These
findings suggest the need for ACP that affords pa-
tients time to make their own treatment decisions
and communicate with significant others as early as
possible. Similar results have been obtained in past
studies (see Oh et al., 2004; Tang et al., 2005). Tang
et al. (2005) examined agreement about EoL treat-
ment decisions between 617 dyads of terminally ill
patients and their surrogates and found that they
were generally in agreement, with a kappa value
for minimal concordance of 0.29. Oh and colleagues
(2004) compared treatment choices in families with
advanced or terminal cancer patients and physi-
cians. They found that families more than physicians
supported more aggressive treatments (e.g., chemo-
therapy with new agents). Their concordance rate
was 42%, with modest levels of concordance observed
particularly for such aggressive treatments as artifi-
cial ventilation, new chemotherapy, and CPR.

Another concern regarding the use of treatment
directives in Korea is the tendency of family members
to wait to make EoL decisions until death is immi-
nent. Since the publication of Oh et al.’s work
(2004), where 14% of families with patients who
had advanced or terminal cancers consented to allow
patients access to participation in EoL care discus-
sions, EoL decision making has largely remained
the responsibility of caregivers and surrogates (Lee
et al., 2013; 2014). Korean patients admitted in a
near-terminal condition tended to rely on their care-
givers for such EoL decisions as resuscitation and AD
documentation (Lee et al., 2014). Korean surrogates,
primarily family members, also made such EoL med-
ical decisions as do not resuscitate, with 40.3% of sur-
rogate decision making occurring on behalf of 572 of
patients with advanced cancer (Lee et al., 2013).
Such EoL care decision making most often occurred
at the time of impending death (Lee et al., 2013;
Seoul National University Hospital, 2013). The inci-
dence of aggressive treatments for terminal cancer
patients has also remained high, resulting in delayed
decisions for withholding or withdrawal of chemo-
therapy and proper referral for hospice care, which
resulted in poor-quality EoL care (Choi et al., 2015).

Conflicts about EoL care decision making among
stakeholders often exist in the Korean clinical envi-
ronment. Patients frequently depend on family care-
givers for EoL medical care decisions, and they are
themselves even excluded from such discussions.
This situation is not desirable and calls for fewer dis-
crepancies with respect to decision making among
stakeholders. Heo (2008) reported that there is
some concern about EoL care decisions made by fam-
ily and physicians without consulting patients.
Healthcare professionals should understand the fam-
ily dynamics related to EoL care, consider the

EoL decisions in Korean cancer patient–caregiver dyads 83

https://doi.org/10.1017/S1478951516000808 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951516000808


primary caregiver’s decisions, and take account of
probable patient–caregiver decision conflicts about
EoL care (Sudore & Fried, 2010). Ongoing and open
EoL communication and decision making by patients
and family members are needed (Heyland et al.,
2010). Such mutual decisions will decrease the dis-
crepancies in EoL decision making through the active
involvement of the patient and should make it possi-
ble to make the best possible decisions about quality
of EoL care (Tang et al., 2005). To meet the need for
patient–family EoL communication and narrow the
gaps in EoL decision making, a context-oriented com-
munication algorithm has been developed by Koh
and colleagues (2015), where both patients and fam-
ilies are encouraged to participate in EoL decisions.

Another feature of the K–AD is the option to ap-
point a proxy. Our patients and their caregivers
most often designated a spouse as their proxy (55
and 41%, respectively), followed by descendants (23
vs. 16%, respectively). A higher percentage of pa-
tient–caregiver dyads whose proxy appointment
was their spouse was found in 14 of 16 (87.5%) dyads.

A study in a tertiary hospital in Korea recently
reported that virtually all LST decisions are made
by family members—descendant (48.4%), spouse
(43.3%), parent (2.6%), or other family member
(5.6%)—while very few (0.6%) cancer patients made
their own LST decisions (Seoul National University
Hospital, 2013). In our study, 79.5% of cancer pa-
tients designated as proxy an individual who would
make advance decisions that respected their own val-
ues when the time came.

In conclusion, a culturally sensitive form of the
advance directive (the K–AD), which is designed to fa-
cilitate ACP, seems applicable for half of our patient–
caregiver dyads. Patient–family caregiver discord-
ance on each feature of the K–AD was found to be mod-
est, which highlights a need for interventions to
narrow such discrepancies. Specifically, the most fre-
quently stated value of patient–caregiver dyads was
“comfort while drying.” In terms of treatment direc-
tives, more family members than patients advocated
foraggressive treatments, with CPR and artificial ven-
tilation showing mild to moderate concordance. Only
half of our dyads (21 of 44) appointed a proxy, with a
spouse being the most-often nominated.

LIMITATIONS OF THE STUDY

This study had several limitations. First, it is an ex-
ploratory study with a small sample of patient–care-
giver dyads. There were limited details about those
who declined to participate, and this information
could have offered considerably more insight into
planning population-specific approaches to help
these patients and their caregivers. Due to the small,

and possibly unrepresentative sample, generaliza-
tions to larger mixed groups of Koreans and those
faced with other life-threatening illnesses cannot be
made. Further studies to examine the use of ADs,
their documentation, and modifications are warrant-
ed. Additionally, concordance between patients and
caregivers, and in fact all stakeholders, is vital infor-
mation and should be the topic of future research.
These data might reveal communication barriers
that need to be addressed.

CONCLUSIONS

This exploratory study has shown evidence for the
need to support patients and their family caregivers
in discussing and planning for EoL care, and this
should include using the K–AD and modifying deci-
sions flexibly, as needed. One strategy is to foster on-
going EoL discussions as part of the ACP process
where all stakeholders are actively engaged and
where patients are given enough assistance to guide
their own decision-making process about future care.
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