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Abstract
Purpose: This study attempts to clarify the difficulties faced by healthcare professionals in South

Korea in making and implementing Life-Sustaining Treatment (LST) decisions for vulnerable pa-

tients who lack legally competent proxy decision-makers.

Materials and Methods: First, a keyword analysis was performed on the official responses of the
National Health Agency of Korea to 750 questions from healthcare workers. Second, a survey
probing the difficulties that healthcare professionals face in making LST decisions was adminis-

tered to the ethics committee members of 246 medical institutions.

Results: From the keyword analysis, 139 keywords were categorized into ten subcategories. The
survey had a 32.5% response rate, and of the respondents, 41.98% faced difficulties in making de-
cisions for unrepresented patients because of the absence of family members or due to inadequate
evidence. Among these patients, 82.35% did not have decision-making ability at the time of need

and 85.29% had no family members to consult with.

Conclusion: Four categories of “unbefriended” patients were identified in this study. Additionally,

S0 20213 33 4, MAIY: 20213 38 4Y, AR Y: 2021H 53 24Y
* This work was supported by the Korea National Institute for Bioethics Policy (KoNIBP), funded by the
Ministry of Health & Welfare, Republic of Korea(grant number: KoNIBP-MCLST-2019004).

#* This work was supported by the Global Research Network program through the Ministry of Education of the
Republic of Korea and the National Research Foundation of Korea(NRF-2017S1A2A2040014).

Corresponding author: LEE Tlhak. Yonsei University College of Medicine. e-mail: arete2@yuhs.ac

1 Post-Doc, Division of Medical Law & Ethics, Department of Medical Humanities and Social Sciences, Yonsei
University College of Medicine. ORCID: https://orcid.org/0000-0002-6531-8752

2 Master Course in the Graduate School of Public health, Yonsei University. ORCID: https://orcid.org/0000-0003-
0544-9598

3 Associate Professor, Division of Medical Law & Ethics, Department of Medical Humanities and Social Sciences,

Yonsei University College of Medicine, Asian Institute for Bioethics and Health Law. ORCID: https://orcid.org/
0000-0001-9408-5284

271



r

=oER2[et2|X| M24H H3=(SH M68%): 20214 9

in uncovering evidence on how LST decisions are implemented and creating a category of “unbe-

friended patients,” this study underscores the need to expand the scope of legal proxies under the

LST Decisions Act.
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proxy, clinical ethics, decision making, end-of-life decision, Life-Sustaining Treatment Decision

Act

I. Introduction

The “Act on Decisions on Life-Sustaining
Treatment for Patients in Hospice and Pallia-
tive Care or at the End of Life” (hereafter, the
LSTD Act) was legislated in South Korea in
2016 with the goal of “protecting the dignity
and value of human beings by assuring the
best interests of the patients and by respecting
their self-determination (Article 1).[1]” In this
article, the “life-sustaining-treatment decision
system” (hereafter, the LST decision system)
refers to the general support for patients and
healthcare professionals, including clinical
decision-making processes as well as human
resources. This system aims to improve the
quality of care for patients with terminal ill-
nesses through hospice-palliative care, solve
the confusion around withdrawing/withhold-
ing futile treatment, and finally, establish the
basis for patients to exercise self-determina-
tion[2,3]. According to a national report, the
monthly utilization of this system gradually
increased from 1,380 cases in February 2018
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to 4,302 cases in April 2020, following the
enforcement of this Act[4].

The LST decision system provides the
authority to refuse or request the halting of
medically inappropriate treatment, with ap-
propriateness determined by two factors: the
expected effectiveness of the treatment based
on the patient’s condition and the patient’s
expressed preference (Article 15). Patients can
express their LST preferences with an “advance
statement on life-sustaining treatment (usually
referred to as an advance directive),” a verbal
statement, or a “life-sustaining treatment
plan (medical order written by the physician
in charge)” with the expectation that their
expressed preferences will be respected. The
Act recognizes presumed will, as witnessed
by family members, and substitutes decisions
made in the best interest as agreed upon by all
family members. Currently, 70% of LST de-
cisions are made by families via presumed will
or substitution.

The trend toward the majority of LST de-
cisions being made by the family, not by the
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patients themselves, poses another problem
for healthcare professionals when there are no
legally competent individuals to make LST
decisions[5], as is often the case for homeless
people, orphaned minors, and older people
living alone. Healthcare providers tend to
avoid making LST decisions for these groups
due to liability issues, ethical difficulties, and
administrative reasons[6]. This tendency may
lead to the infringement of the right to self-deter-
mination and even the right to treatment[7.8,9].
Therefore, it is necessary to estimate the
occurrences and resolution of LST decision
issues in medical practice to understand the
considerations of healthcare professionals in
the LST decision-making process for vulner-
able groups by gathering and analyzing their

experiences related to LST decisions.

I1. Materials and Methods

The National Agency manages the LSTD Act
for Management of Life-sustaining Treatment,
which controls the decision-making and im-
plementation of LST. Since the start of the
LST decision system, the National Agency
has been receiving questions on LST decisions
from the general public and medical workers,
including the Institution Ethics Committee
(hereafter, IEC) staff members. The National
Agency responds to these questions through
the question-and-answer (Q&A) board of the
National Agency’s website and the Open API

system[10]. Through these platforms, health-
care professionals obtain authoritative answers
to issues in LST decisions of which they were
uncertain. The questions reflect the legal con-
siderations that healthcare professionals must
consider. As of October 2019, under the law,
326 questions were registered on the Q&A
board, and 434 queries on the open API, re-
sulting in a total of 750 questions.

This study aims to understand the issues
and their nature when LST decisions are
made for individuals without family members
to witness or substitute these decisions. The
study is summarized in <Figure 1>.

In step 1, questions from the general pub-
lic (326 from the general Q&A board of the
National Agency’s website, 434 from IEC
staff members) that requested authoritative
interpretations of the law from the National
Agency were gathered and analyzed to extract
the themes of the survey. In step 2, the survey
was administered to all institutional ethics
committee staff members (81/246 responses)
to gather and analyze the cases they had per-

sonally experienced.

1. Keyword Analysis

A keyword analysis was performed to identify
the major issues related to LST decisions for
unbefriended patients, as mentioned in pre-
vious studies, and verify whether such issues
occur in clinical situations.

To minimize the research bias, two re-
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(Figure 1) Study flowchart
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searchers read all the collected questions and
extracted up to five main keywords for each
question. In this process, they analyzed all of
the questions, compared the results of their
analysis, and reached a consensus by discuss-
ing the differences between their results. The
extracted keywords were listed in the order of

frequency of appearance, and those with simi-
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lar keyword characteristics were categorized by

grouping.
2. Survey
To collect and categorize specific cases of

life-sustaining care decisions identified

through the question-and-answer analysis,
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a survey was conducted to gather healthcare
workers’ experiences on life-sustaining treat-
ment decisions. The survey was administered
to 246 medical institutions (as of December
4, 2019), specifically with the institutional
ethics committees installed to enable the im-
plementation of decisions, such as suspension
of life-sustaining treatment[11].

The survey was conducted online after ap-
proval from the Institutional Review Board in
the medical institution to which the research-
ers belong (approval number: Y-2019-0159).
The survey period was from December 4 to
15, 2019, and the subjects were all employees
of medical institution ethics committees. The
questionnaire comprised a mixture of open
and closed question types, depending on the
content, and asked whether respondents had
ever suffered difficulties due to an LST de-
cision because there was no family member
to consult or the patient had left no explicit
instructions regarding preference. The re-
spondents comprised administrative staff or
members of the institutional ethics commit-
tee, and only one person per institution was
guided to respond to the questionnaire. The
questionnaire asked about the characteristics
of the medical institution (location, number
of beds, type), the status of the commit-
tee’s activities (hosting meetings, providing
counseling), the experience of making life-sus-
taining care decisions for the elderly (having
related experiences and case descriptions), and

the need for policies.

I1I. Results
1. Keyword Analysis

From the questions section, a total of 139
keywords were identified, among which an
advanced statement on LST (5.61%), im-
plementation report (5.20%), certificates
of family relations (4.58%), and end-of-life
process diagnosis documentation (4.13%)
frequently appeared. This demonstrates
the need for legal interpretation during
decision-making and preparation of legal
documents. In particular, questions related to
family witnessing and surrogate decision-mak-
ing [e.g., family’s unanimous expression of
agreement (4.01%), identical statement of
witness (3.44%), and scope of family eli-
gible to express (2.95%)] demonstrate the
complicated nature of family involvement in
decision-making. Other frequent keywords
were competence (1.84%), minors, referring
to persons under the age of 19 (1.80%), un-
conscious patients (1.72%), and foreigners
(1.72%).

We categorized the 139 keywords into
ten subcategories according to their contents:
decision-maker, legal documents, LST de-
cision-making process, healthcare facilities/
medical practice, certificates, other facilities,
related law, institutional ethics commit-
tees, advance statement registering agency,
and brain death. In these categories, the

decision-maker category includes the most
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keywords: family expression of agreement,
family witness, terminal patient, deci-
sion-making capacity, minors, unconscious
patient, and foreigner. This category also in-
cludes keywords such as minors, unconscious
patient, foreigner, nationality, and person
without identifiable/authoritative family mem-
ber, legal representative, custodian, and order
of decision power. These keywords demon-
strate that identifying the decision-maker
poses difficulties to healthcare providers.

In the “legal document” category, the LST

plan document, advance statement on LST,

(Table 1) Results of keyword analysis

=oER2[et2|X| M24H H3=(SH HM68%): 2021H 9

and documentation on verification of advance
statements appear. Keywords such as the
power of the document and voice recording
related to the legal power of documents also
appear. In the “LST decision-making process”
category, documents on the implementation
of decisions, diagnosis of end-of-life process,
withholding, registration, withdrawing, and
revocation appear. In the “healthcare institute/
medical practice” category, artificial ventilator,
fee, physician-in-charge, cardiopulmonary re-
suscitation, and the emergency room appear;

the results are summarized in <Table 1>.

No. Category (No. keywords) Main keywords Appearance
Family expression of agreement, family
1 Decision-maker (26) w1tn§ss, terminal patient, dec151on—'mak1ng 587 | (24.02%)
capacity, underage person, unconscious pa-
tient, foreigner
Advance Statement on LST, LST Plan Doc-
2 Legal documents (18) ument, Preservation of Records, LST Data | 545 |(22.30%)
System, power of document, voice recording
Documenting implementation report,
3 Decision-making process (22) certificate of end of life process diagnosis, | 459 | (18.78%)
withdrawing, withholding, revocation
Lo . . Artificial ventilator, fee, physician-in-charge,
4 |Healthcare institutes/medical practice (24) . . 313 |(12.81%)
cardiopulmonary resuscitation
. Family relations certificate, resident regis-
5 Certificate document (23) ) 253 1(10.35%)
tration number
6 Other healthcare institutions (7) Transfer, faaht.les WlthOL.lt institutional eth- 14| (4.66%)
ics committee
7 | Institutional Ethics Committee (4) Institutional ethics committee 104 | (4.26%)
8 Related laws (10) Punishment 58 | (2.37%)
9 | Advance statement registration agency (3) - 6| (0.25%)
10 Brain death (2) - 51 (0.2%)
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2. Survey

There were 81 responses (32.5% response
rate) to the survey, with a high proportion of
respondents from Seoul (23.75%), Gyeonggi
(17.50%), and Incheon (12.5%). Regarding
the size of the medical institutions, the largest
proportion had 500 to 999 beds (40.74%),
and general hospital workers were the most
common respondents (46.91%). More than
half of the medical institutions had estab-
lished institutional ethics committees in 2018
when the Life-Sustaining Treatment Decision
Act was enforced (64.20%). After establishing
the ethics committees, an average of 3.06 (SD
4.48) institutional ethics committee meetings
were held to deliberate and discuss LST de-
cisions and other ethical issues. The average
number of counseling sessions regarding LST

issues with patients, family members of pa-

tients, and clinical staff in the last two years
was 248.70.

A total of 41.98% of the respondents
responded “yes” to the questionnaire item
regarding whether there was any difficulty in
making decisions for incompetent patients
because their families were not available, or
the evidence was insufficient or lacking. Addi-
tional questionnaire items were administered
to respondents who answered “yes” to this
item, and 82.35% said they did not have the
decision-making ability when they needed to
make a decision, while 85.29% also had no
family to consult. In 61.76% of cases, end-
of-life judgment was made on behalf of the
patient, but in most cases, even when the
judgment and form were filled out, the im-
plementation report was not reported to the
National Agency. The survey results are sum-

marized in <Table 2>.

(Table 2) Survey results
Difficulties No. Percent (%)
Yes 6 17.65
Patient’s Competence
No 28 82.35
Yes 5 14.71
Availability of Family for Consultation
No 29 85.29
Yes 21 61.76
Existence of Diagnosis of End-of-life stage
No 13 38.24
Yes 3 8.82
Report to Agency
P 8 No 31 91.18
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IV. Discussion

This is the first study to be conducted based
on questions received from an official gov-
ernment platform and a subsequent survey
to understand healthcare institutions’ experi-
ences related to LST decision-making(12,13].
The questions were related to the difficult de-
cisions that healthcare institutions must make
and represented the problems that lie outside
the current legal system[14,15].

The purpose of advance care planning, or
advance directives, is to guarantee that the
patient’s autonomous decisions be respected
when they are at the end-of-life stage. In many
cases, the family executes a power of attorney
as witnesses or as substitute decision-mak-
ers[16]. Under the current legal system, the
patient’s best interest is protected under the
following conditions. First, a medical judge-
ment on the end-of-life must be made in
advance. This medical judgement means that
treatment aimed at recovery may no longer be
effective. Second, patients with prior medical
judgement may be protected in their best in-
terests by (1) the patients explicit expression
of LST preference, (2) a presumed decision
based on the [legal] family as a witness, and
(3) a substitute decision made by unanimous
agreement. Our study demonstrated that
41.98% of healthcare institutions experienced
issues related to patients with no records of
an LST decision. These issues, related to these

un-represented patients, are the areas that re-
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quire systematic improvement.

As illustrated in <Table 1>, the most fre-
quent category was “decision-makers,” with
keywords related to decisions. We found
questions related to difficulties due to the
lack of evidence for groups such as minors
and foreigners. We also identified areas that
the current law does not address, such as legal
custodianship. Likewise, healthcare providers
faced difficulties related to the administration
of legal documents, particularly with regard to
administrative processing. The collection peri-
od of the questions was during the early stages
of the system’s implementation, and these
difficulties were caused by a lack of under-
standing of the system, which were gradually
addressed through education and experiences

In the survey, 41.98% of respondents
reported difficulties in decision-making for
patients without evidence of preferences or
proxy decision-makers. In these situations, the
healthcare institutions attempted to comply
with the requirements of the LSTD Act but
had to finalize the situation without reporting
the decision to the Agency, and these patients
received medical assistance until their death.
However, there were difficult cases when
the patient was competent or the family was
contactable. These were related to conflict be-
tween family members or a lack of legal status
for the proxy decision-makers.

Situations where the proxy was available
but unable or unwilling to exercise their

power of attorney, were the most concerning.
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Patients in this condition were referred to as
“adult orphans,” “unbefriended,” or “unrep-
resented,” and were defined as “incompetent
and without a proxy to decide for him/herself.
[17]” We can classify these “unbefriended pa-

tients” in the South Korean legal system as

illustrated in <Table 3> below.

The multidisciplinary institutional ethics
committee can substitute for the treatment
decision-maker role[18], but this does not re-

solve the problem([19].

(Table 3) Classification of “unbefriended patients” in the South Korean legal system

1) Absence of proxy: patients with no family or foster children

2) No legally recognized family member accessible.

3) Patients with a family who are available but who cannot be contacted for consultation.

4) Patients with family members who are available but are unwilling to serve as a proxy.

1. Absence of proxy: patients with no
family or foster children

According to the Act on Funeral Services,
Etc. in Korea, an unrelated person is a person
who does not have a spouse, direct descen-
dants, or siblings. In South Korea, this could
be a religious person, an older person living
alone, or a homeless person with no family
members (hereafter referred to as unrelated
persons) to represent them. In the cases col-
lected in the survey, such patients had not
documented their intention to discontinue
life-sustaining treatment and did not have
any family to make this decision; therefore,
the unrelated persons eventually died after
receiving life-sustaining treatments, including

cardiopulmonary resuscitation. Some of these

had revealed their intentions to acquaintances
whom they visited and who were the guard-
ians of the patient. As these acquaintances
had been communicating with the patient
for a long period, they knew the patient’s
preferences better than anyone else. Howev-
er, while this proximity had allowed them to
attain sufficient statements of will, they were
not recognized as legal representatives of the
patient and could not, therefore, make the
decision. For these cases, the medical staff felt
pressurized to continue providing life-sustain-
ing treatment even though informed through
the guardians of the patient’s wishes. This
meant that, in most cases, they were unable to
stop life-sustaining treatments. Therefore, the
respondents who had had this experience em-

phasized the necessity for an attorney system
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or ethics committee to facilitate the withdraw-
al of life-sustaining treatments.

The scope of unrelated persons in-
cludes minors who live in child protection
consignment facilities. They do not have
lineal ancestors who can exercise proxy deci-
sion-maker roles, so they do not have the right
to decide to stop life-sustaining treatment.
In the cases collected through the survey,
many related to the life-sustaining treatment
decisions of minors. Most facility managers’
requests to stop life-sustaining treatment are

not granted.

2. No legally recognized family mem-
ber accessible

There were cases in which the patient had
a common-law spouse or a direct family
member who was not registered in the family
register. Despite maintaining a strong relation-
ship with the patient during their lifetime and
understanding the patients intentions better
than anyone else, such persons do not have
the authority to stop life-sustaining treatment
because they cannot be legally recognized as
a family member. In this situation, there are
no legally stipulated family members such as
immediate family members or siblings, but
relatives such as cousins or nephews have
served as long-term main guardians and have
borne witness to the patient’s intention during
their lifetime; however, there are many cases

in which this cannot be applied[20].
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If the patient who could not discuss the
life-sustaining plan due to unconsciousness
was a foreigner living alone in South Korea,
healthcare providers had difficulties proving
family relations. In such a case, to stop the
patient’s life-sustaining treatment, a person in
charge of the healthcare institution must visit
the foreigner’s embassy to prove the patient’s
relationship with the family in the home
country. There is also a need to contact that
family to obtain a certificate reflecting that re-
lationship and their consent to stop the LST.
As this process takes a considerable amount
of time, the patient’s life-sustaining treatment

also continues for a long time[21].

3. Patients with a family who are
available but who cannot be con-
tacted for consultation

In the process of withdrawing or withholding
life-sustaining treatment by family agree-
ment, there are cases where direct relatives,
subordinates, or some of the siblings cannot
be contacted for decision-making. In the
LSTD Act, the family member’s agreement
is excluded only if the person is missing or
unconscious. Therefore, if there is a family
member who has lost contact, it is difficult
to decide whether to suspend the patient’s
life-sustaining treatment or not[22]. For ex-
ample, if a family member has been out of
contact for a long time simply due to family

discord or personal circumstances, the deci-
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sion to stop life-sustaining treatment might
be delayed. To find the patient’s relevant fam-
ily member in such a situation, other family
members may have to discover their where-
abouts or the hospital staff might have to
locate such a family member; this significantly
delays the consent process, and the patient has
no choice but to continue meaningless treat-

ment.

4. Patients with family members who
are available but are not willing to
serve as a proxy

As described above, when there is a decision
to withhold/withdraw LST through a family
agreement, some families refuse to make the
decision for personal reasons. In particular,
family members who have not met for a long
time due to family discord such as separation
or divorce are representative of such cases.
However, it is not sufficient to suddenly rec-
ognize the critical condition of the patient,
and such a person may feel greatly burdened
by the fact that the patient will die as a result
of their decision and will therefore refuse to
make the decision. Buchanan and Brock ar-
gued that family members usually understand
the patient’s personal interests, values, and
preferences best, and also care the most for the
patient’s well-being; therefore, family mem-
bers can be the proxy decision-makers[23].
However, as described above, in the case of a

family who cannot fulfill the criteria to make

a decision on behalf of the patient due to their
lack of information on the patient’s person-
al history, it is difficult to say whether they
would act in the best interests of the patient.

The United States’ Patient Self-Determi-
nation Act (1990) allows the appointment of
a continuous medical representative through
advanced medical directives. These are persons
who have been legally granted the authority
to make medical decisions on behalf of the
patient[24,25]. These persons, in most cases,
are family members, but not always. In Ger-
many, through the “Third Amendment to the
Act on Adult Guardianship (Drittes Gesetz
zur Anderung des Betreuungsrechts),” medical
treatment through a guardian is possible. The
guardian is a person designated by the patient,
even if they are not a family member[26].

The category of patients who cannot make
decisions is similarly described in existing
studies, but some differences can be attribut-
ed to the proxy system that exists in overseas
legal systems but not in the domestic LSTD
Act. Pope’s study on “Legal Unbefriended
Patient” or “Unbefriended Patient without
treatment decision authority” corresponds to
the “unrelated persons” including “non-legal
family” and minors among the categories of
this study. However, there are differences in
content in the case of “unrelated persons” and
“disconnected families,” which correspond
most closely to the scope of “permanent un-
befriended patient.” Pope’s study included

patients whose agent refused to make deci-
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sions, whereas the “disconnected family” of
this study deals with cases of a family’s refusal
to make decisions. Also, in the case of the “ex-
istence of a family outside the law,” there is no
corresponding category because the domestic
LSTD Act does not have an agent system.

The restricted scope of a legal proxy in the
LSTD Act has resulted in difficulties in de-
termining and implementing life-sustaining
treatment decisions. This is a barrier that pre-
vents the patient’s self-determination and best
interests from being guaranteed. According to
the ruling in the grandma Kim case of Sever-
ance, which served as the legislative basis for
the life-sustaining treatment decision system,
the continuation of meaningless life-sustain-
ing treatment was seen as an infringement of
basic rights based on the right to pursue digni-
ty, value, and happiness as a human being[27].
It is necessary to prepare a life-sustaining
treatment decision procedure for patients who
cannot make decisions due to lack of family
or evidence to ensure the dignity of patients’

death and equity of care at the end of their
life.

V. Conclusion

This study confirmed the difficulties in the
clinical field in the life-sustaining treatment
decision process of patients who cannot make
a decision because there is no family or evi-

dence and has proposed a countermeasure. To
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this end, in this study, a question-and-answer
analysis and questionnaire surveys of the Na-
tional Agency were conducted to determine
the problems in the life-sustaining treatment
of patients who could not make decisions
due to lack of evidence or family members as
prescribed by law. As a limitation, the results
cannot be generalized as the survey response
rate was from less than half of the healthcare
institutions established by the Medical Institu-
tion Ethics Committee. However, the results
are still effective as this is the first research
that has empirically analyzed the limitation
problem of a legal proxy, which has been
criticized since the enactment of the LSTD
Act. Additionally, by creating a category of
“unbefriended patients in Korea” and com-
paring them with the existing international
literature, the problems of the domestic sys-
tem have been reconfirmed. This study can
be expected to improve the quality of care for
more terminally ill patients by identifying the
blind spots of the law and presenting a proxy
system as a measure to fill this gap. However,
the proxy system presented in this study is
only one supplementary alternative consid-
ering the legal purpose enacted to reflect the
patient’s own intention. Therefore, in order to
truly realize the purpose of the LST system,
advanced research on influencing factors and
countermeasures should be given priority so
that patients can express their intentions in a

timely manner.©
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2 a9t ?'{HH FoARZgHl st APARITES 2 WEl7] ol EA=o &
TEH, YIRS de AuET O HAE AUTFe2ZN HAARA AL AHeke o
= B sk Ao 5a& 7 g & dFlAE 4 drr|RY BAduAsAE] SHAY
Suge)7| o] Aozt Ye= A5t 7|9ER 24t eH, 57| H wE e 43 &
U gl A2 2 AN ofEe A2 Bl tit dERAE AREAT 1 A =
A=z H27| 8 A o= 3Rt 719E 24 M= 139709 719Ee} 10709 WS
€ T3 B A2 Ay SHA T 41.98%7F AEARZYH 18%0A AATH YAt
} 84S F5Y e AR Yot oS A2 F¥0l deE SHAAH. o] S ¢
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2t A B A2 {2 BRAE AASHAT.
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