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treatment

Interview: Providers’ perspectives on decisions of life-sustaining- ‘

treatment

Survey: Public knowledge, attitudes on decisions of life-sustaining- ‘

Literature Review: Law and Procedures of decisions of life-sustaining-
treatment in other jurisdictions

L

Draft of revision for “ACT ON DECISIONS ON LIFE-SUSTAINING TREATMENT” ‘

Professional consultation from
professional associations and ethicists

L

TREATMENT”

Final proposal of revision for “ACT ON DECISIONS ON LIFE-SUSTAINING

(Figure 1) Scheme of the proposal development.
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(Table 1) Sources of data for developing proposals

Rescources
Utilizing the results from the “2022 National Survey on
Public Opinion for Improving End-of-Life Culture through
the Life-Sustaining Treatment Decision-Making System”
conducted by the National Health Insurance in November
2022.
A focus group interview was conducted with groups
consisting of medical staff, including four practitioners from
tertiary hospitals and six from nursing and general hospitals,
who are responsible for managing life-sustaining treatment
at their respective institutions. These practitioners possess
an understanding of the system and practical experience in

Topics
Public awareness on the life-sustaining
treatment decision-making system

Experience of life-sustaining treatment
decision-making system workers

clinical settings, as well as experience in operating medical
institution ethics committees.

A survey on major issues related to the life-sustaining
treatment decision-making system was prepared and
conducted targeting member societies of the Korean
Academy of Medical Sciences (analysis of responses from 34

Expert group opinion survey on
life-sustaining treatment
decision-making system

societies).

The elements of the life-sustaining treatment decision-
making system were compared and analyzed with the laws
of Taiwan, the United States, Japan, the United Kingdom,
and Germany.

Review of legislations related to
life-sustaining treatment decisions

Development of proposal for the revision of Proposals were derived through consensus among the

the life-sustaining treatment
decision-making system

research team specializing in critical care medicine,
oncology, palliative care, medical ethics, and medical law.
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(Table 2) The key topics for the revisions of act on the decisions on life-sustaining treatment

The key topics for the revisions of act on the decisions on life-sustaining treatment

* Concepts and differentiation of terminal stage and end-of-life process

* Necessity of diagnosis of end-of-life process in the preparation of life-sustaining treatment plans

* Timing of the implementation of life-sustaining treatment decisions

* Procedures and participating medical professionals in determining the end-of-life process.

* Acceptance of the surrogate designation system

* Representativeness and legal capacity of family statements and the explicit intentions of the patient
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(Table 3) Review of the revision proposal for the life-sustaining treatment decision-making act

Proposal 1

Proposal 2

Definition

Concepts and differentiation  Eliminate the “end-of-life process”

of terminal stage and
end-of-life process

Condition for drafting “life-

sustaining treatment plan”

needed.

Implement the decision on
life-sustaining treatment
during the terminal stage.

terminal stage.

Decision-making based on
the family’s Intentions and

testimony. ethics committee.

Eliminate the category of ‘end-of-
life process” patients and unify them
with terminal patients to allow the
cessation of life-sustaining treatment.

Allow implementation during the

Establish new conditions for the
cessation of life-sustaining treatment
for terminal patients other than those
in the end-of-life process.

Maintain Current Law

There is no difference between the alternatives, and further discussion is

Permit implementation during the
terminal stage if the patient’s intention
can be confirmed or inferred; if the
intention is unknown, implement
during the dying process based on the
family’s intentions and testimony.

Review by one/two attending N/A
physicians or the medical institution’s
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Terminal Stage

NO
Advance Statement on LST

(ASLST)

Decisional DECiSiu!IaI
Capacity Capacity
Conseling Patient idence of Patiss
YES l——l NO Intention

Confirmed by Attending
Physician

Available

I it
o Family Members(
mare)

Mt fvailable

Unanimous:
Expression
Patient best interes
ASLST Preparation or Deciding L $T (withhold/
Verification of the Intention withdraw LST)

(Figure 2) Expected procedure for life-sustaining treatment termination decision according to proposal 1.

[ Confimmed by 2 physicians

Verification of the Intention
expressed in ASLST

ASLST Preparation or
Verfication of the Intention

g LST (withhold/
hdraw LST)

Terminal Stage

Expression of Patie
Intention

NO

Verify and Implement
“LST Plan”

Decisional
Verify ASLST ‘
l vEs NO
Capacity
Conseling Patient
ntention

Availzble
NO
Identical Statement of

Not Available

Family Members(2 more)

Patient best interest

LST Plan Preparation or
Verification of the Intention

Implentation when end—
offife process diagnosed

(Figure 3) Expected procedure for life-sustaining treatment termination decision according to proposal 2.

Confirmed by Attending

Confirmed by 2 physicia nsw

ASLST Preparation or
Verification of the Intention

Verification of the Intention
expressed in ASLST

Deciding LST (withhold/
withdraw LST)
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(Table 4) Survey results of member societies of the Korean academy of medical sciences

Questionnaire Response Responses (open quesionnaire)
Maintaining the current definition Maintain current  There is a suggestion to relax the scope and qualifications of
of “Terminal Patient’ in the current definition (32:2)  physicians diagnosing terminal patients: “It would be better if the

act on the decisions on life-sustaining
treatment:

determination of a terminal patient could be made by the judgment of
one physician.”

Allowing the advance care planning
to be established early by enabling
the creation and registration of a life-
sustaining treatment plan not limited
to the terminal stage:

Expansion (33:1)  The need for a more nuanced approach was mentioned: “In the case
of actual cancer patients, there is a perception that metastatic cancer
equals terminal stage, which can lead to inappropriate judgments by
patients or intervention by non-specialist physicians.”, “Decisions on
life-sustaining treatment should be possible as early as possible, and the

patient’s opinion is the most important.”

Allowing the implementation of life-
sustaining treatment decisions not

only during the dying process but also

in the terminal stage:

Expansion (29:5)  Concerns were raised about the implications of this change,
given that most decisions are currently made by family surrogates
during the dying process: “I agree with expanding the process of
life-sustaining treatment termination from the dying process to the
terminal stage. However, it seems difficult to distinguish between
‘unanimous statements of at least two family members” and ‘family
consensus’ in clinical practice because families often come to an
agreement and present a unanimous statement. This point needs

careful consideration.”

Allowing the decision and
implementation of life-sustaining
treatment termination based on the
consensus of all family members
when the patient’s wishes cannot be
confirmed due to medical condition,
even during the terminal stage:

Approval (26:8)  Concerns were raised about the implications of this change, given
that most decisions are currently made by family surrogates during
the end-of-life process: “Considering the intent of the law to respect
self-determination, it is premature to expand to cases where the
patient’s own wishes cannot be confirmed. Particularly for non-cancer
diseases, there may be confusion during life-sustaining treatment
termination, so even if expanded, a phased approach is necessary.
Furthermore, if family decisions are made for socioeconomic reasons,
the original intent of prioritizing the patients best interest could be
undermined.”

Other opinions:

Reflecting clinical characteristics:

“There should be a separate guide for pediatric and adolescent patients. It is unclear what
process they should follow according to the above guide. It would be good to provide clear
guidelines for pediatric and adolescent processes in the amendment and seek the opinion of
the academic community again.”

Proposal regarding the legal representative system:

“In the clinical field, the clause requiring consensus from all family members is unrealistic
and burdensome for both medical staff and grieving families. Additionally, there are many
cases where individuals listed as family members are not in actual contact. In such cases, it is
often impossible to achieve a family consensus. Given the limitations of including all social
scenarios in the legal text, it is currently stated that surrogate decisions in Article 18 of the
Act on the Decisions on Life-Sustaining Treatment are limited to minors. Therefore, I believe
it is necessary to designate a legal representative chosen by the patient. Allowing a patient to
designate someone to make decisions on their behalf while they are cognitively intact aligns
with the intent of the Act to respect self-determination.”

Expansion of care provision:

“It is important to enhance care for terminal patients through the expansion of hospice
specialist staff and educational facilities. Ultimately, improving the quality of life for patients
at the ‘terminal’ stage is a critical goal."
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Amendment Proposals for the Act on Decisions on Life-Sustaining
Treatment to Improve End-of-Life Care

LEE Ilhak', PARK Hyoung—Wookz, KOH Youn-suck’, KIM Dae Kyun4, KIM Min Sun’,
KIM Sangheeé, KIM Claire ]unga7, KIM Cho Hee®, MOON Jae Youngg, BAIK Sujinw,
SEO Seyoung'', SONG In Gyu", YOO Sang Ho'’, YOO Shin Hye', LEE Yoo Jeong”’, CHOI Wonho'®

Abstract

The Act on Hospice and Palliative Care and Decisions on Life-Sustaining Treatment for Patients at the End of Life
(ELDA) was passed by the Korean National Assembly in 2016 and came into effect in 2018. Although the stated
purpose of the act is to uphold patient autonomy and dignity in the context of end-of-life (EOL) care, its utilization
remains low, with only some 40% of EOL decisions reflecting patients’ direct opinions. This study aims to pinpoint
areas for enhancing ELDA by comparing it with similar systems in other countries and gathering expert opinions.
To achieve this, we reviewed ELDA, compared it with EOL care systems in Taiwan, Japan, the UK, the US, and
Germany, and surveyed Korean medical experts to collect their thoughts on how ELDA might be improved. On this
basis, we make several recommendations, including broadening the scope of ELDA, bolstering the role of advance
directives, and providing education for healthcare professionals. These recommendations are expected to increase the
utilization rate of ELDA and enhance the quality of EOL care in South Korea.
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