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In a 2023 survey, 46.9% of the public and 77.2% of physicians disagreed that Korean people
can die with dignity, citing the administration of life-sustaining treatment (LST) against
patients’ wishes as the main reason in one-third of both groups,! which is consistent with the
results of the previous studies in Korea.23 Almost six years have elapsed since the enactment
of “the Act on Hospice and Palliative Care and Decisions on Life-Sustaining Treatment for
Patients at the End of Life” (LST Decisions Act) in 2018. Despite the remarkable development
of medicine in Korea, people could not expect to have access to quality end-of-life (EoL) care.
We will discuss this issue within the legal framework represented by the LST Decisions Act as
the one of the major determinants for the EoL care pathway.4

Notably, EoL care requires an approach that is different from other medical care.57 In the
early stages of a life-threatening illness, a patient and healthcare providers strive to cure or
prolong life, sometimes using high-risk interventions. However, as the disease becomes
incurable, treatment benefits diminish, leading to additional burdens from treatment itself,
especially at the EoL. As care goals shift to minimizing suffering and maximizing comfort,
the judicious avoidance of “futile” or “disproportionate” treatments becomes essential even if
highly advanced interventions are available.8 Respecting a patient’s EoL preferences becomes
critical, as care needs vary with declining physical ability and the irreplaceable nature of

this final phase. Also, terminal patients must have access to proper comfort care to reduce
physical and mental suffering. Thus, the right to refuse burdensome treatments according to
a patient’s wishes and palliative care (PC) access at the EoL are critical.

To ensure them, many countries have their own legal frameworks and EoL care system,
which have been implemented in Korea through the LST Decisions Act.? The Act aims to
protect human dignity and values by ensuring patients’ best interests and respecting their
self-determination.10 It encompasses two key frameworks: the LST decision-making process
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and PC provision.!1 Despite disagreements on consolidating these frameworks,12 it reflects
a social consensus that both are essential for preserving patient dignity and values. It has
changed prevailing landscape of EoL care in Korea, allowing for avoiding LST following a
patient’s wishes and promoting nationwide PC.1315 However, critical issues within the Act
may still pose potential limitations to the right to optimal EoL care.

Restriction of the Right to Refuse Unwanted and
Burdensome Treatments

Self-determination is a fundamental ethical principle in health care referring to a patient’s
right to accept or reject medical recommendations as an “informed consent”.16 In Korea, this
principle stems from the right to human dignity and the pursuit of happiness, as outlined

in Article 10 of the Constitution as mentioned in the Supreme Court’s Judgment for the
Severance Hospital case.1” The LST Decisions Act marks a crucial step in acknowledging this
constitutional right to self-determination in a medical context for the first time in Korea,

and significant changes in respecting patient autonomy have been demonstrated after its
enactment.18

It is reasonable to expect self-determination to extend to all individuals at the EoL unless

a sensitive exception exists. Although such an exception should be carefully balanced with
the right, the Act restricts it extensively regarding timing and intervention type. Forgoing
LST is allowed only during the “dying process,” distinct from the “terminal phase.”12
Originally intended as safeguards,!! these restrictions narrow the window for patients to
make decisions and they cannot benefit by avoiding disproportionate treatments. With

the estimation of EoL patients that followed the process required by the Act only as 20—
25%,9 several studies found that the use of intensive care unit hospitalization, ventilator,
and cardiopulmonary resuscitation did not differ after legalization, suggesting that this
restriction may lead to potential delays in avoiding LST.19-21 It may be an excessive violation
of the rights of EoL patients who have not been judged as being actively dying despite the
burden of treatment and goal of care at the terminal phase are not significantly different
compared to the dying phase. Moreover, when a patient has a non-cancerous condition, such
as organ failure or dementia, these limitations are more pronounced, as distinguishing the
dying phase from the terminal phase is challenging.?2

Furthermore, the Act permits a patient’s refusal of specific medical interventions (e.g.,
cardiopulmonary resuscitation, hemodialysis, anticancer chemotherapy, ventilator,
transfusion, extracorporeal membrane oxygenation and vasopressors), excludes other therapeutic
options like artificial feeding or antibiotics, and stipulates that nutrition and hydration
should not be discontinued, ostensibly to uphold the right to life.12 Consequently, it is
difficult to decide on these interventions according to a patient’s wishes or a specific benefit/
risk analysis. This approach poses challenges especially in advanced dementia and persistent
vegetative states, where a patient is unable to decide if their wishes and preferences can be
assumed. Thus, a significant gap exists between patient autonomy and the current legal
constraints. Moreover, as the family structures have changed and single-person household
numbers have surged,?3 the limitation of allowing only immediate family members to be
surrogate decision makers no longer consistently reflects a patient’s will in cases of estranged
or conflicting family relationship.
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Limited Access to PC Based on Disease Type

The Act also provides the legal framework for hospice-PC,11 which is defined as the
comprehensive evaluation and provision of care in the physical, psychosocial, and spiritual
domains, including symptom relief, for patients diagnosed with terminal diseases and their
families.12 Patients can express their willingness for PC and refuse LST through a LST plan.12
Consequently, PC is gaining national prominence as a mandated service for terminally ill
patients, accompanied by establishing a service system.

However, the legal scope of PC is currently limited to specific five diseases namely cancer,
human immunodeficiency virus infection, chronic obstructive pulmonary disease, chronic
liver failure, and chronic respiratory failure, with the potential for expansion through sub-
regulatory changes.12 Despite the legislation, only around 10% of patients with terminal
illnesses in 2022 received PC in Korea.24 Service utilization still focuses on patients with
cancer, as was true of over 99% in 19,228 people who registered hospice in 2021. Yet, only
23.2% of cancer patients accessed PC before death, with a gradual increase for the last
decades.!> A number of PC beds increased only slightly after legalization (1,461 in 2017; 1,601
beds in 2022) far from the 2,500 beds estimated to be required by the European Association
for Palliative Care’s standards.25 Consequently, a considerable number of Koreans do not
have equal access to PC, with only a fortunate few receiving it before death.

Globally, PC is recognized as a medical service that alleviates suffering and enhances the quality
of life for patients and families dealing with life-threatening illnesses.26 The World Health
Organization states that various conditions necessitate PC, encompassing cardiovascular
diseases, cancer, chronic respiratory diseases, acquired immune deficiency syndrome, diabetes,
kidney failure, chronic liver disease, rheumatoid arthritis, neurological disease, dementia, and
children with congenital anomalies and genetic conditions, especially in the neonatal period.26
Accordingly, many countries provide access to PC for patients with serious illnesses regardless
of disease type27-39; still, PC provision for non-cancer patients remains limited,3! with an
example being that only 15.2% of specialized PC facilities have admitted them in Japan.32
Therefore, global approach in recent years has been to reduce access barriers and extend it to
individuals with serious health-related suffering across all ages.33,34 However, Korean patients
with cardiovascular disease and dementia, now major causes of death,35 and other serious
illnesses are not eligible for PC under the Act. The takeaway here is that Korea could gradually
extend PC according to symptom burden and care resources for all those who need it.

Conclusion: Ensuring the Right to Quality EoL Care for
Everyone in Korea

According to Huffman and Harmer, EoL is “a stage in the process of living, which all

people will eventually face,” marking its uniqueness and irreplaceability.36 Despite some
improvements in the respect to patient autonomy and the PC system, the LST Decisions
Act still substantially restricts patient rights to have quality EoL care and a good death. The
current legal framework should be revised to respect patients’ wishes and values across

the continuum of care and facilitate sensitive medical decision-making to accommodate
complexities in individual EoL scenarios. A revised framework should allow EoL patients to
make decisions through patient-doctor communication with removing the criteria of “dying
process” and to choose their proxy decision-maker.
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It is time to advance this fundamental right for every individual to receive appropriate care
and choose their own treatments. The Korean government must address the critical issues

of improving EoL care and respond the widespread despair of Koreans at their last stage of
life. Finally, while this article raises concerns about the Act from the perspective of human
rights, financial support and implementable policies to enhance shared decision-making and
strengthen supportive care networks are crucial beyond legal revisions.3?
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