
Problems Related to the Act on Decisions on  
Life-Sustaining Treatment and Directions for Improvement

Dae Seog Heo, M.D., Shin Hye Yoo, M.D.*, Bhumsuk Keam, M.D.*,†,  
Sang Ho Yoo, M.D.‡ and Younsuck Koh, M.D.§

Patient-Centered Clinical Research Coordinating Center, National Evidence-based Healthcare Collaborating Agency,  
*Center for Palliative Care and Clinical Ethics, Seoul National University Hospital,  

†Department of Internal Medicine, Seoul National University Hospital,  
‡Department of Medical Humanities and Ethics, Hanyang University College of Medicine,  

§Department of Internal Medicine, Asan Medical Center, Seoul, Korea

The Act on Decisions on Life-Sustaining Treatment has been in effect since 2018 for end-
of-life patients. However, only 20~25% of deaths of terminally ill patients comply with 
the law, while the remaining 75~80% do not. There is significant confusion in how the law 
distinguishes between those in the terminal stage and those in the dying process. These 2 
stages can be hard to distinguish, and they should be understood as a single unified “terminal 
stage.” The number of medical institutions eligible for life-sustaining treatment decisions 
should be legally expanded to properly reflect patients’ wishes. To prevent unnecessary suf-
fering resulting from futile life-sustaining treatment, life-sustaining treatment decisions for 
terminal patients without the needed familial relationships should be permitted and made 
by hospital ethics committees. Adult patients should be permitted to assign a legal repre-
sentative appointed in advance to represent them. Medical records can be substituted for 
a patient’s judgment letter (No. 9) and an implementation letter (No. 13) for the decision 
to suspend life-sustaining treatment. Forms 1, 10, 11, and 12 should be combined into a 
single form. The purpose of the Life-sustaining Medical Decisions Act is to respect patients’ 
right to self-determination and protect their best interests. Issues related to the act that have 
emerged in the 3 years since its implementation must be analyzed, and a plan should be de-
vised to improve upon its shortcomings.
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INTRODUCTION

The Act on Hospice and Palliative Care and Decisions on 

Life-Sustaining Treatment for Patients at the End of Life 

(hereinafter referred to as the Act on Decisions on Life-

Sustaining Treatment) passed in South Korea’s Congress in 

February 2016. The hospice and palliative care portion was 

implemented first, beginning in August 2017, and covered 

preparations such as the expansion of existing infrastructure, 

education for medical personnel, and improvement of the 

public perception of the act. The portion relating to decisions 

on life-sustaining treatment was implemented in February 

2018. The Act on Decisions on Life-Sustaining Treatment 

included hospice and palliative care so that patients could 
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continue to receive hospice and palliative care even when they 

decided to withhold or withdraw life-sustaining treatment. 

Diverging from the intent of the legislation, the process re-

quired by law has only been followed by 20~25% of end-of-

life patients. We aimed to analyze the problems following the 

implementation of the law and suggest strategies for improve-

ment. 

1. The situation after the implementation of the Act 

on Decisions on Life-Sustaining Treatment

1) �Implementation of the Act on Decisions on  

Life-Sustaining Treatment

According to a study based on National Health Insurance 

billing data, in the 20 months from February 2018 to October 

2019, 71,327 patients (42,796 patients in 1 year) wrote state-

ments on the decision to suspend life-sustaining treatment 

[1]. This figure nearly matches the number of statements on 

the decision to suspend life-sustaining treatment reported in 

an annual report by the National Agency for Management of 

Life-Sustaining Treatment (33,390 in 2018, 48,470 in 2019, 

and 54,659 in 2020) [2]. 

Among the 136,555 patients who submitted statements be-

tween 2018 and 2020, a significantly larger proportion of 

patients at tertiary hospitals (61.2%) and general hospitals 

(35.9%) prepared statements compared to patients at pri-

mary hospitals (1.97%), long-term care hospitals (0.74%), 

and clinics (0.19%) [2]. According to data from a tertiary 

hospital, among the 1,198 patients who died in the past year, 

809 (67.5%) were confirmed to have prepared statements [3]. 

Therefore, statements on the decision to suspend life-sustain-

ing treatment are mostly written by patients at large hospitals 

such as tertiary and general hospitals.

According to an analysis by the National Agency for Man-

agement of Life-Sustaining Treatment of hospital statistics 

during the first year of implementation of the Act on Decisions 

on Life-Sustaining Treatment (February 4, 2018, to January 

31, 2019), 59% out of 33,549 patients who prepared a state-

ment (19,827 patients) were cancer patients [4]. However, in a 

study that analyzed National Health Insurance billing data on 

50,838 cancer patients who died within the same time period, 

only 12,891 (25%) were found to have followed the process 

required by the Act on Decisions on Life-Sustaining Treat-

ment, while 37,947 (75%) did not [5]. 

According to data published by Statistics Korea, 75.6% of the 

305,100 individuals who died in South Korea in 2020 died in a 

hospital, totaling 230,656 patients. However, an annual report 

by the National Agency for Management of Life-Sustaining 

Treatment reported that 54,659 patients submitted statements 

on the decision to suspend life-sustaining treatment [2]. Thus, 

23.7% of patients who died in hospitals followed the process 

for making decisions about life-sustaining treatment outlined 

in the Act on Decisions on Life-Sustaining Treatment. The 

implementation of the act in the clinical field must be analyzed 

to understand the process undertaken by patients who died in 

hospitals and did not write statements on the decision to sus-

pend life-sustaining treatment. 

2) Frequency of self-determination

Among the 71,327 patients who submitted statements be-

tween February 2018 and October 2019, 33.5% (23,891 pa-

tients) completed the forms themselves. An advance directive 

for life-sustaining treatment was prepared for 1.2% of pa-

tients, and 32.3% had life-sustaining treatment plans. When 

other family members completed the forms, the decision was 

based on speculation about the patient’s wishes for 31.5% of 

patients, and 33.6% were surrogate decisions based on a con-

sensus among all family members [1]. 

In a 2017 study in which 336 terminal cancer patients were 

asked to prepare life-sustaining treatment plans for them-

selves, which preceded the Act on Decisions on Life-Sustain-

ing Treatment, 105 patients (31.3%) decided to prepare state-

ments. The main reasons patients did not complete the forms, 

as identified by medical personnel, were non-cooperation by 

family members (49.7%) and patient refusal (34.3%). Ac-

cording to patients, the reasons included a lack of informa-

tion about decisions on life-sustaining treatment (65.1%) and 

emotional anxiety (63.5%) [6]. A study conducted 1 year after 

the implementation of the Act on Decisions on Life-Sustaining 

Treatment found that long-term cancer patients, young pa-

tients, patients who lived in the Seoul metropolitan area, and 

patients with a low income level were more likely to complete 

life-sustaining treatment plans and use hospice and palliative 

care institutions [5]. 
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3) Withholding or withdrawal

The act does not distinguish between withholding and with-

drawal. Thus, no data related to withholding and withdrawal 

are included in National Agency for Management of Life-

Sustaining Treatment statistics. According to the results of an 

analysis of 809 patients at a tertiary hospital who made deci-

sions to suspend life-sustaining treatment within the past year, 

727 (90%) patients decided to withhold treatment, while 82 

(10%) decided to withdraw treatment [3]. In another study, 

withholding was found to be much more common than with-

drawal, at a ratio of 141:28 [7]. In a multi-institution study 

of Asian countries, when decisions about life-sustaining treat-

ment for patients with only a small chance of survival were 

made, the number of critical care patients in South Korea who 

chose to withhold treatment was similar to that of critical care 

patients in Singapore, Hong Kong, the Philippines, Malay-

sia, and Thailand. However, a significantly lower proportion 

of South Korean patients chose to withdraw treatment [8]. 

Therefore, these findings indicate that doctors in South Korea 

prefer not to withdraw life-sustaining treatment. 

2. Comparison to the legal systems of other  

countries 

Cultures and legal systems differ by country. Decisions about 

life-sustaining treatment are only possible during the dying 

process in South Korea, but the law can be applied to anyone 

with a terminal illness in Taiwan and Japan and extended to 

patients in a persistent vegetative state. In countries where the 

law is extended to patients in a persistent vegetative state, the 

law applies to both patients in the dying process and patients 

with terminal illnesses. 

1) �Countries where decisions about life-sustaining  

treatment are only possible during the dying process

According to the Act on Decisions on Life-Sustaining Treat-

ment, “end-of-life” indicates that a patient’s health status 

precludes the possibility of recovery and shows no signs of 

improvement despite treatment, suggesting that the patient is 

near death due to his or her rapidly deteriorating symptoms, 

and “terminal illness” indicates that an attending physician and 

a specialist in the relevant disease agree on a prognosis of ap-

proximately 1 month for a patient due to the impossibility of 

recovery and worsening symptoms despite active treatment.

In the “Consensus Guidelines for the Definition of the End 

Stage of Disease, Last Days of Life, and Criteria for Medical 

Judgment” published in 2018, guidelines were suggested for 

each terminal disease, but the guidelines only consider patients 

to be at the dying process when their status deteriorates to the 

point at which they are only days or weeks away from ex-

pected death [9]. The terminal stage is defined in the guidelines 

as when patients with an irreversible disease are expected to 

die within months, while the dying process is defined as having 

only days or weeks left to live. However, in other countries, 

the dying process is not distinguished from the terminal stage.

2) �Countries where patients with terminal illnesses can 

make decisions about life-sustaining treatment 

The Palliative and Hospice Care Act implemented in Taiwan 

in 2000 and the Japanese national guidelines published in 2007 

(“Guidelines on the Medical Decision-Making Process in the 

Final Stages of Life”) allow terminal patients to make decisions 

about life-sustaining treatment [10]. The law applies to pa-

tients in the dying process and terminal patients facing no pos-

sibility of recovery. Taiwan’s act used the expression “terminal,” 

and Japan’s policy used the terms “terminal” and “end-of-life 

stage.” However, neither policy mentions a specific amount of 

remaining time. 

3) �Countries where decisions about life-sustaining  

treatment can be made for patients in a persistent  

vegetative state

The US and the UK allow decisions about life-sustaining 

treatment for patients with terminal illnesses despite a lack 

of legislation via do-not-resuscitate (DNR) policies. Laws 

were drafted after the issue of decisions about life-sustaining 

treatment for patients in a persistent vegetative state became a 

social issue. In 1990, the Patient Self-Determination Act was 

passed federally in the US so that patients could make deci-

sions about life-sustaining treatment not only when they had 

a terminal illness, but also when they were in a persistent veg-

etative state or had severe dementia [11]. The Mental Capacity 

Act was passed in 2005 in the UK [12], followed by similar 

acts in Germany in 2009 and Italy in 2017. 

When decisions about life-sustaining treatment are made 
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for patients in a persistent vegetative state, as is permitted in 

the US and some European countries, the patient’s right to 

self-determination is a necessary prerequisite in the face of 

uncertainty. Therefore, these decisions about life-sustaining 

treatment are only permitted when submitted by patients 

themselves. Advance directives play an important role and are 

strictly followed in a manner similar to the execution of a will. 

An individual designated by the patient in advance can partic-

ipate in the decision-making process, but decisions by proxy 

are generally not allowed. A separate legal system applies to 

issues around euthanasia such as physician-assisted suicide. 

In cases of dementia, there is a possibility of conflict when 

determining the severity of the disease. Advance directives spe-

cifically for patients with dementia have been developed and 

implemented, but they are generally not recognized [13]. 

In addition to the Palliative and Hospice Care Act enacted in 

2000 for patients with terminal illnesses, Taiwan introduced 

the Patient Self-Determination Act in 2019. This separate 

legislative act aimed to expand the eligibility criteria for deci-

sions about life-sustaining treatment to patients in irreversible 

comas, in vegetative states, with severe dementia, and whose 

condition or pain is intolerable or lacks a solution based on 

the assessment of the hospital in charge [14]. 

TEXT

The main issues related to the implementation of the Act on 

Decisions on Life-Sustaining Treatment over the past 3 years 

in the clinical field are as follows. The possibility of executing 

decisions to suspend life-sustaining treatment under the Act 

on Decisions on Life-Sustaining Treatment in South Korea is 

limited since, among patients who are not expected to recover, 

it only applies to patients in the dying process. However, the 

issues primarily seem to stem from the strictly managed imple-

mentation process, similar to countries where decisions about 

life-sustaining treatment can be made for patients in a persis-

tent vegetative state. 

1. Timing of the implementation of decisions to  

suspend life-sustaining treatment

Withholding and withdrawal of treatment are considered 

when executing decisions on life-sustaining treatment. The 

timing is clear for the withdrawal of treatment, but the tim-

ing for the withholding of treatment is less straightforward. 

For example, if a terminal patient is transferred from a tertiary 

hospital to a long-term care, hospice, or palliative care facil-

ity after the completion of a life-sustaining treatment plan 

that stated that he or she refuses treatment using a ventilator, 

the implementation of the decision to withhold life-sustaining 

treatment is not considered to have occurred at the time of 

completion of the life-sustaining treatment plan since the pa-

tient completed the plan while he or she was still considered 

a terminal patient rather than an patient in the dying process. 

Even if the beginning of the dying process is set as the time of 

withholding, there is still uncertainty since there are no strict 

criteria to determine the beginning of the dying process. Since a 

ventilator could be considered a life-sustaining measure at any 

point in the dying process from illness to death, withholding of 

the ventilator can be considered a cause of death. Therefore, 

even when the withholding process reflects the patient’s will, 

it is difficult to strictly adhere to withholding measures as a 

guideline for behavior. 

While there is clear diagnostic evidence to distinguish death 

from life, determining if a patient is in the dying process entails 

uncertainty. The Act on Decisions on Life-Sustaining Treat-

ment was based on the assumption that two doctors could 

determine with certainty cases in which the dying process had 

begun. However, due to the development of medical technol-

ogy, it is difficult to clearly identify when a patient is in the 

dying process in the clinical field. On one hand, some patients 

may be considered to have begun the dying process and re-

cover, while, on the other hand, some patients may die even 

though they received aggressive treatment and were not con-

sidered to be in the dying process. In addition, when patients 

die after rapid deterioration of their condition, it can still be 

difficult to receive signatures from two doctors at small hospi-

tals. 

Patients who have been ill for a long time with a non-cancer 

chronic disease often go through periods of improvement and 

deterioration, making it more difficult to distinguish between 

the terminal stage and the dying process. Therefore, the win-

dow of time during which decisions about life-sustaining 

treatment must be made could be missed while waiting to 

determine ambiguous criteria for the dying process. In a South 
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Korean study of cancer patients, the period from terminal ill-

ness to death ranged from 4 to 11 weeks [15,16]. According 

to the Act on Decisions on Life-Sustaining Treatment, deci-

sions about life-sustaining treatment can be executed only for 

patients in the dying process, and the dying process is defined 

as being close to death. However, in reality, many patients 

are referred to hospice care after submitting their statements, 

which indicates that there are many problems related to deter-

mining when the dying process has begun even though it is a 

prerequisite for the execution of a patient’s will. According to 

a study of 169 patients at a tertiary hospital who died within 

the study period after they were classified as being in the dying 

process, the average survival time of patients who decided to 

withdraw life-sustaining treatment was 2.12 days. However, 

the average time period between the submission of a decision 

form and death for patients who decided to withhold treat-

ment was 8.95 days [7]. A large-scale and systematic study of 

the total number of patients who completed decision forms is 

needed to understand how terminal illness and dying process 

diagnoses are made in clinical practice to improve policies so 

that patients can receive hospice and palliative care without 

delay. 

A study of a South Korean tertiary hospital examined 

whether it was possible to distinguish terminal illness from 

the dying process. One case study described a 72-year-old 

male patient diagnosed with esophageal cancer whose disease 

continued to progress despite simultaneous radiation therapy 

and chemotherapy. During the third palliative chemotherapy 

session, he was admitted to the emergency room due to fever 

and shortness of breath. Septic shock caused by aspiration 

pneumonia was suspected, and a central venous catheter was 

inserted at the emergency room. Vasopressors were adminis-

tered, and the patient’s blood pressure was maintained. The 

patient was conscious but had severe respiratory failure. The 

patient understood his disease state and strongly refused intu-

bation and ventilator treatment. The patient had not written 

an advance directive. 

In response to a survey of residents at a hospital in the first 

year of the Act on Decisions on Life-Sustaining Treatment, in 

answer to the question, “Do you consider ventilator and inten-

sive care unit treatment for this patient to be a life-sustaining 

treatment for a patient in the dying process?”, 43.2% of resi-

dents answered that the patient was in the dying process, while 

50.4% responded that the patient had a terminal illness. In the 

second year, 37.5% of residents responded that the patient was 

in the dying process, while 57% responded that the patient had 

a terminal illness [17]. Presented with the same scenario, doc-

tors expressed different opinions about whether a patient had 

a terminal illness or was in the dying process. 

The Supreme Court decision in South Korea about Grand-

mother Kim (case 2009Da17417) declared that, in “end-of-life 

cases without the possibility of recovery” in which the patient 

has no possibility of recovery and no possibility of recovering 

lost vital functions, and the possibility of dying in a short time 

frame is very clear based on the physical status of the patient, 

implementation of the decision to suspend life-sustaining 

treatment is permitted. However, in this case, the patient sur-

vived 201 more days after the suspension of ventilator treat-

ment [18]. 

In most countries, patients with a life expectancy of less than 

6 months are considered to have a terminal illness [19], and 

this definition is used for administrative processes. However, 

numerical predictions of the remainder of a patient’s life can 

be inaccurate [20], and it is more accurate to diagnose patients 

with a terminal illness when they have no possibility of re-

covery and the progression of the disease can cause death in a 

short amount of time [21]. 

Since there is substantial uncertainty when predicting the 

remainder of a patient’s life, it is unrealistic to distinguish 

terminal illness from the dying process based on this metric. 

Examples of legislation from other countries do not distinguish 

between the dying process and the terminal stage. In addition 

to the medical difficulty of distinguishing between the terminal 

stage and the dying process among patients with no possibility 

of recovery, it also causes administrative confusion. Therefore, 

the criteria to distinguish between terminal illness and the dy-

ing process in the Act on Decisions on Life-Sustaining Treat-

ment should be combined so that they apply to all patients 

with terminal illnesses. 

2. Hospitals under the jurisdiction of the act

Currently, the Act on Decisions on Life-Sustaining Treat-

ment is only applicable in hospitals with a hospital ethics 

committee or hospitals in partnership with institutions with a 
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hospital ethics committee. For this reason, adherence to the act 

is difficult at small hospitals. As of August 2021, hospital ethics 

committees had been established at only 302 of South Korea’s 

3,239 hospitals (9.3%). Stratified by hospital type, the propor-

tion of hospitals with a hospital ethics committee were 100% 

(45 out of 45) for tertiary hospitals, 53% (169 out of 319) of 

general hospitals, 1.5% (21 out of 1,409) of primary hospitals, 

and 4.6% (67 out of 1,466) of long-term care hospitals [2]. 

Prior to the Act on Decisions on Life-Sustaining Treatment, 

decisions about suspending life-sustaining treatment con-

sidered various factors including the opinions of patients and 

patients’ family members, as well as the benefits to the patient 

at each hospital. Following the implementation of the act, it 

is unclear what guidelines should be followed for near-death 

patients at hospitals where the execution of decisions to sus-

pend life-sustaining treatment is not possible. 

When hospitals are unable to establish hospital ethics com-

mittees, they can instead establish memoranda of understand-

ing (MOUs) with the hospital ethics committees of other hos-

pitals or a public ethics committee. However, small hospitals 

face difficulties when taking these measures. Reasons can in-

clude 1) the high cost of MOUs, 2) perceived minimization of 

the need to implement the Act on Decisions on Life-Sustaining 

Treatment due to the established use of DNR forms, and 3) the 

frequent transfer of patients to tertiary hospitals right before 

death [22]. 

Decisions to suspend life-sustaining treatment in the clini-

cal field are made in response to situations that change by the 

minute. Even with an MOU with a public ethics committee, 

when conflicts around decisions to suspend life-sustaining 

treatment occur, the process to resolve the conflict through a 

public ethics committee rather than the institution where the 

patient is receiving care is complicated and lengthy, making it 

difficult to apply in actual clinical practice. 

Even when hospital ethics committees are in place, 34.9% of 

institutions have never conducted a review meeting despite the 

existence of a hospital ethics committee. Moreover, 68.3% of 

institutions responded that their main responsibilities were ad-

ministrative and included registering forms related to decisions 

about life-sustaining treatment, indicating that hospital ethics 

committees are not practical [22]. 

With South Korea’s aging population, many seniors complete 

advance directives. As of January 2022, 1,180,000 advance di-

rectives were filed, and based on data on 9,000,000 individuals 

aged 65 years or above, 13% of advance directives were com-

pleted. However, advance directives are not legally effective 

unless an individual dies at a large hospital, and it is not cur-

rently possible to confirm using a digital database whether a 

patient completed advance directives. 

The Patient Self-Determination Act in the US states that all 

facilities that treat patients with advanced diseases such as 

general hospitals, long-term care facilities, home visit nurse 

teams, remote medical institutions, and hospice and palliative 

care facilities are involved in decisions about life-sustaining 

treatment. In Taiwan, patients’ statements concerning their 

decisions about life-sustaining treatment are saved and stored 

on their digital health insurance cards so that, even in emer-

gencies, the wishes of the patient can be observed in real-time. 

Japan changed its regulations so that patients’ decisions about 

life-sustaining treatment can be observed at home to prevent 

situations in which patients who return home for end-of-life 

care after being hospitalized do not receive unnecessary CPR 

when requesting help from an emergency department during a 

house call. 

When the legal parameters are expanded to patients in a 

persistent vegetative state, it could be appropriate to limit the 

act to hospitals with a hospital ethics committee. However, 

given the current legal system in which decisions about life-

sustaining treatment are only possible for those at the end-of-

life stage, the Act on Decisions on Life-Sustaining Treatment 

should be amended so that it is generally applicable at any 

location where patients might die. 

3. Decisions about life-sustaining treatment for 

those without next-of-kin

When family members cannot be identified and the patient 

does not complete any forms, it is impossible to make a deci-

sion about suspending life-sustaining treatment. According to 

2019 data from Statistics Korea, 30.2% of all households are 

single-person households, totaling 6,140,000 individuals. A 

total of 1,676 individuals died without any known next-of-

kin in 2015 based on family separation records. This number 

increased to 2,947 individuals in 2020 [23]. Even when next-

of-kin can be identified, the number of patients from single-
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person households and seniors who live alone who cannot see 

family members due to family separation and immigration-

related issues is expected to increase. However, these individu-

als occupy a blind spot in the current legal system. 

In the first draft of the Act on Decisions on Life-Sustaining 

Treatment, a hospital ethics committee or a public ethics 

committee could decide to suspend a patient’s life-sustaining 

treatment by consensus for patients with no family members. 

Consensus is considered to have been reached when more than 

two-thirds of hospital ethics committee members were present 

and all present members voted in favor of suspending treat-

ment. At least one member who does not work at the hospital 

and at least one member who is not a medical professional 

and was recommended by religious, legal, ethical, or grassroots 

groups must also be present [24]. 

However, on January 8, 2016, the Legislation and Judiciary 

Committee approved a version of the act (draft) that did not 

include the regulation about patients without next-of-kin, 

which passed in Congress on the same day without change. 

The decision that the constitutional court made about the Act 

on Dissection and Preservation of Corpses, which included a 

clause that declared it to be unconstitutional to use bodies of 

individuals without next-of-kin as cadavers for training at 

medical schools, could have had an effect [24]. 

The Palliative and Hospice Care Act from Taiwan states that, 

when patients do not have next-of-kin, they are referred to 

the hospital ethics committee, and a medical decision that is 

beneficial to the patient can be made. According to Japan’s  

national guidelines, a palliative care team can determine the 

best course of treatment for patients. According to the United 

Kingdom’s Mental Capacity Act, a proxy can be named to 

make decisions on behalf of a patient, and a proxy can also 

be designated by a court and an independent mental capacity 

advocate. 

Family members recognized by the Act on Decisions on 

Life-Sustaining Treatment are sometimes individuals who are 

unable or unwilling to represent the patient’s best interests. 

Medical professionals routinely discuss decisions about life-

sustaining treatment, medical treatments, and end-of-life care 

with patients’ caregivers in clinical practice. However, when 

forms have to be completed, medical personnel sometimes face 

an ethical conflict when they have to ask a family member 

who is unable or unwilling to reflect the patient’s best interests 

to complete the form. Policies should be improved so that the 

proxy named by the patient or the actual caregiver, even if 

they are not legally related to the patient, can act on behalf of 

the patient. Hospital ethics committees should also be permit-

ted in South Korea to make decisions about the suspension of 

life-sustaining treatment for patients without next-of-kin.

4. Forms

When patients with no possibility of recovery reach the 

end-of-life stage, doctors must consult forms to implement 

the chosen process and must decide whether to provide life-

sustaining treatment. The following three forms must be com-

pleted and recorded electronically. 

First, an assessment to determine whether a patient is in the 

dying process must be made (No. 9). 

Second, forms documenting the intentions of the patient or 

a family member of the patient about the decision to suspend 

life-sustaining treatment must be completed. The first of these 

forms either confirms the patient’s decisions about the suspen-

sion of life-sustaining treatment (advance directive) (No. 10) 

or confirms the patient’s life-sustaining treatment plan (No. 1). 

When patients cannot complete the forms themselves, a form 

must be completed to determine the patient’s intentions based 

on the input of family members (No. 11) or to make a proxy 

decision (No. 12). 

Third, a form must be completed to finally execute the pa-

tient’s decisions about the suspension of life-sustaining treat-

ment (No. 13). 

However, since a significant amount of time is required to 

complete these administrative forms, check additional docu-

ments (such as family registration forms), and enter them into 

an electronic system, there is not always sufficient time to 

consult patients or their family members, and it can be diffi-

cult to follow this established process. An oncologist described 

the issue after the first year during which the act had been in 

effect as follows: “For the sake of the law and the comple-

tion of forms, the precious time at the end of patients’ lives 

that should be spent on reducing patients’ pain and sharing 

comfort was spent completing bureaucratic legal forms. Doc-

tors in clinical practice had to forgo holistic care to abide by 

the requirements of the law, and even when we were fighting 

http://www.e-jhpc.org/main.html


Dae Seog Heo, et al

8 http://www.e-jhpc.org https://doi.org/10.14475/jhpc.2022.25.1.1

for each second, completion of a legally correct form became 

a priority. We can console ourselves with a bitter smile that 

we provided treatment according to the law after our patients 

die.” [25]

The assessment of a patient in the dying process (No. 9) and 

the form to implement a patient’s decisions about the suspen-

sion of life-sustaining treatment (No. 13) can be replaced with 

medical records without having to complete and store separate 

forms. Forms 1, 10, 11, and 12 should also be integrated into a 

single form. Forms for patients with terminal illnesses in other 

countries, such as DNR forms and Physicians Orders for Life-

Sustaining Treatment forms, have a simple structure and are 

only 1 or 2 pages in length. 

Among the items listed on the implementation form, while 

CPR and treatment using a ventilator are common life-sus-

taining treatments, treatments such as extracorporeal life sup-

port and chemotherapy are only applicable for some patients. 

However, medical personnel must explain and ask consent for 

these items to patients and family members when completing 

the forms, increasing unnecessary confusion. Common treat-

ments such as CPR and treatment using a ventilator should 

remain on the form, but other medical treatments should only 

be included if they are relevant based on the patient’s medical 

history. Moreover, additional administrative tasks should be 

reflected in the reimbursement system. 

When the act was first implemented in 2018, forms listed 

individual treatments (CPR, ventilator, etc.) by name and re-

quired consent for each treatment, but the revised forms from 

2019 are structured so that patients or the family members of 

patients listen to a comprehensive explanation of the execu-

tion of life-sustaining treatment, the decision to suspend life-

sustaining treatment, and the option to receive hospice and 

palliative care and to refuse or suspend life-sustaining treat-

ment. In order to uphold the purpose of the act so that patients 

receive information and make decisions on the basis of self-

determination, each medical treatment should be listed, and 

patients should be allowed to select the treatments relevant to 

them and obtain a signature, as with advance directives or the 

physician orders for life-sustaining treatment forms used in the 

US and some European countries. 

Specifically, non-medical specialists can explain and receive 

consent related to advance directives. In some cases, non-

specialists must explain the technology behind treatments such 

as extracorporeal membrane oxygenation and injection of 

chemotherapy that are even difficult for medical profession-

als to comprehensively understand and obtain consent for. 

Preparations to expand the parameters of decisions about life-

sustaining treatment based on those used in the United States, 

United Kingdom, and Taiwan should reinforce advance direc-

tives through legal forms that correspond to patients’ wishes. 

According to statistics from the National Agency for Man-

agement of Life-Sustaining Treatment, the proportion of forms 

completed by patients themselves has increased each year, 

from 32.4% in 2018, 35.8% in 2019, to 38.3% in 2020, and 

decisions about advance directives also increased from 0.8% in 

2018, 2.3% in 2019, to 5.1% in 2020, which is a positive sign 

[2]. 

South Korea designed the Act on Decisions on Life-

Sustaining Treatment to be limited to patients in the dying 

process, but the average survival of patients who decided to 

withdraw life-sustaining treatment in the dying process was 

2.12 days while the average time between the completion of 

implementation forms to death for patients who decided to 

withhold treatment was 8.95 days [7]. Since decisions about 

life-sustaining treatment are always made just before death, 

the purpose of the act, which is to allow patients to withhold 

life-sustaining treatment and support the use of hospice and 

palliative care, is not being achieved. Given that the systems 

used by most other countries allow such decisions to be made 

6 months before death, the debate concerning the timing of 

decisions about suspending life-sustaining treatment should be 

reopened. 

The proportion of documents completed by patients them-

selves was estimated to be 6~10% based on the number of 

patients who died at hospitals. The proportion of documents 

completed by family members was 14~18%, and the remain-

ing 75~80% of patients did not submit documents. There are 

several possible reasons for the low proportion of patients who 

submit documents according to the process outlined in the Act 

on Decisions on Life-Sustaining Treatment. First, if a patient 

dies according to the existing end-of-life care process based 

on an agreement between treatment providers and family 

members, many find it unnecessary to follow the complicated 

Act on Decisions on Life-Sustaining Treatment beyond the 
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institutional use of DNR forms [22]. Second, small hospitals 

such as long-term care hospitals are unable to make deci-

sions about the suspension of life-sustaining treatment since 

they cannot establish hospital ethics committees. Finally, many 

people lack a sufficient understanding of the law. In a survey 

of 128 residents at a tertiary hospital during the second year of 

the law’s implementation, only 64.8% of respondents answered 

that they were familiar with the content of the act. Large dif-

ferences between departments were also observed [17]. 

Not every patient has to complete forms for decisions about 

suspending life-sustaining treatment, but most patients who 

were hospitalized long-term due to chronic illness must de-

cide how much medical treatment they are comfortable with 

[7]. Further research on why many patients with severe illness 

do not follow the process of the Act on Decisions on Life-

Sustaining Treatment is needed. 

Life-sustaining treatment decisions for patients with terminal 

illnesses are not medically controversial, and, in most coun-

tries, this is backed by the principle that they benefit patients. 

The need for a third party in the life-sustaining treatment 

decisions of patients with terminal illnesses is commonly rec-

ognized. DNR forms and life-sustaining treatment plan forms 

reflect this need. 

It is preferred for patients to complete the forms themselves, 

but when a patient is unable to sign a document, a family 

member or proxy is typically allowed to decide what is best for 

the patient based on consultations with treatment providers. 

However, the principle backing South Korea’s Act on Deci-

sions on Life-Sustaining Treatment is self-determination, and 

decisions made on behalf of a patient are only permitted via 

consensus among the patient’s spouse and all other immediate 

family members. Those who fail to execute or violate a patient’s  

decision to suspend life-sustaining treatment can be subject 

to a maximum of 1 year of incarceration or a fine of KRW 

10,000,000. Falsification of records or leaking confidential in-

formation can result in a maximum of 3 years of incarceration. 

Taiwan, which has a similar law, only issues fines or license 

suspensions for a maximum of 1 year. 

According to statistics from the past 3 years during which the 

Act on Decisions on Life-Sustaining Treatment was in effect, 

the intentions of patients could be clearly identified in forms 1 

and 10 for only one-third of all patients. Speculation about a 

patient’s wishes by family members was possible for another 

one-third of patients, and decisions were made by family 

members on behalf of patients for the remaining one-third of 

patients. Therefore, in practice, family members participated in 

the decision-making process in two-thirds of all cases. 

Although South Korea’s Act on Decisions on Life-Sustaining 

Treatment only applies to patients at the end-of-life stage, the 

ensuing process and forms require strict adherence to the self-

determination principle rather than the patient’s best interests. 

Issues for which the best option for patients can be determined 

by providers and family members should be resolved accord-

ing to the best interest principle, and the processes should be 

simplified accordingly. 

Some researchers have suggested that a proxy system should 

be implemented. A designated proxy should be permitted to 

receive an attending physician’s explanation of a patient’s life-

sustaining treatment plan. Therefore, designated proxies who 

can decide whether a patient receives hospice and palliative 

care should be limited to those who are named in the patient’s 

advance directives [26]. 

If the law is expanded to encompass areas with higher de-

grees of uncertainty regarding a patient’s status, such as for 

patients in a persistent vegetative state, the risk of conflict will 

increase. In such situations, a designated proxy can play a 

major role in reflecting a patient’s preferences. In the United 

States, the Uniform Health-Care Decisions Act describes in 

detail the process of designating a proxy and the authority 

of the proxy [27]. In Taiwan, a designated proxy system was 

implemented via the Patient Self-Determination Act [14,28]. 

In various medical circumstances beyond terminal illness, 

such as when patients are in a persistent vegetative state, issues 

related to decisions about the suspension of life-sustaining 

treatment constantly occur in clinical practice. In Taiwan, the 

parameters of the law were expanded to encompass any pa-

tients facing no possibility of recovery, such as those in a per-

sistent vegetative state, via the Patient Self-Determination Act 

[14]. The Supreme Court decision about Grandmother Kim in 

South Korea also concerned a patient who was in a persistent 

vegetative state rather than in the dying process, and although 

the Supreme Court decided that the patient’s ventilator could 

be removed due to the patient’s predicted death, the patient 

lived for 201 more days after the removal of the ventilator. As 
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life-sustaining treatment technology continues to develop, the 

level of treatment most appropriate and beneficial for patients 

will become a persistent social issue, and those in the medical 

field and health authorities should respond proactively. There-

fore, the system should be reinforced to meet international 

standards, including permitting the use of a designated proxy 

based on patients’ advance directives. The structure of advance 

directives does not currently enable these issues caused by 

complex medical situations to be resolved.

Lastly, there are still cases in which the Act on Decisions 

on Life-Sustaining Treatment is nicknamed the “Death with 

Dignity Act,” and the Grandmother Kim case in 2009 is also 

frequently associated with the issue of death with dignity. In 

the United States, in the process of implementing laws to al-

low physician-assisted suicide in 11 states, the “Death with 

Dignity Act” was selected as the name for most of these pieces 

of legislation. Dignitas in Switzerland is a company that assists 

with legal euthanasia and has been criticized for marketing 

death trips using the word “dignity.” “Death with Dignity Act” 

is widely used as the name of pieces of legislation that permit 

physician-assisted suicide. Since South Korea’s Act on Deci-

sions on Life-Sustaining Treatment does not allow physician-

assisted suicide, it is incorrect to refer to it as the “Death with 

Dignity Act.” Moreover, “life-sustaining treatment decisions” 

is a value-neutral term. However, expressions such as “death 

with dignity” reflect a subjective value system, increasing the 

risk of misunderstanding. Therefore, the use of categorizations 

and terms that allow for subjective interpretation should be 

limited. 

CONCLUSION

Enactment of the Act on Decisions on Life-Sustaining Treat-

ment led to some improvements in the clinical practice envi-

ronment. However, various systematic issues continue to cause 

difficulties for patients and providers when implementing the 

law. To reduce the degree to which terminal patients suffer 

unnecessary pain when they face no possibility of recovery, 

and to facilitate hospice and palliative care, the Act on Deci-

sions on Life-Sustaining Treatment should be improved to 

address various issues.
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