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Introduction

Maintaining their own dignity and having meaningful 
time with their family with proper end-of-life (EOL) care is 
important for patients in a dying state [1]. Conversely, people 
who do not prepare for dying receive life-sustaining treat-
ment (LST) until near death and EOL care is impossible [2]. 
Therefore, patients need to communicate with their family 
members and healthcare providers regarding treatment pref-
erences for future care if they are unable to make their own 
decisions. This process is called advance care planning.

However, in the Republic of Korea, the use of advance care 
planning is restricted to whether the patient would undergo 
or forgo the LST when imminently dying, which is different 
from Western countries. Decisions for LST in Korea are most-
ly discussed within a few days or weeks before death [3-5]. 
Family members usually write a do-not-resuscitate document 
as surrogate decision makers for family members near death  
[4-6]. Furthermore, patients in the terminal stage are more 
likely to receive aggressive treatment with little curative  

effect [7,8].
Although these situations lower the quality of life at the 

EOL, legal regulations or policies regarding LST discussions 
were nonexistent before the LST Decisions Act for patients in 
hospice and palliative care or at the EOL was enacted on Feb-
ruary 4, 2018 [9]. The Act aims to assure the best interest of the 
patients and to respect their self-determination rights. Based 
on the Act, doctors can discuss LST decisions with patients 
and document the patient’s intention for LST.

Before and after enactment of the Act, there have been con-
cerns whether the Act may facilitate LST discussions between 
patients and their doctors or intimidate the doctors and  
issue defensive decisions [10]. A few studies done before the 
Act reported that the most common challenges and barriers 
for better EOL discussion were the timing of LST discussion 
[11,12], the ethical dilemma when discussing LST decisions 
with family as surrogate decision making bypassing the pati-
ents [12,13], the cultural issue such as avoiding talking about 
death [13], and the practical implementation [11]. In terms of 
these issues, the challenges doctors experience during LST 
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discussions after the Act remain unclear. Although it was 
impossible to perform pre-post study examining the doctors’ 
difficulties using the same questionnaire, in the present study 
we aim to investigate which difficulties during LST discus-
sions in clinical practice doctors currently face after enforce-
ment of the Act, mainly in area where doctors are known to 
have experienced difficulties before the Act.

Materials and Methods
 
1. Design and participants

This cross-sectional study was conducted between August 
16, 2019 and August 31, 2019 in the Seoul National University 
Hospital (SNUH). The SNUH is a 1,779-bed tertiary referral 
hospital in the Republic of Korea, where 1,400 doctors work 
mainly in acute and specialized care but without an inpatient 
hospice-palliative care unit. The SNUH has an institutional 
Ethics Committee which deliberates on matters requested by 
a patient at the EOL and manages controversial ethical issues 
relating to LST decisions. Multi-specialty doctors who care 
for seriously ill patients in SNUH were enrolled in the pre-
sent study. The study included attending physicians, clinical 
fellows, and residents who agreed to participate in the study 
and work in internal medicine, pediatrics, general surgery, 
obstetrics and gynecology, neurology, neurosurgery, thoracic 
surgery, or emergency medicine departments. Among 432 
attending physicians, 141 fellows, and 295 residents, a total 
of 132 participants answered the questionnaire and the res-
ponse rate was 15.2%.

2. Questionnaire
The study questionnaire was developed by the authors 

after literature review. After a pilot test with a sample of 
five doctors, the final questionnaire and explanation for the 
study in an online link (URL) were sent via text message 
and email to the participants. The questionnaire assessed (1) 
overall difficulties doctors encounter in LST discussions, (2) 
difficulties in LST discussions with patients and facilitating 
strategies, (3) the appropriate and actual time for initiating 
LST discussion, (4) difficulties in medical assessment of the 
patient in the EOL process and their influence on LST deci-
sions, (5) LST implementation in ambiguous cases, and (6) 
demographic and clinical variables (sex, duration of clinical 
experience, clinical position, specialty, and whether to see 
cancer patients). The EOL term has several meanings, such 
as irreversible decline before death or several months or less 
of life expectancy. However, in the questionnaire, the term 
EOL process was used as a state of imminent death in which 
there is no possibility of revitalization or recovery despite 
treatment, and symptoms worsen rapidly, which is defined 

in the Act. According to the Act, the term patient at the EOL 
indicates a person who is in the EOL process as assessed by 
the doctor in charge and a medical specialist in the relevant 
field. Medical assessment of the patient in the EOL process 
means the assessment of whether a patient is actively dying 
based on symptoms and signs.

3. Statistical analysis
The demographic and clinical data of the respondents 

were analyzed using descriptive statistics. Continuous var-
iables are expressed as median with ranges. Categorical vari-
ables are presented as numbers and percentages. The ques- 
tions assessing attitude toward facilitating strategies were 
answered using four responses (strongly agree, agree, disa-
gree, or strongly disagree). The responses were divided into 
two groups: agree (strongly agree or agree) and disagree 
(disagree or strongly disagree). All analyses were performed 
using STATA SE, ver. 15 (StataCorp LP, College Station, TX).

Results

1. Participant characteristics
A total of 132 doctors answered the questionnaire. Eighty-

five percent answered they treat cancer patients. The charac-
teristics of the participants are described in Table 1. Among 

Table 1.  Clinical characteristics of the participants

 No. (%)

Sex 
    Male 55 (41.7)
    Female 77 (58.3)  
Clinical experience 
    Median (range, yr) 4 (0.4-30)
Clinical position 
    Attending physician 26 (19.7)
    Clinical fellow 35 (26.5)
    Resident 71 (53.8)
Specialty 
    Internal medicine 58 (44.0)
    Pediatrics 20 (15.1)
    Obstetrics and gynecology 9 (6.8)
    General surgery 12 (9.1)
    Emergency medicine 13 (9.8)
    Neurology 11 (8.4)
    Neurosurgery 4 (3.0)
    Thoracic surgery 5 (3.8)
Seeing cancer patients 
    Yes 112 (84.8)
    No 20 (15.2)
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subjects, 42% were male, the median duration of clinical 
experience was 4 years (range, 0.4 to 30 years), and half of 
participants were residents. The most common specialty was 
internal medicine, followed by pediatrics, emergency medi-
cine, general surgery, neurology, obstetrics and gynecology, 
thoracic surgery, and neurosurgery.

 
2. Difficulties experienced by doctors during LST discus-
sions

Most of the participants (86.4%, n=114) had difficulties dis-
cussing LST. The mean severity score was 7.4±1.6 (range, 2 to 
10). The overall difficulty score did not vary depending on 
the duration of clinical experience (the mean score±standard 
deviation, 7.3±1.7 in patients with ≥ 4 years of clinical experi-
ence vs. 7.5±1.5 in patients with < 4 years of clinical experi-
ence) or clinical position (the mean score±standard deviation, 
7.3±1.5 in attending physicians vs. 7.5±1.7 in clinical fellow 
vs. 7.4±1.6 in residents). Items the participants found difficult 
are listed in Table 2. The two most difficult items were com-
munication with patients and family members followed by 
determining when to discuss LST decisions.

3. Difficulties in discussing LST with patients and facilitat-
ing strategies

When examining with whom the doctors initiate LST dis-
cussions, 10.6% (n=14) answered they initiate discussion 
with the patient first, 66.7% (n=88) with the family member 
first, and 22.7% (n=30) with both. Among participants, 67.4% 
(n=89) of doctors answered LST discussions with patients 
were difficult. As shown in Table 3, the most common rea-
son was inability of the patient to communicate and to show 
intention for LST due to lack of mental capacity. The second 
most common reason was severe physical symptoms and/
or mental distress of the patient, and the third most common 
reason was the family avoids directly discussing LST with 
the patient. Most of the participants had a positive attitude 
regarding the three strategies for facilitating LST discussion 
with the patient; 97% (n=129) agreed that LST discussion 
can be facilitated by increasing education and information 
regarding LST decisions for patients, 99.2% (n=131) agreed 
that building an environment that enables patients to com-
municate honestly about death with family or other people 
can facilitate LST discussion, and 94.7% (n=125) agreed that 
providing education to doctors about communication skills 
for LST discussions can facilitate LST discussion.

Table 2.  Items the participants found difficult during LST discussions

Item 1st choice 2nd choice Scoresa) Order

Communication with patients and family members 56 28 224 1
Determining when to discuss decisions on LST 24 29 130 2
Diagnosing the patient in the EOL process 18 15 84 3
Determining whether a treatment is LST 8 17 78 4
Choosing among the right documents (e.g., LST Plan, Advance Directives) 6 21 60 5
Communication with other doctors 2 4 14 6
EOL, end-of-life; LST, life-sustaining treatment. a)Scores are calculated by 3×the number of the first choice plus 2×number of the second 
choice.

Table 3.  Reasons for difficulties during LST discussions with patients (multiple responses permitted, n=89)

Reasons No. (%)

The patient is unable to communicate and to show his/her intention for  52 (58.4)
  LST due to lack of mental capacity at the time of discussion 
The patient has severe physical symptoms and/or is mentally distressed at the time of discussion 45 (50.6)
The family protects the patient from directly discussing EOL care plan with the doctor  26 (29.2)
The patient may refuse necessary medical treatments before dying 16 (18.0)
The doctor does not know how to initiate LST discussions with the patient 12 (13.5)
The patient does not want to discuss decisions regarding LST 7 (7.9)
Othera) 6 (6.7)
EOL, end-of-life; LST, life-sustaining treatment. a)Other included the patient is under 19 years of age (n=5) and communication with the 
patient at the time of discussion is not easy (n=1).
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4. The appropriate time for initiating LST discussions and 
the actual time of discussion

The participants were asked when would be an appropri-
ate time for initiating LST discussions and when they would 
actually initiate LST discussions (Fig. 1A). Most participants 
answered that an appropriate time for initiating LST discus-
sions was when patients were in a healthy condition, diag-
nosed with a critical illness, or expected to have poor prog-
nosis despite current active treatment. However, the actual 
time when LST discussions were mostly initiated was when 
the patient was expected to have poor prognosis despite cur-
rent active anti-disease treatment or unable to receive active 
anti-disease treatment. In addition, none of the participants 
answered the appropriate time was when death is imminent; 
however, 12.9% (n=17) answered they had initiated the dis-
cussion when death was imminent.

The attitude toward the two strategies to facilitate LST dis-

cussions at an earlier time were investigated (Fig. 1B). Among 
the participants, 75% (n=99) agreed that LST discussions are 
necessary when the patient visits an emergency room or has 
unplanned hospitalization and 83% (n=110) of participants 
agreed to include the explanation for LST discussion in the 
consent form before a procedure or an operation with risk 
of death.

5. Difficulties in medical assessment of the patient in the 
EOL process and their influence on LST decision making

According to the Act, to implement the decision to with-
draw or withhold LST, medical assessment of the patient 
in the EOL process should be performed. Among partici-
pants, 18.2% (n=24), 22.7% (n=30), 40.9% (n=54), and 18.2% 
(n=24) reported they assess the patient is in the EOL process 
1-3 days before death, 4-7 days before death, several days 
to several weeks before death, and several weeks to several 

Fig. 1.  The timing of life-sustaining treatment (LST) discussions and strategies to facilitate the discussion at an earlier time. (A) The appro-
priate time for initiating LST discussions and the actual time of discussion. (B) Attitudes toward the strategy to necessitate LST discussions 
when the patient visits an emergency room or has unplanned hospitalization. (C) Attitudes toward the strategy to include the explanation 
for LST discussions in the consent form before a procedure or an operation with risk of death.
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months before death, respectively. A discrepancy between 
when the patient or family thought the patient is in the EOL 
process and when the doctor assessed the patient was expe-
rienced by 93.2% (n=123) of doctors (Fig. 2A). Among the 
participants who reported the discrepancy, 87.8% (n=108)  
answered that doctors determine the EOL process earlier 
than patients/families.

Disagreement between doctors regarding the assessment 
of the EOL process was reported by 56% (n=74) of doctors 
(Fig. 2B). Most of the participants stated these discrepan-
cies between doctors and patients/family or disagreements  
between doctors in medical assessment of the EOL process 
influence the decision-making process for LST (Fig. 2C).

6. LST implementation in ambiguous cases 
Since the Act was revised in August 2017, the patient  

expresses the intention for LST in a conceptual sense in 
Advance Directives or LST Plan, and when the patient is 
thought to be at the EOL, the doctor in charge should deter-
mine which specific medical procedure is futile or regarded 
as LST based on the best interest of the patient. Without the 
patient’s preference for the specific medical procedure, doc-
tors may experience challenging cases in LST implementa-
tion. In the present study, the responses of doctors to LST  
implementation in two ambiguous cases in were investigat-
ed.

Case 1: “If the patient is currently unable to express their 
intention, what would you do if the family wants a ventila-
tor even though you consider it a medically inappropriate 
LST?” (Fig. 3).

For case 1, the responses of the doctors varied based on the 
patient’s previous intention, although all doctors regarded 

Fig. 2.  Discrepancy or disagreement in medical assessment of the patient in the end-of-life (EOL) process. (A) Response to the question 
“Is there a discrepancy between when the patient or family thought the patient is in the EOL process and the doctor’s assessment?” (B) 
Response to the question “How often do you experience disagreement with other doctors regarding medical assessment of the patient in 
the EOL process?” (C) The impact of discrepancy between doctor and patient/family and (D) the impact of disagreement between doctors 
on the decision-making process on life-sustaining treatment.  
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the ventilator as an LST. Most of the doctors stated they exp-
lained the ventilator is an LST and refused the family’s wish 
for a ventilator (17.4%, n=23) or persuaded the family to not 
use or withdraw the ventilator (75%, n=99). However, when 
the doctors were not aware of the patient’s intention for LST, 
the number of doctors who answered they would follow the 
family’s wishes increased from 6 (4.6%) to 62 (47%).

Case 2: “You know that your patient has stated that he or 
she does not want LST but has no written Advance Direc-
tives or LST Plan yet. What would you do if the patient who 
was never determined to be in the EOL process had a sudden 
cardiac arrest?” (Fig. 4).

For case 2, although the doctors understood the patient’s 
wishes, 62% (n=82) of the participants said that cardiopul-
monary resuscitation should be performed in situations that 
do not meet legal requirements. Only 6% (n=8) responded 
they would not perform cardiopulmonary resuscitation and 
32% (n=42) said that they would follow the family’s wishes.

Discussion

While a patient usually discusses with doctors various 
treatment options in addition to LST at the EOL during  
advance care planning in Western countries, determining 
LST in the Republic of Korea is possible only if he or she 
is in the EOL process according to the LST Decisions Act. 
Therefore, LST discussions are limited to the LST specified 
in the Act. We found that doctors experience a number of 
difficulties during LST discussions after enforcement of the 
Act. The four major reasons causing the difficulties were the 
late timing of LST discussions, family-related barriers, lack 
of communication skills, and limitations of the Act that are 
not properly applied in clinical practice. Among them, the 
late timing of discussion, family-related barriers, and lack 

of communication skills were all pointed out as challenges 
of LST discussion [11-13]. Limitations of the Act that are not 
properly applied in clinical practice were newly identified 
after the Act.

The late timing of having LST discussions reflects the  
Korean culture of not having honest communications about 
death [14]. The late timing of initiating LST discussion has 
been pointed out as considerable barrier against better LST 
discussion in several studies before the Act [6,12], and the 
present study also showed that the late LST discussion may 
cause the challenges doctor experience especially when talk-
ing to the patients in pain or distress. Due to the patient’s 
poor status to communicate, which may result from the late 

Fig. 3.  Response to case 1 based on the previous intention of the patient: “In case the patient is currently unable to express their inten-
tion, what would you do if the family wants a ventilator even though you consider it a medically inappropriate life-sustaining treatment 
(LST)?”
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timing of initiating LST discussions, the doctors found the 
situation difficult. Although the Act forces doctors to have 
LST discussion with the patient in order to emphasize the  
patient’s self-determination right, there is no policy or rec-
ommendation of adequate timing of LST discussion in the 
Act. Therefore, in clinical practice, the doctors are still used 
to discussing LST with family members when the patient 
is near death [15], as they have done so far before the Act. 
LST discussions should be performed when the patient can  
understand and communicate properly [16]. In a previous 
study [17], 78.3% of Koreans thought the most appropri-
ate person to make decisions regarding EOL care plans was 
themself. Initiating LST discussions can be recommended at 
the time of diagnosis in some patients with advanced can-
cer [18] and should be initiated at least in terminal diagno-
sis cases. However, when the best time for LST discussions 
for patients with non-cancerous diseases is remains unclear 
[19,20]. In the present study, doctors had a positive attitude 
for initiating LST discussions when the patient visits the 
emergency room, has an unplanned admission, or is plan-
ning for a procedure or operation with risk of death. We sug-
gest these strategies may help establish an early time for LST 
discussion.

In the present study, family was a considerable barrier in 
LST discussions with patients, as similar to previous studies 
performed before the Act. In previous studies [12,21], doc-
tors regarded the family’s reluctance to include the patient in 
discussion as a significant factor interfering with LST discus-
sions. Patients are frequently protected by family members 
from being shocked or discouraged by bad news and the 
family may worry whether the patients may lose hope and 
decline necessary treatment [22]. However, family’s pater-
nalistic decisions may not consider the patient’s values or  
result in reasonable decisions respecting the self-determina-
tion right of the patient [23]. In addition, family members 
could suffer from decisional burden and experience depres-
sion and grief [24,25] due to surrogate decision making.  
Despite the active family involvement in LST decision mak-
ing in Korea, the Act designates only the role of family as rep-
resenting the patient’s intention, so doctors may have trouble 
in communicating with family in the context of the Act. The 
present study results showed that building an environment 
in which patients and family have open discussions and  
encouraging LST discussions with patients and family can be 
strategies to reduce family-related barriers.

The most common difficulty addressed by doctors during 
LST discussions was communication with patients and fam-
ily. Lack of communication training has been reported as a 
barrier to prognostic disclosure in previous studies [26,27]. 
Although the Act designates the doctor in charge as the per-
son who should discuss decision making regarding LST, 

minimal guidance is provided for doctors about how to com-
municate with patients and family in this regard. Therefore, 
doctors may feel unhelpful, abandoned, and experience ethi-
cal conflicts in clinical practice [28,29]. Based on the present 
study results, education regarding communication skills for 
having LST discussions can help doctors overcome the dif-
ficulties encountered.

According to the Act, LST implementation should precede 
assessment of the EOL process. However, prognostic uncer-
tainty due to the underlying disease fundamentally exists, 
causing difficulty for doctors to correctly assess the EOL pro-
cess [30]. Therefore, uncertainty in the medical assessment 
may complicate LST discussions and influence decision mak-
ing [31]. The fact that LST decision can only be determined 
at the EOL aggravates the difficulty of predicting medical 
prognosis and narrows the options for LST decision, mak-
ing the decision making more complicated. Although the Act 
does not state any process to alleviate the uncertainty, further 
guidance and research to support medical assessment of the 
EOL process are needed.

Several limitations of the Act were observed in the present 
study which hinder proper application in clinical practice, 
especially during the implementation process. After the 
amendment of the Act, patients or families only document 
the expansive intention for LST (e.g., the patient does not 
want LST when in a state of imminent death), and doctors 
are required to determine which medical procedure is regar-
ded as medically inappropriate LST based on the best inter-
est of the patient in the EOL process. However, the survey 
from case 1 shows if the patient did not express any wishes 
or thoughts regarding LST, doctors tended to follow the fam-
ily’s wishes. Family members are designated as surrogate 
decision maker in the Act, but this does not mean that the 
family can always play a role as an ethically appropriate sur-
rogate [32]. Although the Act recognizes the patient’s dignity 
and self-determination at the EOL and stipulates the purpose 
of the Act is to assure the best interests of the patient, guide-
lines regarding what the best interest of the patient is or how 
to address this issue is not provided. Thus, without knowing 
the patient’s wishes, the best interest of the patient appears 
to depend on the family’s decision. In case 2, doctors would 
make different decisions without the documented intention of 
the patient, even when they already know the verbal do-not- 
resuscitate status. In this gray area, one-third of doctors pri-
oritize the family’s intentions. In these circumstances, which 
the Act does not address, decision making should be deter-
mined in a manner that respects the best interest of the pati- 
ent, and institutional support for the doctor’s decision is 
needed.

The present study had several limitations. First, the study 
was from a single tertiary hospital and included a small 
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number of respondents, thus, the difficulties doctors expe-
rience during LST discussions cannot be generalized. It is 
very crucial to secure enough number of study participants, 
especially experienced doctors. However, in the early stag-
es of enforcement of the Act, doctors’ difficulties may vary  
depending on the type of hospital or circumstances of LST 
discussion, so we could not perform this study in a multi-
center design. Selection bias should be considered to interpret 
the results. Further studies with a larger sample size should 
be conducted in various institutional settings. Second, the 
study population included doctors that practice medicine in 
specific fields where they frequently experience LST discus-
sions, which may cause selection bias. Third, the recall bias 
may occur in asking when the doctors had LST discussion, 
how frequently they had LST discussions, and whether there 
were disagreements with family or between physicians.

In conclusion, our study showed most doctors experienced 
serious difficulties during LST discussions, regardless of  
duration of clinical experience or clinical position. The late 
timing of LST discussions, family-oriented discussion, and 
lack of communication skills affected the difficulties dur-
ing the discussion. Furthermore, uncertainty in the medical  
assessment of dying process caused discrepancy between 
the doctor and the patient/family or disagreement between 
doctors, which influenced the decision-making process for 
LST. To alleviate various difficulties of the doctors found 
in this study, further institutional efforts are needed to  
improve the LST discussion between doctors, patients, and 
family. Initiating LST discussions at an emergency room visit 
or an unplanned admission, or when the patient plans for 
a procedure or operation with risk of death could facilitate 
LST discussion at an early time. We suggest that education 

regarding communication skills for having LST discussions 
and guidance to support medical assessment of the EOL pro-
cess should be strengthened to help doctors overcome the 
difficulties.
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