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Purpose: This descriptive study compared the perceptions, determinants, and needs of 
patients, family members, nurses, and physicians regarding life-sustaining treatment deci-
sions for patients with hematologic malignancies in the hematology-oncology department 
of a tertiary hospital in Seoul, Korea. Methods: In total, 147 subjects were recruited, gave 
written consent, and provided data by completing a structured questionnaire. Data were 
analyzed using analysis of variance, the chi-square test, and the Fisher exact test. Results: 
Nurses (F=3.35) and physicians (F=3.57) showed significantly greater familiarity with the 
Act on Decisions on Life-Sustaining Treatment than patients (F=2.69) and family members 
(F=2.59); (F=19.58, P＜0.001). Many respondents, including 19 (51.4%) family members, 
16 (43.2%) physicians, and 11 (29.7%) nurses, agreed that the patient’s opinion had the 
greatest effect when making life-sustaining treatment decisions. Twelve (33.3%) patients 
answered that mental, physical, and financial burdens were the most important factors 
in life-sustaining treatment decisions, and there was a significant difference among the 
four groups (P＜0.001). Twenty-four patients (66.7%), 27 (73.0%) family members, and 
21(56.8%) nurses answered that physicians were the most appropriate people to provide 
information regarding life-sustaining treatment decisions. Unexpectedly, 19 (51.4%) physi-
cians answered that hospice nurse practitioners were the most appropriate people to talk 
to about life-sustaining treatment (P＜0.001). Conclusion: It is of utmost importance that 
the patient and physician determine when life-sustaining treatment should be withdrawn, 
with the patient making the ultimate decision. Doctors and nurses have the responsibility to 
provide detailed information. The goal of end-of-life planning is to ensure patients’ dignity 
and respect their values.
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INTRODUCTION

1. Introduction

Hematologic malignancies progress rapidly and, unless pro-

active treatment is performed, most patients die within 2~3 

months of diagnosis. Because of this difficult diagnosis, treat-

ment process, and outcome, patients and their families experi-

ence extreme physical, psychological, social, and spiritual pain 

and are in considerable shock [1,2]. Developments in contem-

porary medicine have made it possible to prolong the life of 

dying patients, but it is also common to see patients at the end 

of their life still on chemotherapy and other meaningless life-

sustaining treatment, without possibility of recovery [3]. It be-

comes important to recognize when life-sustaining treatment 

is no longer necessary for delaying death but has become a fu-

tile and painful treatment process. Treatment during the dying 

process is performed as a part of maintaining the individual’s 

dignity and valuing their quality of life. In particular, it is nec-

essary to be aware of the patient’s right to self-determination 

when making treatment decisions [4].

Life-sustaining treatment refers to “medical treatment by 

cardiopulmonary resuscitation, hemodialysis, administering 

chemotherapy, and mechanical ventilation to a patient at the 

end of life which merely extend the duration of the end-of-

life process without curative effect” according to the Act on 

Hospice and Palliative Care and Decisions on Life-Sustaining 

Treatment for Patients at the End of Life (hereafter referred 

to as the Act on Decisions on Life-Sustaining Treatment), 

enforced on February 4, 2018, for the purpose of prescrib-

ing “matters necessary for hospice and palliative care and life-

sustaining treatment decisions for patients at the end of life and 

the implementation thereof, and thereby to protect the dignity 

and value of human beings by assuring the best interests of 

the patients and by respecting their self-determination” [5]. In 

other words, the Act on Decisions on Life-Sustaining Treat-

ment provides an opportunity for patients at the end of life to 

end their lives with dignity by respecting self-determination [3].

Ethical and legal issues arise regarding the opinion that 

withdrawal of life-sustaining treatment respects human dig-

nity, such as defining the criteria for decision-making and the 

withdrawal of life-sustaining treatment, deciding which treat-

ment are to be stopped, and who participates in the decision-

making. Although patients have the right to autonomously 

make life-sustaining treatment decisions [6], in South Korea 

(hereinafter, Korea), it is common for families to make deci-

sions for terminal patients excluding the patients themselves, 

even when death is imminent [7] and especially when a patient 

has difficulty expressing his or her opinions accurately [8]. 

Families of terminal patients often believe that proactive treat-

ment is necessary for patients and withdrawal of treatment is 

only necessary to alleviate pain caused by the treatment. Dis-

eases are considered a family matter rather than an individual 

patient’s concern in Korea and it is the family that tradition-

ally makes the final decisions, often excluding the patient from 

the decision process [9]. Although the family may make the 

decisions regarding the continuation or withdrawal of life-

sustaining treatment, the experience and opinions of nurses 

and physicians have a decisive effect on the family’s decision-

making [2,10]. 

When it comes to education about life-sustaining treatment, 

most patients want to communicate honestly with their nurses 

and physicians about terminal treatment options. However, 

they believe that nurses and physicians should raise the topic 

first, making nurses and physicians responsible for initiat-

ing the communication in a timely manner [11]. Nurses often 

communicate patients’ thoughts and feelings to physicians on 

the patients’ behalf, as well as encouraging patients to partici-

pate in the decision-making process [12]. Successful decision-

making for life-sustaining treatment requires close communi-

cation among patients, family members, nurses, and physicians 

[12]. 

In Korea, studies on life-sustaining treatment have mainly 

focused on patients with cancer and their caregivers [7,13] or 

on medical professionals [2,14], but few studies have included 

patients, family members, nurses, and physicians. In addi-

tion, there have been studies on attitudes about withdrawal 

of medical treatment for terminal patients [15], experiences 

of decision-making on withdrawal of life-sustaining treat-

ment [16], and perceptions of a good death [3], but studies 

including the perceptions, determinants, and needs of patients 

regarding life-sustaining treatment are few. Therefore, this 

study aimed to investigate the perceptions, determinants, and 

needs of patients, family members, nurses, and physicians 
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when dealing with decision-making regarding life-sustaining 

treatment in patients with hematologic malignancies, which 

progress rapidly and for which proactive treatment is provided 

immediately after diagnosis. This study will contribute to un-

derstanding the issue of life-sustaining treatment and provide 

basic data useful to nurses when involved in a life-sustaining 

treatment decision-making process that respects the patient’s 

self-determination. 

2. Purpose

The purpose of this study was to compare the perceptions, 

determinants, and needs of patients, family members, nurses, 

and physicians when dealing with decision-making for life-

sustaining treatment in patients with hematologic malignancies, 

in order to enhance understanding of life-sustaining treatment, 

facilitate best decision-making, and provide basic data use-

ful for end-of-life planning which respects the patient’s self-

determination. 

The specific purposes are as follows:

1) To identify differences in perceptions among patients, 

family members, nurses, and physicians who were dealing with 

decision-making for life-sustaining treatment in patients with 

hematologic malignancies 

2) To identify differences in determinants among patients, 

family members, nurses, and physicians who were dealing with 

decision-making for life-sustaining treatment in patients with 

hematologic malignancies 

3) To identify differences in needs among patients, fam-

ily members, nurses, and physicians who were dealing with 

decision-making for life-sustaining treatment in patients with 

hematologic malignancies 

METHODS

1. Study design

This was a descriptive study to compare the perceptions, 

determinants, and needs of patients, family members, nurses, 

and physicians when dealing with decision-making for life-

sustaining treatment in patients with hematologic malignan-

cies. 

2. Participants

The participants of the study were patients, family members, 

nurses, and physicians in the hematology-oncology depart-

ment of a tertiary hospital in Seoul, Korea. To collect data, 

participants were recruited through convenience sampling. The 

participants were 19 years old or older, able to communicate, 

and consented to participate in the study. 

The specific inclusion and exclusion criteria were as follows:

1) Patients: Patients with hematologic malignancies who 

were admitted to the hematology-oncology ward and were 

aware of their disease were included. Patients who were trans-

ferred to an intensive care unit, were unresponsive, or were not 

able to communicate were excluded. 

2) Family members: The patient’s spouse, immediate family, 

and siblings who knew the diagnosis were included. Unrelated 

caregivers and relatives outside the immediate family were ex-

cluded. 

3) Nurses: Nurses working in a hematology-oncology ward 

and caring for patients with hematologic malignancies were 

included. Nurses with less than 6 months of clinical experience 

were excluded since they were training in team nursing and 

did not perform functional nursing.

4) Physicians: Residents and hematologists in charge of pa-

tients in a hematology-oncology ward were included. Interns 

were excluded due to limited knowledge of patients with he-

matologic malignancies since they rotate departments every 

two weeks. 

The number of participants was calculated using the 

G*Power 3.1 program by applying one-way analysis of vari-

ance (ANOVA) with an effect size of 0.3, significance level of 

0.05, and power of 0.8. The calculated number of participants 

was 128. Considering a dropout rate of 20%, a total of 152 

participants were recruited and surveyed with the question-

naire. Five participants were excluded due to incomplete 

responses or inappropriate completion of the questionnaire, 

leaving a total of 147 participants (36 patients, 37 family 

members, 37 nurses caring for patients with hematologic ma-

lignancies, and 37 physicians) in the study. 
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3. Data collection

The data were collected from November 2011 to May 2020. 

After receiving institutional review board approval, the prin-

cipal researcher directly explained the purpose and methods 

of the study to the patients who were recruited at C tertiary 

hospital in six hematology-oncology wards. After obtaining 

consent, the data were collected using an anonymous ques-

tionnaire and medical records without patients’ names. 

Two types of questionnaires (15 items each) for medical 

professionals (nurses and physicians) and general public (pa-

tients and family members) about perceptions, determinants, 

and needs for life-sustaining treatment decision-making were 

used to collect the data. The disease-related characteristics of 

patients including diagnosis, admission date, discharge date, 

length of hospital stay, treatment phase, duration of illness, 

comorbidities, relapse experience, admission in an intensive 

care unit, decisions on the dying process, and hospice referral 

were collected using medical records. 

4. Study tools

1) General characteristics of participants

The collected demographic data were as follows: sex, age, 

religion, marital status, education status, economic status, oc-

cupation, and type of household for the general public (patients 

and family members), and sex, age, religion, marital status, 

education status, economic status, position, and length of clin-

ical career for medical professionals (nurses and physicians). 

2) �Perceptions, determinants, and needs in decision- 

making for life-sustaining treatment

A structured questionnaire was used. The researchers used 

the tool developed by Hwang and Yang [13] after receiving 

approval from the original authors via email. Among the 16 

items in the questionnaire, 2 items (‘the necessity of enact-

ment of the law related to life-sustaining treatment’ and ‘Does 

application of hospice palliative care mean withdrawing life-

sustaining treatment?’) were deleted since they were related 

to the enactment of the Act on Decisions on Life-Sustaining 

Treatment, and 1 additional item (‘I am well aware of the Act 

on Decisions on Life-sustaining Treatment’ was included. Fi-

nally, a total of 15 items matched the purposes of this study 

on perceptions, determinants, and needs of patients, family 

members, nurses, and physicians on making life-sustaining 

treatment decisions. The perceptions of making life-sustaining 

treatment decisions consisted of 5 items assessing the degree 

of perception on decision-making for life-sustaining treat-

ment, and measured on a 4-point Likert scale (1: not at all, 4: 

strongly agree). The higher score was associated with a higher 

degree of perceptions, and an average score was calculated. 

The five items on determinants for making life-sustaining 

treatment decisions were about the criteria for decision-

making and withdrawal of life-sustaining treatment, such as 

which treatment(s) to stop, what influences the decision, and 

who participates in the decision-making. The participants 

were asked to answer the items that applied to them. The need 

for education on making life-sustaining treatment decisions 

included 5 items on the necessity of the education, appropriate 

educators, appropriate education methods, appropriate timing 

of education, and appropriate timing of decision-making for 

life-sustaining treatment. Again, the participants were asked 

to answer the items that applied to them. Six experts (1 nurs-

ing professor, 3 unit managers with clinical experience of 20 

years or more, and 2 specialists) were consulted on the validity 

of the tool. The items with content validity of 0.8 or over were 

selected and the content validity index was 0.99. In the previ-

ous study, Cronbach’s α, as a measure of reliability was not 

presented. However, in the present study, the Cronbach’s α 

for perceptions on making life-sustaining treatment decisions, 

as measured on a Likert scale, was 0.62.

5. Ethical considerations

This study was conducted after receiving approval from the 

institutional review board (IRB) (No. KC19QESI0765) of 

C hospital. The purpose of the study, confidentiality proto-

cols, and that the collected data were only used for research 

purposes were explained to the participants. They were also 

informed that they can refuse or discontinue participation at 

any time and written consents were signed. The questionnaires 

were identified only by numbers. Contact information for the 

IRB was given to the participants if they had inquiries about 

their rights or other inquiries, concerns, or complaints that had 

not been answered by the researchers. A small gift was pro-

vided after completing the data collection.
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Table 1. General Characteristics of Patients and Family Members (N=73).

Characteristics Categories
n (%)

Mean±SD (min~max)
Patients (n=36) Family members (n=37)

Sex Female 22 (61.1) 26 (70.3)

Male 14 (38.9) 11 (29.7)

Age (yr) ＜50 12 (33.3) 14 (37.8)

50~59 11 (30.6) 13 (35.1)

60~69 12 (33.3) 7 (18.9)

≥70 1 (2.8) 3 (8.2)

Mean±SD 52.5±13.0 49.9±12.0

Marital state Single 4 (11.1) 4 (10.8)

Married 30 (83.3) 32 (86.5)

Others 2 (5.6) 1 (2.7)

Religion Yes 21 (58.3) 18 (48.6)

None 15 (41.7) 19 (51.4)

Educational status University 20 (55.6) 20 (54.0)

High school 12 (33.3) 14 (37.8)

Middle 4 (11.1) 3 (8.2)

Economic status Good 3 (8.3) 1 (2.7)

Fair 24 (66.7) 29 (78.4)

Poor 9 (25.0) 7 (18.9)

Occupation Yes 14 (38.9) 12 (32.4)

None 22 (61.1) 25 (67.6)

Household status With family 32 (88.9) -

Alone 4 (11.1) -

Family members Husband or wife - 24 (64.9)

Parents - 5 (13.5)

Sons and daughters - 8 (21.6)

Live with patient Yes - 30 (81.1)

No - 7 (18.9)

Patient responsibility for hospital fee All or most - 13 (35.1)

Shared equally - 13 (35.1)

Less than others - 3 (8.2)

None - 8 (21.6)

Diagnosis Leukemia 12 (33.4) -

Multiple myeloma 9 (25.0) -

Myelodysplastic syndromes 2 (5.5) -

Lymphoma 10 (27.8) -

Severe aplastic anemia 2 (5.5) -

Castleman disease 1 (2.8) -

Phase of treatment Chemotherapy 24 (66.7) -

PBSCT post care 5 (13.9) -

Supportive care 4 (11.1) -

PBSC collection 3 (8.3) -

Relapse None 21 (58.3) -

Yes 15 (41.7) -

Admission to intensive care unit None 33 (91.7) -

Yes 3 (8.3) -

Comorbidities None 22 (61.1) -

Yes 14 (38.9) -

Length of hospital stay (days) - - 26.3±16.8 (7~76)

Duration of illness (days) - - 1196.9±780.4 (418~4437)

PBSCT: Peripheral blood stem cell transplant, PBSC: Peripheral blood stem cell.
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6. Data analysis

The data were analyzed using SPSS version 22.0 (IBM Corp., 

Armonk, NY, USA).

1) The general and disease-related characteristics of the par-

ticipants were analyzed as real numbers, percentages, averages, 

and standard deviations.

2) The perceptions of the participants on making life-

sustaining treatment decisions were analyzed as average and 

standard deviation, and the differences of perception between 

the groups were analyzed using ANOVA and the Scheffé post 

hoc test.

3) The differences in the determinants and needs among the 

four groups were analyzed using the chi-square test and veri-

fied by the Fisher exact test.

RESULTS

1. General characteristics of patients and family 

members

Of the total 147 participants, 36 were patients and 37 were 

family members. More than half of the participants were 

women (21 patients, 61.6%; 26 family members, 70.3%). 

Twelve patients (33.3%) were younger than 50 years old, 11 

(30.6%) were in their 50s, 12 (33.3%) were in their 60s, and 

1 (2.8%) patient was in their 70s. The age of family members 

were younger than 50 years old (n=14, 37.8%), in their 50s 

(n=13, 35.1%), in their 60s (n=7, 18.9%), and in their 70s 

(n=2, 5.6%). Thirty patients (83.3%) and 32 family members 

(86.5%) were married. Thirty-two patients (88.9%) lived with 

their family members and the most common relationship be-

tween patient and family member was spouse (n=24, 64.9%).

Leukemia was the most common disease in the participating 

patients (12 patients, 33.4%). Twenty-four patients (66.7%) 

were receiving chemotherapy, followed by 5 patients (13.9%) 

receiving post-care after peripheral blood stem cell trans-

plantation. Twenty-one patients (58.3%) had not experienced 

relapse of the disease, and 33 patients (91.7%) had not been 

admitted to an intensive care unit. The average length of hos-

pital stay was 26.3 days and the average duration of illness 

was 1196.9 days (Table 1). 

2. General characteristics of nurses and physicians

Of the total 147 participants, 37 were nurses and 37 were 

physicians. The age of most nurses and physicians ranged from 

21 to 40 years (23 nurses, 62.1%; 31 physicians, 83.8%), and 

28 nurses (75.7%) were single. Twenty-two (59.5%) physi-

cians were specialists, clinical instructors, or higher, and 15 

were residents (40.5%). The nurses included 4 (10.8%) unit 

managers, chief nurses, or higher, while most (n=33, 89.2%) 

were staff nurses. The career experiences varied from 1 year to 

11 years or longer (Table 2).

3. Perceptions of patients, family members, nurses, 

and physicians on life-sustaining treatment  

decision-making

For the item ‘I am well aware of the Act on Decisions on 

Life-sustaining Treatment,’ measured on a 4-point Likert 

Table 2. General Characteristics of Physicians and Nurses (N=74).

Characteristics Categories

n (%)

Nurses  
(n=37)

Physicians 
(n=37)

Sex Male 0 (0.0) 24 (64.9)

Female 37 (100.0) 13 (35.1)

Age (yr) ≤30 21 (56.8) 6 (16.2)

31~40 10 (27.0) 17 (45.9)

≥41 6 (16.2) 14 (37.8)

Marital status Single 28 (75.7) 17 (45.9)

Married 9 (24.3) 20 (54.1)

Religion Yes 27 (73.0) 26 (70.3)

None 10 (27.0) 11 (29.7)

Educational status Doctor of 

philosophy

1 (2.7) 14 (37.8)

Master’s 5 (13.5) 18 (48.6)

Bachelor’s 31 (83.8) 5 (13.6)

Economic status Good 2 (5.4) 16 (43.2)

Fair 33 (89.2) 20 (54.1)

Poor 2 (5.4) 1 (2.7)

Position Medical 

specialist

- 22 (59.5)

Resident - 15 (40.5)

Unit manager 4 (10.8) -

Staff nurse 33 (89.2) -

Total clinical career (yr) ≤2 13 (35.1) 12 (32.4)

3~10 16 (43.2) 12 (32.4)

≥11 8 (21.6) 13 (35.1)

Mean±SD 7.24±7.53 10.05±10.18
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scale, the average score was higher in nurses (3.35 points) 

and physicians (3.57 points) than patients (2.69 points) and 

family members (2.59 points) with a statistically significant 

difference (F=19.58; P<0.001). There was also a statistically 

significant difference (F=40.03; P<0.001) in the average score 

for the item ‘I have thought about death as related to the pa-

tient’s disease’, with higher scores among nurses (3.54 points) 

and physicians (3.70 points) than patients (2.58 points) and 

family members (2.24 points). The average score for the item 

‘The patient and family are having honest conversations about 

decision-making’ showed a statistically significant differ-

ence (F=20.06; P<0.001), with higher scores for patients (3.14 

points) and family members (3.08 points) than for nurses (2.00 

points) and physicians (2.32 points). The average score of the 

item ‘The family truly knows the patient’s values and wishes 

regarding life-sustaining treatment’ was higher in physicians 

(3.05 points) than patients (2.42 points), family members (2.54 

points), and nurses (2.19 points) and showed a statistically 

significant difference (F=7.33, P<0.001) (Table 3). 

4. Determinants of patients, family members,  

nurses, and physicians on life-sustaining  

treatment decision-making

For the item ‘What would you do if the medical treatment 

did not cure the disease,’ half of patients (18 patients, 50%) 

responded that they would consider withdrawing life-sustain-

ing treatment, but the most common response in physicians 

and nurses was that the patient would ‘try to find alternative 

treatments with the family’ (24 physicians, 64,9%; 23 nurses, 

62.2%), and there was a statistically significant difference 

(P<0.001). For the item ‘reasons to withdraw life-sustaining 

treatment,’ the largest number of patients (n=16, 44.4%) and 

family members (n=17, 45.9%) responded that ‘prolonging the 

life of a patient with pain has become futile,’ and the mental, 

physical, and financial burden was considered second among 

patients (n=9, 25.0%). Meanwhile, 15 physicians (40.5%) and 

12 nurses (32.4%) responded that ‘despite all efforts, a cure is 

unachievable,’ a statistically significant difference (χ2=17.60, 

P=0.040). 

For the item ‘Why is it hard to make life-sustaining treat-

ment decisions?,’ the most common response in patients and 

family members was ‘hope or uncertainty in medicine’ (23 

family members, 62.2%; 18 patients, 50%), but ‘guilt and feel-

ing sorry about withdrawing treatment’ and ‘disagreements 

between patient and family’ were most common among nurses 

(n=17, 45.9%) and physicians (n=22, 59.5%), a statistically 

significant difference (P<0.001). Statistically significant differ-

ences (P<0.001) were found for the item ‘What are the most 

important factors involved in making life-sustaining treatment 

decisions?’, the patient’s opinion was the highest response in 

family members (n=19, 51.4%) followed by physicians (n=16, 

43.2%) and nurses (11 nurses, 29.7%), while 12 patients 

(33.3%) responded that the mental, physical, and financial 

burden was greatest (Table 4).

Table 3. Comparison of Perceptions among Patients, Family Members, Physicians and Nurses Who Make Life-Sustaining Treatment Decisions for Patients with 

Hematologic Malignancies.

Variables

Mean±SD

P ScheffPatients
(n=36)

Family 
members 

(n=37)

Nurses
(n=37)

Physicians
(n=37)

Total
(n=147)

I am well aware of the Act on Decisions on  

Life-sustaining Treatment

2.69±0.62a 2.59±0.83b 3.32±0.58d 3.57±0.55c 3.05±0.77 ＜0.001

I have thought about the death as related to  

the patent’s disease

2.58±0.94a 2.24±0.80b 3.54±0.51d 3.70±0.46c 3.02±0.93 ＜0.001 a, b＜c, d

The person who should talk about  

everything regarding patient is himself/herself

3.36±0.49 3.08±0.83 3.27±0.73 3.19±0.57 3.22±0.67 0.328 a, b＜c, d

The patient and family are having honest conversations 

about decision-making

3.14±0.68a 3.08±0.68b 2.00±0.78d 2.32±0.88c 2.63±0.90 ＜0.001

The family truly knows the patient’s values and wishes 

regarding life-sustaining treatment

2.42±0.81a 2.54±1.02 2.16±1.09d 3.05±0.70c 2.54±0.97 ＜0.001 a, b＜c, d
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5. Needs of patients, family members, nurses, and 

physicians in life-sustaining treatment decision-

making

All groups agreed that there was a need to provide informa-

tion on making life-sustaining treatment decisions to patients 

and family members during the treatment of hematologic 

malignancies (average 3.48 points) Written guidelines and in-

person review of the guidelines was felt to be the best way to 

provide that information. Physicians were the most appropri-

ate people to provide that information according to family 

members (n=27, 73%), followed by patients (n=24, 66.7%), 

and nurses (n=21, 56.8%). Meanwhile, more than half of phy-

sicians (n=19, 51.4%) responded that this information should 

be provided by hospice nurse practitioners (P<0.001). The 

most appropriate time to provide information on decision-

making for life-sustaining treatment was when the patient 

was diagnosed with terminal cancer according to 21 patients 

(58.3%), followed by 18 family members (48.6%), 15 physi-

cians (37.8%), and 13 nurses (35.1%). Fourteen physicians 

(37.8%) responded that the early stage of treatment was the 

second most appropriate time, and 8 nurses (21.6%) respond-

ed that the early stage of treatment and disease relapse were 

equally appropriate second choice times (P=0.030). The most 

appropriate time to discuss making life-sustaining treatment 

decisions was when the patient was diagnosed with terminal 

cancer according to 20 family members (54.1%), 19 patients 

(52.8%), 12 physicians (32.4%), and 11 nurses (29.7%) in de-

Table 4. Comparison of Determinants among Patients, Family Members, Physicians and Nurses Who Make Life-sustaining Treatment Decisions for Patients with 

Hematologic Malignancies.

Variables

n (%)

χ2/PPatients
(n=36)

Family 
members 

(n=37)

Nurses
(n=37)

Physicians
(n=37)

Total
(n=147)

What would you do if medical treatment could not cure the disease?

   Never give up treatment 4 (11.1) 8 (21.6) 0 (0.0) 1 (2.7) 13 (8.8) ＜0.001*

   Consider withdrawing life-sustaining treatment 18 (50.0) 11 (29.7) 14 (37.8) 12 (32.4) 55 (37.4)

   Try to find alternative treatments with the family 4 (11.1) 11 (29.7) 23 (62.2) 24 (64.9) 62 (42.2)

   Do not think about that 10 (27.8) 7 (18.9) 0 (0.0) 0 (0.0) 17 (11.6)

Reasons to withdraw life-sustaining treatment

   For death with dignity 3 (8.3) 9 (24.3) 11 (29.7) 10 (27.0) 33 (22.4) 17.60/0.04

   Prolonging the life of a patient has become futile 16 (44.4) 17 (45.9) 9 (24.3) 7 (18.9) 49 (33.3)

   Despite all efforts, a cure is unachievable 8 (22.2) 6 (16.2) 12 (32.4) 15 (40.5) 41 (27.9)

   Mental, physical and financial burden 9 (25.0) 5 (13.5) 5 (13.5) 5 (13.5) 24 (16.3)

Why is it hard to make life-sustaining treatment decisions?

   Hope or uncertainty in medicine 18 (50.0) 23 (62.2) 10 (27.0) 9 (24.3) 60 (40.8) ＜0.001*

   Guilt and feeling sorry about withdrawing treatment 5 (13.9) 12 (32.4) 18 (48.6) 3 (8.1) 38 (25.9)

   Disagreements between patient and family 2 (5.6) 0 (0.0) 7 (18.9) 22 (59.5) 31 (21.1)

   Lack of information on the Act on Life-Sustaining Treatment Decisions 8 (22.2) 2 (5.4) 2 (5.4) 3 (8.1) 15 (10.2)

   Financial reasons 3 (8.3) 0 (0.0) 0 (0.0) 0 (0.0) 3 (2.0)

What are the most important factors involved in making life-sustaining treatment decisions?

   Patient’s opinion 11 (30.6) 19 (51.4) 11 (29.7) 16 (43.2) 57 (38.8) ＜0.001*

   Family’s opinion 1 (2.8) 1 (2.7) 10 (27.0) 10 (27.0) 22 (14.9)

   Mental, physical and financial burden 12 (33.3) 7 (18.9) 10 (27.0) 8 (21.6) 37 (25.2)

   Recommendation of healthcare providers 7 (19.4) 9 (24.3) 6 (16.2) 0 (0.0) 22 (15.0)

   Information about making life-sustaining treatment decisions 5 (13.9) 1 (2.7) 0 (0.0) 4 (5.4) 9 (6.1)

The most important person involved in making life-sustaining treatment decisions

   Patient himself/herself 32 (88.9) 28 (75.7) 35 (94.6) 35 (94.6) 130 (88.4) 0.080*

   Family 0 (0.0) 4 (10.8) 1 (2.7) 1 (2.7) 6 (4.1)

   Health care providers 4 (11.1) 5 (13.5) 1 (2.7) 1 (2.7) 11 (7.5)

*Fisher exact test.
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scending order. The second most appropriate time was when 

the patient’s condition deteriorates rapidly according to pa-

tients (n=13, 36.1%) and family members (n=10, 27%), while 

the early stage of treatment was the second most appropriate 

time according to physicians (n=11, 29.7%) and nurses (n=10, 

27%) (P<0.001) (Table 5).

DISCUSSION

Nurses and physicians are more familiar with life-sustaining 

treatment for patients with hematologic malignancies than pa-

tients and family members. The role of nurses and physicians is 

to help patients and family members understand life-sustain-

ing treatment and help them make end-of-life care decisions 

by providing accurate insights and information. Similar to the 

results of this study, Park et al. [10] reported that 60% of pa-

tients with cancer and their family members were not aware of 

advance directives, while 60% or more physicians and nurses 

were aware of advance directives. Since the condition of pa-

tients with hematologic malignancy deteriorates rapidly after 

diagnosis, it may be necessary for nurses and physicians to 

have accurate perceptions and provide information on making 

Table 5. Comparing Needs among Patients, Family Members, Physicians and Nurses Who Make Life-Sustaining Treatment Decisions for Patients with Hematologic 

Malignancies (N=147).

Variables

n (%)

PPatients
(n=36)

Family 
members

(n=37)

Physicians
(n=37)

Nurses
(n=37)

Total
(n=147)

Provide information about making life-sustaining treatment decisions

   Strongly agree 13 (36.1) 14 (37.8) 24 (64.9) 31 (83.8) 82 (55.8) ＜0.001*

   Agree 18 (50.0) 20 (54.1) 12 (32.4) 6 (16.2) 56 (38.1)

   Disagree 4 (11.1) 2 (5.4) 0 (0.0) 0 (0.0) 6 (4.1)

   Strongly disagree 1 (2.8) 1 (2.7) 1 (2.7) 0 (0.0) 3 (2.0)

   Mean±SD 3.19±0.75 3.27±0.69 3.59±0.64 3.84±0.37 3.48±0.68

Appropriate way to provide information on the Act on Life-Sustaining Treatment Decisions

   Provision of written guidelines 2 (5.6) 2 (5.4) 3 (8.2) 2 (5.4) 9 (6.1) 0.930*

   Provision of written guideline with in-person explanation 17 (47.2) 18 (48.6) 18 (48.6) 20 (54.1) 73 (49.7)

   National campaigns and promotions 11 (30.6) 6 (16.2) 9 (24.3) 8 (21.6) 34 (23.1)

   Arrange an appointment with the relevant department 6 (16.7) 11 (29.7) 7 (18.9) 7 (18.9) 31 (21.1)

Appropriate person to provide information 

   Physician 24 (66.7) 27 (73.0) 15 (40.5) 20 (54.1) 86 (58.5) ＜0.001*

   Nurse 4 (11.1) 3 (8.1) 1 (2.7) 0 (0.0) 8 (5.4)

   Hematology-oncology nurse practitioner 6 (16.7) 5 (13.5) 1 (2.7) 1 (2.7) 13 (8.8)

   Hospice nurse practitioner 2 (5.6) 2 (5.4) 19 (51.4) 16 (43.2) 39 (26.5)

   Family member 0 (0.0) 0 (0.0) 1 (2.7) 0 (0.0) 1 (0.7)

Appropriate time to provide information on making life-sustaining treatment decisions

   Early stage of treatment 2 (5.6) 4 (10.8) 14 (37.8) 8 (21.6) 28 (19.0) 0.030*

   During chemotherapy (or chemo-radiotherapy) 1 (2.8) 1 (2.7) 0 (0.0) 2 (5.4) 4 (2.7)

   When the disease progresses. 3 (8.3) 4 (10.8) 4 (10.8) 8 (21.6) 19 (12.9)

   When the patient’s condition deteriorates rapidly 8 (22.2) 10 (27.0) 4 (10.8) 6 (16.2) 28 (19.0)

   When the patient is diagnosed with terminal cancer 21 (58.3) 18 (48.6) 15 (40.5) 13 (35.1) 67 (45.6)

   While the patient is healthy 1 (2.8) 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.7)

Appropriate time to make life-sustaining treatment decisions

   Early stage of treatment 1 (2.8) 2 (5.4) 11 (29.7) 10 (27.0) 24 (16.3) ＜0.001*

   During chemotherapy (or chemo-radiotherapy) 0 (0.0) 2 (5.4) 3 (8.1) 0 (0.0) 5 (3.4)

   When the disease progresses 3 (8.3) 3 (8.1) 7 (18.9) 7 (18.9) 20 (13.6)

   When the patient’s condition deteriorates rapidly 13 (36.1) 10 (27.0) 4 (10.8) 9 (24.3) 36 (24.5)

   When the patient is diagnosed with terminal cancer 19 (52.8) 20 (54.1) 12 (32.4) 11 (29.7) 62 (42.2)

*Fisher exact test.
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life-sustaining treatment decisions.

In a study by Cho et al. [17], 70.6% of family members re-

sponded that they communicated well about making life-sus-

taining treatment decisions, while 52% of physicians responded 

that family members did not fully reflect the patients’ opinions, 

similar to the results of this study. The results of this study 

showed that physicians felt that disagreement between patients 

and family members was the greatest factor making it difficult 

to make life-sustaining treatment decisions. These conflicts 

result in disagreement between patients and family members, 

difficulties in mediation, and the inability to make decisions 

that reflect the patient’s wishes. These results were also con-

sistent with the study by Jang et al. [18], which showed low 

scores for the question ‘When patients and families disagree 

regarding advance directives preparation, I advocate for pa-

tients.’

In this study, the majority of participants (50%) considered 

making life-sustaining treatment decisions when curative 

treatment was no longer possible. This result corresponds with 

the study by Sun et al. [19] on patients with terminal cancer 

on a hospice ward, finding that most patients with terminal 

cancer (n=119, 88.8%) did not want cardiopulmonary resus-

citation, placing more importance on death with dignity than a 

meaningless life with life-extending technology. In a study by 

Lee et al. [20] on strategies for dying well, a high percentage of 

participants responded that ‘not burdening others’ was an im-

portant factor for a good death. Ruijs et al. [21] reported that 

19~65% of patients with cancer experienced negative emotions 

and pain from the thought that caregivers were exhausted and 

that the patient was a burden to them. Kim et al. [22] also re-

ported that the second-highest response (21.1%) was ‘not be-

ing a burden to the family,’ similar to the results of this study. 

In particular, patients with hematologic malignancies have 

higher financial costs for treatment than patients with other 

diseases due to expensive antibiotics, chemotherapeutic drugs, 

immunotherapy, and peripheral blood stem cell transplants. 

Therefore, as the treatment period proceeds, the financial fac-

tor becomes a burden [23]. 

In this study, nurses and physicians had higher responses to 

‘try to find alternative treatments with the family’ than patients 

and family members. This result was similar to the study by 

Choi and Song [2], reporting that nurses want life-sustaining 

treatment more for their family members than for themselves. 

Kirby et al. [24] also reported that nurses can feel strong emo-

tions when coping with a patient’s death and had negative 

experiences and felt a high burden of emotional responsibility 

while caring for patients who had a difficult death. These re-

sults show that nurses experience conflict and ethical concerns 

about maintaining a patient’s life versus withdrawing life-

sustaining treatment. 

When analyzing the factors that influence life-sustaining 

treatment decisions, family members, nurses, and physicians 

responded that the patient’s opinion was the most important 

factor, with the family’s opinion second most important. This 

may be due to the cultural characteristics of Korea where fam-

ily culture is predominant and the opinions of family members 

(who may be in charge of medical costs) cannot help but be 

respected [9]. This result corresponds with a study by Hwang 

and Yang [13] that the patient’s opinion (68.9%) was the 

greatest factor influencing decisions on life-sustaining treat-

ment. It was also consistent with a study by Kwon et al. [15] 

on treatment discontinuation for patients with terminal dis-

ease which showed that 71.4% of patients responded that they 

knew best about making life-sustaining treatment decisions for 

themselves. Park et al. [10] also stated that the final decision 

was made by the patient when patients and family members 

had conflicting opinions and most of the nurses (92.0%), phy-

sicians (84.0%), patients (74.0%), and family members (64.0%) 

responded that the patient was the final decision-making au-

thority. This also corresponds to the results of this study.

Patients, family members, and nurses responded that the 

most appropriate person to provide information on decision-

making and life-sustaining treatment was the physician. In a 

study by Kwon et al. [15], 77.5% of patients wanted to hear 

information on withdrawal of life-sustaining treatment direct-

ly, while 63.0% of family members responded that they should 

provide this information to the patient, a significant differ-

ence. Park et al. [10] found that patients required the help of 

physicians with medical knowledge in order to make the best 

decision about life-sustaining treatment, and that a patient’s  

self-determination and consent without such explanations 

was meaningless. In a study by Hwang and Yang [13], 71.1% 

of patients felt that the physician was the appropriate person 

to explain life-sustaining treatment and more patients wrote 
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advance directives when the physician recommended it [25]. In 

this study, however, physicians responded that hospice nurse 

practitioners should provide the information. The reason for 

this may be that physicians were confused about the timing of 

transfer to hospice and palliative care with providing the in-

formation on life-sustaining treatment, which is usually given 

when the physician notifies the patient of their terminal stage. 

Although the physician in charge usually knows the patient’s 

condition best and has built a relationship with them, related 

professionals (e.g., a hospice nurse practitioner) may provide 

information on life-sustaining treatment and provide appro-

priate detailed information. Moreover, the demand for profes-

sional medical staff to provide end-of-life care is impacted by 

the unfortunate medical reality in Korea that there is limited 

time to explain decision-making for life-sustaining treatment 

due to a lack of personnel [25].

Few patients and family members responded that the appro-

priate time to provide information on making life-sustaining 

treatment decisions was in the early stage of treatment, during 

chemotherapy, or as the disease progresses. This reflects a cul-

ture that feels mentioning life-sustaining treatment in advance 

is inappropriate because of the perception that life-sustaining 

treatment is closely related to death [23]. In addition, although 

nurses and physicians did feel that information on decision-

making and life-sustaining treatment should be provided 

during initial treatment, patients and family members felt that 

information should be provided at the time the patient was di-

agnosed with terminal cancer. This result is contrary to a study 

by Hwang and Yang [13] in which 40% of patients responded 

that they wanted to receive this information when they were 

healthy. Sun et al. [19] reported that cancer patients in a hos-

pice ward responded that they wanted this information when 

they were near death, in the terminal stage, or when metastasis 

was diagnosed. In a study by Lee et al. [26], hospitalized pa-

tients and medical professionals in a general hospital wanted 

this information to be provided immediately after admission 

for a terminal disease. Although there were differences in study 

participants, these results were similar to our study.

Furthermore, in this study nurses and physicians responded 

evenly that the appropriate timing for providing information 

was when patients were diagnosed with terminal cancer, at the 

early stage of treatment, and during progression of the disease, 

indicating differences when compared with patients and family 

members. Medical professionals want to support the patient’s 

opinions by providing information on life-sustaining treatment 

while the patient can make decisions. It is necessary to correct 

the perception of patients and family members that withdrawal 

of life-sustaining treatment is giving up medical care and re-

inforce that decision-making for life-sustaining treatment is a 

system meant to enhance the patient’s quality of life. These re-

sults suggest that medical professionals should establish treat-

ment protocols for both the full recovery of patients and for 

situations where treatment is no longer possible.

This study identified the perceptions, determinants, and needs 

of patients, family members, nurses, and physicians making 

life-sustaining treatment decisions for patients with hema-

tologic malignancies. The most important authority to make 

decisions on life-sustaining treatment is the patient. Nurses 

should provide information that helps patients make appro-

priate decisions while understanding the differing opinions 

between groups, and support patients who are making life-

sustaining treatment decisions while respecting the patient’s 

right to self-determination and right to die with dignity.

Medical professionals should have training in medical eth-

ics and the legal system and receive continuing education on 

advance directives with a proactive approach. This training is 

essential for helping patients with hematologic malignancies 

prepare for a good death in situations where medical judg-

ments are uncertain or mixed or where making objective judg-

ments about life-sustaining treatment is difficult because of 

variance in the characteristics of disease. The role of a hospice 

ethics committee is to promote and support decision-making 

about life-sustaining treatment in a therapeutic environment 

so that such decisions are not delayed, creating treatment 

hardships, and so that consensus can be reached that provides 

broad support for the patient’s dignity. 

Since this study was conducted with patients, family mem-

bers, nurses, and physicians in a tertiary hospital, the study 

results cannot be generalized to the whole population and 

we suggest that future studies should be expanded to include 

multi-center samples and more participants. The study tool 

(questionnaire) was modified by the researcher to incorpo-

rate the perceptions, determinants, and needs for making life-

sustaining treatment decisions appropriate for patients with 
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hematologic malignancies. Therefore, the reliability of the tool 

is relatively low and the tool was not validated. Verification 

of the tool is recommended for repeated use in the future. In 

addition, we suggest an intervention study that compares the 

realistic implementation of life-sustaining treatment decisions 

with the perceptions, determinants, and needs related to life-

sustaining treatment decisions, as well as the patient’s disease 

and general characteristics. A qualitative study with focus 

groups is also suggested to study in depth the complex factors 

of life-sustaining treatment decision-making.
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