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A B S T R A C T

Purpose
We investigated the experiences of cancer patients and their family caregivers who became aware
that the cancer was terminal, how they became aware, and how they felt about disclosure of
the information.

Patients and Methods
In this cohort study, we administered questionnaires to 619 consecutive patients determined by
physicians to be terminally ill and to their family caregivers.

Results
A total of 481 patients and 381 family caregivers completed the questionnaire. A majority of patients
(58.0%) and caregivers (83.4%) were aware of the patient’s terminal status. Approximately 28% of
patients and 23% of caregivers reported that they guessed it from the patient’s worsening condition.
The patient group was more likely than the caregiver group (78.6% v 69.6%) to prefer that patients be
informed of their terminal status. Patients informed of their terminal diagnosis had a significantly better
quality of life and fewer symptoms and had a lower rate of emotional distress than patients who
guessed it from their worsening condition. Younger patients and patients who paid the treatment costs
themselves were significantly more likely to want to be told when their illness was terminal. If the
patient paid the treatment cost and was employed at the time of the cancer diagnosis, the family
caregivers were more likely to prefer disclosure of terminal illness.

Conclusion
Most patients with terminal cancer and their family caregivers preferred disclosure, and patients who knew
of their terminal diagnosis had a lower rate of emotional distress and a higher health-related quality of life.

J Clin Oncol 28:1950-1957. © 2010 by American Society of Clinical Oncology

INTRODUCTION

Since physicians, caregivers, and patients1-9 now ac-
cept as ethical the proposition that patients are enti-
tled to know when their disease becomes terminal,
one of the most important end-of-life (EOL) issues
is how health care professionals communicate their
prognosis to them.10,11 Accurate prognostic infor-
mation helps patients and physicians make sound
medical decisions and care choices.12-18

Recent studies in the oncology setting have fo-
cused on disclosing1,12,18-22 or receiving23 the news
that a cancer has reached its terminal stage, and
several clinical guidelines and expert recommenda-
tions have been published.17,24 In some cultures,
doctors are not expected to inform patients that they
have a terminal illness,1,15,16,25,26 and family mem-
bers are given decision-making authority and re-
sponsibility for the patient, even when the patient is

fully competent.15,25 In 1990, 80% of Korean physi-
cians preferred to disclose the bad news to patients,27

and almost all cancer patients and their family mem-
bers believed that patients should be informed of a
terminal illness.1

Nonetheless, to the best of our knowledge, few
studies have explored the experiences of those in-
volved.7,17,28 This study was designed to describe
experiences such as awareness of terminal illness,
how the awareness was acquired, and emotional re-
sponses to it among patients and family caregivers,
and to elicit their preference regarding disclosure.

PATIENTS AND METHODS

Patients

The Study to Understand Risks, Priority and Issues at
End-of-Life (SURPRISE), a multicenter study designed to
identify important ethical issues, care burden, and quality
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of care at the EOL in Korea, recruited patients with terminal cancer for this
prospective cohort study from 11 university hospitals and the National Cancer
Center. In SURPRISE, patients were eligible to participate if they were age 18
years or older, diagnosed as terminal at an outpatient or inpatient facility,
capable of filling out questionnaires or communicating with an inter-
viewer, and competent enough to understand the intent of the study and
provide informed consent.

The patients were asked to identify their primary family caregiver, de-
fined as the relative who provided them with the most assistance. The family
caregivers were invited to participate in the study but were ineligible if they
were not well enough to fill out questionnaires, not able to communicate with
an interviewer, or not able to understand the intent of this study well enough to
provide informed consent. All patients and caregivers provided informed
consent to participate in this study, and our institutional review boards ap-
proved the protocol.

Materials

SURPRISE collected demographic data for the patients and the caregiv-
ers and clinical information for the patients. We administered the question-
naires by face-to-face interviews at an outpatient or inpatient facility to both
groups at the same time within days of the baseline time point of the study,
which was when the physician judged that the cancer was refractory to con-
ventional anticancer therapy (surgery, radiotherapy, chemotherapy, or hor-
mone therapy) and the patient was likely to die within months. The patient and
family caregiver questionnaires were similar and took about 20 minutes to
complete. Both groups were followed for 2 months by mail, and the family
caregivers were interviewed by telephone about 3 months after the patient
died. Follow-up and postbereavement questionnaires did not repeat the same
questions about the disclosure of terminal illness, and the information and
results presented here are based on data collected at baseline.

SURPRISE constructed one questionnaire for both groups to examine
their emotional responses to, and attitudes toward, disclosure of the terminal
diagnosis. Questions covered the following topics: awareness that the illness
was terminal, how the awareness was acquired, feelings on learning the diag-
nosis, and attitudes toward disclosure of the terminal status. Exact questions
are shown in Appendix Table A1 (online only). The SURPRISE questionnaire
also gathered demographic information, included the European Organization

for Research and Treatment of Cancer Quality of Life Questionnaire Core-30
(EORTC QLQ-C30) items, and evaluated other EOL issues.

The EORTC QLQ-C3029,30 is a validated, brief, self-reporting, cancer-
specific measure of quality of life (QOL) and is composed of five multi-item
functional scales that evaluate physical, role, emotional, cognitive, and social
function, and one global health status/QOL scale. Three symptom scales mea-
sure fatigue, pain, and nausea/vomiting, and six single items assess other
symptoms (dyspnea, insomnia, appetite loss, constipation, and diarrhea) and
financial difficulties. High functional scores represent better functioning and
QOL while a high symptom score indicates more severe symptoms.

Statistical Analysis

The primary outcome was preference for disclosure of a terminal diag-
nosis when the terminal diagnosis was the dependent variable. We used a t test
or �2 test to determine significant differences in dependent and independent
variables between the patient and caregiver groups. To evaluate the strength of
agreement between their observations, we used the kappa coefficient (�),
which measures the extent of observer agreement beyond that expected by
chance alone.31

We used analysis of covariance to determine significant differences in
health-related QOL between awareness acquired from a doctor or family
member and awareness acquired by chance or guessing. We adjusted for age,
sex, marital status, education, religion, family’s total income, and Eastern
Cooperative Oncology Group performance status (ECOG PS). We used uni-
variate analysis to estimate the odds ratio (OR) for each independent variable.
(The OR is the extent to which being a member of a specific group increased or
decreased the probability of agreeing with the model of attitudes toward
disclosing bad news.)

We used indicator variables for independent variables that were cate-
goric. In addition, for factors significantly associated in univariate analysis,
we performed multivariable logistic regression analysis with stepwise se-
lection for each dependent variable to assess which of the independent
variables best predicted preference toward the disclosure of terminal can-
cer. We set the significance level at P � .05 and used SAS version 9.1 (SAS
Institute, Cary, NC).

Consecutive patients
with terminal cancer

(N = 702)

Ineligible caregivers (n = 46, 9.6%)
  No caregivers (n = 30)
  Incompetent (n = 13)
  Not able to read (n = 3)

Completed questionnaire
  Final caregiver subjects
        (n = 381, 86.7%)

Refused to participate (n = 54, 13.3%)
  Inconvenience (n = 25)
  Lacked time (n = 24)
  Violation of privacy (n = 9)

Eligible caregivers
(n = 435, 90.4%)

Completed questionnaire
  Final patient subjects
      (n = 481, 77.7%)

Refused to participate (n = 138, 22.3%)
  Lacked time (n = 85)
  Felt too ill (n = 30)
  Violation of privacy (n = 23)

Ineligible (n = 83, 11.8%)
  Anticancer treatment (n = 11)
  Nonevaluable disease (n = 14)
  Follow-up loss (n = 15)
  Physically or mentally
    incapacitated (n = 43)

Eligible
(n = 619, 88.2%)

Fig 1. CONSORT diagram.
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RESULTS

Recruitment

Physicians identified 702 consecutive patients with terminal can-
cer. Of those, 83 were excluded (11 continued conventional anticancer
treatment after enrollment, 14 were of nonevaluable disease status in
follow-up, 15 were lost to follow-up because they changed their treat-
ment plan, and 43 had become physically or mentally incapacitated).
Of the 619 remaining eligible participants, 481 (77.7%) gave written
informed consent and completed the questionnaire. The most com-
mon reason given for nonparticipation was lack of time. Of the 481

eligible patients, 30 had no caregivers, 13 had caregivers who were not
competent enough to participate in the study, and three had caregivers
who were not able to read the questionnaire. Of the 435 eligible
caregivers, 54 declined to participate; the most common reasons given
were inconvenience and lack of time. The remaining 381 caregivers
completed the questionnaire (response rate, 87.6%; Fig 1).

Sample Characteristics

Table 1 provides patients’ characteristics. The patient group con-
sisted of a greater proportion of men (P � .001), was older (P � .001),
was less educated (P � .001), and had a lower employment rate
(P � .001) than the caregiver group.

Knowledge of Terminal Illness

The caregiver group (n � 380) was more likely than the patient
group (n � 474) to report that the disease was terminal (83.4% v
58.0%; P� .001), and observer agreement between the groups was fair
(� � 0.288; n � 373 with 1-to-1 correspondence). Most patients in
both groups, with a significantly greater proportion in the caregiver
group (P � .05), reported that they learned about the terminal nature
of the disease from the doctor. Patients were more likely than caregiv-
ers to report that they guessed it from the worsening condition
(P � .05; Table 2). Smaller percentages in both groups reported that
they received the information from a family member or knew it “by
chance” (Table 2). Patients who reported having been told directly of
their terminal illness by a physician or family member had a signifi-
cantly better QOL (eg, better physical, role, emotional, cognitive func-
tioning, social functioning, global QOL, and fewer symptoms [fatigue,
pain, appetite loss, and financial problems]) than patients who re-
ported having guessed it from their worsening condition or who
learned it by chance (Table 3).

We investigated emotional responses to the bad news with
multiple-choice questions. The order of patient choices was misery
(44.2%), more than depression (39.2%), more than frustration
(28.0%), more than no thought (“spaced out,” 25.1%), more than
feeling of loss (24.3%). The order of family caregiver choices was
misery (50.8%) and depression (50.8%), more than feeling of loss
(29.8%), more than frustration (26.3%), more than difficulty in con-
trolling their feelings (22.2%). When we compared the group that
was informed of their terminal status with the group that guessed it
from their worsening condition, we found no significant difference
in the proportion of emotional responses to prognostic disclosure
(data not shown) or in ECOG PS mean score (3.35 in informed group,
3.25 in guessing group; P � .48) or mean number of survival days after
the initial interview (103 in informed group, 96 in guessing group;
P � .68).

Table 1. Characteristics of SURPRISE Patients

Characteristic

Patient Group
(n � 481)

Caregiver
Group

(n � 381)

No. % No. %

Sex
Male 273 56.9 127 33.3
Female 207 43.1 254 66.7�

Mean age, years 11.7 13.5*
SD 57.2 46.8

Education completed
High school 396 82.3 351 73.0
College or beyond 85 17.7 130 27.0�

Practices a religion
Yes 334 69.4 252 67.4
No 147 30.6 122 32.6

Marital status
Married 360 75.8 306 80.5
Not married 115 24.2 74 19.5

Job status before cancer diagnosis
Employed 263 56.1 212 56.1
Unemployed 206 43.9 166 43.9

Job status at terminal cancer diagnosis
Employed 46 10.2 133 36.3
Unemployed 404 89.8 233 63.7�

ECOG PS
0-2 286 59.5
3-4 195 40.5 N/A

Primary cancer site
GI 188 39.2
Other 291 60.8 N/A

Metastasis
Yes 428 90.1
No 47 9.9 N/A

Reason disease is terminal
Refractory to chemotherapy 269 56.0
General prostration 142 29.6 N/A
Adverse effect of chemotherapy 3 0.6
Refusal of further chemotherapy 65 13.5
Other 1 0.2 N/A

Caregiver relationship to patient
Spouse 194 50.9
Child or daughter-in-law 136 35.7
Other N/A 51 13.4

Abbreviations: SURPRISE, Study to Understand Risks, Priority and Issues at
End-of-Life; SD, standard deviation; ECOG, Eastern Cooperative Oncology
Group; PS, performance status; N/A, not applicable.

�P � .001 for difference between patient group and caregiver group; t test for
continuous variables and �2 test for categorical variables.

Table 2. How Patients and Caregivers Who Knew of Patient’s Terminal
Status Acquired the Information

Acquisition Method
% of Patients

(n � 281)
% of Caregivers

(n � 317)

Told by doctor 56.2 68.8
Told by a family member 10.7 5.4
Learned by chance 3.6 2.2
Guessed from worsened condition 28.5 22.7
Other 1.1 1.0

Ho Yun et al

1952 © 2010 by American Society of Clinical Oncology JOURNAL OF CLINICAL ONCOLOGY

Downloaded from jco.ascopubs.org on March 23, 2016. For personal use only. No other uses without permission.
Copyright © 2010 American Society of Clinical Oncology. All rights reserved.



Attitude Toward Disclosure of the Diagnosis of a

Terminal Illness

The patient group (n � 471) was much more likely than the
caregiver group (n � 315) to want to know when the illness was
terminal (78.6% v 69.6%; P � .005; adjusted OR, 2.04; 95% CI, 1.44 to
2.90), and observer agreement between the groups was fair (��0.343;
n � 309 with 1-to-1 correspondence). The proportion of patients who
reported actually knowing was 64.0% among those who wanted to
know and 39.6% among those who did not want to know (P � .001).

Factors Related to Wanting Disclosure in

Univariate Analysis

The univariate analyses showed that patient’s age, education
completed, job status before cancer diagnosis, awareness of their sta-
tus, ECOG PS, and payment for treatment influenced the patients’
wanting to be informed when the illness is terminal. In the family
caregiver group, patient’s age, job status before cancer diagnosis,
awareness of their status, and payment for treatment could influenced
the caregiver’s wanting the patient to be informed (Table 4).

Factors Related to Wanting Disclosure in

Multivariable Analysis

Table 5 lists the results of multivariable analysis of factors that
were associated in univariate analysis with attitudes toward the disclo-
sure of terminal illness. Younger patients were significantly more likely
than older patients to want to be told when their illness was terminal.
In the family caregiver group, a family caregiver whose patient was
employed before the cancer diagnosis was more likely to prefer that the
patient be informed. In both groups, those who knew the patient’s
status or patients who paid their own treatment cost had the greater

preference for disclosure of terminal illness. The factors included in
the model related to wanting disclosure explained 14% of the variance
in the patient group and 18% in the family group.

DISCUSSION

An important finding of this study of terminally ill patients and their
family caregivers was the disparity of attitudes and insights between
the two groups. Despite the general recommendation of disclosure,
only 58% of patients and 83% of family caregivers reported knowing
when the disease had become terminal. It is interesting that the per-
centages were higher in our study than in some Western studies, where
30% to 40% of patients32,33 and approximately 80% of family mem-
bers knew of the terminal diagnosis.2,34

The caregiver group was more likely to learn about the terminal
nature of the disease from the doctor, but patients were more likely
than caregivers to want to know the terminal nature of the illness
(78.6% v 69.6%). Our finding that one fifth of the family caregivers
were unaware of the patient’s terminal status was in agreement with
the findings of a Swedish study,2 illustrating, along with other
studies,35-37 that nondisclosure of terminal illness is also found in
non-Western countries. Although a recent article33 suggests that emo-
tional distress is not associated with EOL discussions, the study inves-
tigated simple dimensions of emotional distress, such as major
depressive disorder and worry. When cancer patients are told that
their disease is terminal, however, they reveal an array of more com-
plex emotional states, and their response must be seen in relative, not
absolute, terms.38,39 The range of feelings may vary considerably, and
they include sadness and depression, grief, denial, anger, stress, fear
and worry, guilt and regret, and loneliness.39 Our finding of the emo-
tional suffering (misery, depression, frustration, no thought, feeling of
loss, and difficulty in controlling their feelings) experienced by
patients with terminal cancer and their family caregivers following
the disclosure of terminal illness is supported by Elizabeth Kubler-
Ross’s grief model.38 The emotional responses we reported might be
transient, appropriate, and healthy, and they do not necessarily argue
for nondisclosure. How patients learn of their status itself has an effect.
Disclosure delivered by the physician in an inappropriate manner
increases distress,16,40 as does learning the bad news indirectly (eg, by
chance or guessing from a worsening condition—learning routes we
found in this study). In our study, patients who were told directly of
the terminal illness had significantly better self-reported QOL than
patients who guessed it from their worsening condition or learned it
by chance. We should interpret the findings with care, however, be-
cause it is possible that a worsening physical condition and worse
symptoms may make patients more likely to guess that their illness is
terminal, but it also suggests they are farther along in the illness
trajectory but have not yet been told by a physician. Contrary to the
expectation that patients with worse physical performance would
guess their terminal illness from their worsening condition, this study
found no difference in ECOG PS score or survival between the group
being told directly and the group guessing their terminal status from
their worsening condition. These findings suggest a need for more
studies on how patients learn of their terminal status.

The strong wish for disclosure of terminal illness observed
among patients in this study was consistent with findings in most
Western and non-Western descriptive studies.1,12,41-43 In this study, a
substantial proportion of both the patients who were aware that the

Table 3. Adjusted Mean Scores in Health-Related QOL Between Patients
Being Aware of Terminal Stage From Doctor or Family Directly and

by Chance, Guess, or Other

EORTC QLQ-C30

Range
of

Scores

From Doctor or
Family

(n � 185)

By Chance,
Guess, or Other

(n � 91)

P
Ls

Mean� SE
Ls

Mean� SE

Physical functioning 0-100 32.3 2.0 27.0 2.9 � .001
Role functioning 0-100 34.4 2.5 20.9 3.7 � .001
Emotional functioning 0-100 53.4 2.2 47.4 3.2 .010
Cognitive functioning 0-100 56.6 2.3 42.2 3.5 � .001
Social functioning 0-100 31.5 2.6 30.0 3.9 .007
Global health status/

QOL 0-100 31.9 2.1 27.0 3.1 .014
Fatigue 0-100 70.4 2.0 77.4 3.0 .002
Nausea/vomiting 0-100 41.5 3.1 44.3 4.6 .388
Pain 0-100 58.9 2.4 73.4 3.7 .000
Dyspnea 0-100 44.6 3.0 60.3 4.5 .060
Insomnia 0-100 57.6 2.9 67.5 4.3 .075
Appetite loss 0-100 66.2 2.8 78.1 4.2 .026
Constipation 0-100 47.1 3.4 54.0 5.0 .240
Diarrhea 0-100 25.7 2.8 28.2 4.2 .298
Financial problems 0-100 60.5 2.8 64.6 4.2 .001

Abbreviations: QOL, quality of life; EORTC QLQ-C30, European Organization
for Research and Treatment of Cancer Quality of Life Questionnaire Core-30;
Ls, least squares.

�Adjusting for age, sex, marital status, education, religion, family’s total
income, and Eastern Cooperative Oncology Group performance status.

Disclosure of Terminal Illness

www.jco.org © 2010 by American Society of Clinical Oncology 1953
Downloaded from jco.ascopubs.org on March 23, 2016. For personal use only. No other uses without permission.

Copyright © 2010 American Society of Clinical Oncology. All rights reserved.



Table 4. Factors Related to Wanting To Be Told When an Illness Is Terminal, Univariate Analyses

Factor

Patient Group
(n � 471)

Caregiver Group
(n � 316)

No. % OR 95% CI No. % OR 95% CI

Patient factors
Sex

Female 202 76.2 1 (reference) 137 65.0 1 (reference)
Male 269 80.3 1.27 0.82 to 1.98 178 73.0 1.46 0.90 to 2.37

Age, years
60-79 217 71.4 1 (reference) 158 64.6 1 (reference)
20-59 254 84.7 2.21 1.41 to 3.46 158 74.7 1.62 1.00 to 2.63

Marital status
Not married 112 75.9 1 (reference) 71 63.4 1 (reference)
Married 355 79.4 1.23 0.74 to 2.03 240 70.8 1.40 0.80 to 2.45

Education completed
High school 387 76.2 1 (reference) 262 67.9 1 (reference)
College or beyond 84 89.3 2.60 1.25 to 5.39 54 77.8 1.65 0.83 to 3.30

Job status before cancer diagnosis
Unemployed 204 72.6 1 (reference) 137 61.3 1 (reference)
Employed 267 83.2 1.87 1.20 to 2.91 179 76.0 2.00 1.23 to 3.24

Job status at terminal cancer diagnosis
Employed 71 77.5 1 (reference) 42 69.1 1 (reference)
Unemployed 400 78.8 1.08 0.59 to 1.98 274 69.7 1.03 0.51 to 2.08

Has a religion
No 147 76.9 1 (reference) 97 74.2 1.38 0.81 to 2.36
Yes 324 79.3 1.15 0.72 to 1.84 219 67.6 1 (reference)

Awareness of the patient’s status
Unaware 193 68.4 1 (reference) 111 49.6 1 (reference)
Aware 275 85.5 2.72 1.73 to 4.27 201 80.6 4.23 2.54 to 7.05

Caregiver factors
Sex

Male 124 76.6 1 (reference) 107 69.2 1 (reference)
Female 248 77.8 1.07 0.64 to 1.79 209 69.9 1.03 0.62 to 1.71

Age, years
60-79 75 70.7 1 (reference) 64 62.5 1 (reference)
20-59 396 80.1 1.67 0.96 to 2.90 252 71.4 1.50 0.84 to 2.67

Marital status
Not married 74 77.0 1 (reference) 60 66.7 1 (reference)
Married 297 77.4 1.02 0.56 to 1.88 255 70.2 1.18 0.65 to 2.15

Education completed
High school 342 78.4 1 (reference) 204 67.7 1 (reference)
College or beyond 129 79.1 1.04 0.64 to 1.71 112 73.2 1.31 0.78 to 2.18

Job before cancer diagnosis
Employed 310 78.1 1 (reference) 184 65.8 1 (reference)
Unemployed 161 79.5 1.09 0.68 to 1.74 132 75.0 1.56 0.95 to 2.57

Job status at terminal cancer diagnosis
Unemployed 226 77.4 1 (reference) 191 71.7 1.28 0.79 to 2.09
Employed 245 79.6 1.14 0.73 to 1.77 125 66.4 1 (reference)

Has a religion
No 120 73.3 1 (reference) 104 68.3 1 (reference)
Yes 351 80.3 1.49 0.92 to 2.41 212 70.3 1.10 0.66 to 1.83

Relation to patient
Spouse 189 79.9 1.33 0.82 to 2.17 157 74.5 1.59 0.98 to 2.58
Other 183 74.9 1 (reference) 159 64.8 1 (reference)

Monthly income, USD
� 2,000 147 74.8 1 (reference) 129 68.2 1 (reference)
� 2,000 213 79.8 1.33 0.81 to 2.19 178 70.8 1.13 0.69 to 1.85

Lives with patient
No 91 75.8 1 (reference) 80 65.0 1 (reference)
Yes 275 78.2 1.14 0.65 to 2.00 231 71.0 1.32 0.77 to 2.26

Aware of the patient’s status
No 59 74.6 1 (reference) 9 55.6 1 (reference)
Yes 312 77.9 1.20 0.63 to 2.29 307 70.0 1.87 0.49 to 7.12

(continued on following page)
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disease had reached its terminal stage and the patients who were not
aware of it reported wanting to know the prognosis. That is consistent
with findings from studies of bereaved widowers of cancer patients in
Sweden2 and bereaved family members of cancer patients in Japan.17

The right to autonomy or self-determination is broadly perceived as
necessary to human dignity regardless of culture44 and might be ap-

plicable to Asian cultures, in which different societal norms influence
the process by which decision making is assigned between patient,
family, and health care providers.

We found that if the patient paid the treatment cost, the patient
and the family caregivers were more likely to prefer disclosure of
terminal illness and so were the family caregivers of patients who were

Table 4. Factors Related to Wanting To Be Told When an Illness Is Terminal, Univariate Analyses (continued)

Factor

Patient Group
(n � 471)

Caregiver Group
(n � 316)

No. % OR 95% CI No. % OR 95% CI

Common factors
Who pays for treatment

Patient 103 87.4 2.45 1.29 to 4.66 90 81.1 2.28 1.26 to 4.14
Other 264 73.9 1 (reference) 222 65.3 1 (reference)

Insurance type
Medical 286 76.6 1 (reference) 247 71.7 1.51 0.85 to 2.65
Medicaid 82 80.5 1.26 0.69 to 2.33 67 62.7 1 (reference)

ECOG PS
3-4 192 73.4 1 (reference) 138 66.7 1 (reference)
0-2 279 82.1 1.66 1.06 to 2.58 178 71.9 1.28 0.79 to 2.07

Primary cancer
GI 184 83.2 1.57 0.98 to 2.51 128 69.5 1.00 0.61 to 1.63
Other 286 75.9 1 (reference) 187 69.5 1 (reference)

Metastasis
Yes 420 78.1 1 (reference) 288 69.4 1 (reference)
No 46 82.6 1.33 0.60 to 2.96 24 70.8 1.07 0.43 to 2.67

Reason for terminal status
No response to chemotherapy 263 81.0 1.38 0.89 to 2.15 179 73.2 1.49 0.92 to 2.41
Other 208 75.5 1 (reference) 136 64.7 1 (reference)

Abbreviations: OR, odds ratio; USD, US dollars; ECOG, Eastern Cooperative Oncology Group; PS, performance status.

Table 5. Model-Based Factors Related to Wanting to Be Told When an Illness Is Terminal, Stepwise Multiple Logistic Regression Analysis

Factor

Patient Group Family Group

OR 95% CI P OR 95% CI P

Patient factors
Age groups, years

60-79 1 (reference) 1 (reference)
20-59 1.92 1.14 to 3.24 .015 N/S

Education completed
High school 1 (reference) 1 (reference)
College or beyond N/S N/S

Job status before cancer diagnosis
Unemployed 1 (reference) 1 (reference)
Employed N/S 1.74 1.03 to 2.95 .039

Awareness of the patient’s status
Unaware 1 (reference) 1 (reference)
Aware 2.70 1.61 to 4.55 � .001 4.18 2.47 to 7.07 � .001

Common factors
Who pays treatment costs

Patient 2.32 1.20 to 4.48 .013 2.14 1.14 to 4.03 .019
Others 1 (reference) 1 (reference)

ECOG PS
3-4 1 (reference) 1 (reference)
0-2 N/S N/A

Adjusted R2 0.14 0.18

Abbreviations: OR, odds ratio; N/S, not significant; ECOG, Eastern Cooperative Oncology Group; PS, performance status; N/A, not applicable.
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employed at the time of their cancer diagnosis. Although this might
not emerge as an important issue in countries with full health insur-
ance coverage, the results indicate that the economic burden of disease
is important in EOL decision making in countries such as the Republic
of Korea where patients pay for some or most of their medical care.

That approximately 20% of patients and 30% of family caregivers
who did not want patients whose disease had become terminal to learn
the bad news was in line with our previous findings,1 and it may
explain why physicians often do not provide disclosure.2,12,25,34,41

Additionally, the selected factors related to wanting disclosure in the
patient and family groups did not explained the model very well. It is
likely that the vast majority of the predictors of willingness to know are
not known, and that might raise ethical concerns regarding universal
disclosure or universal nondisclosure.

Observer agreement was only fair (� � 0.343). Family and phy-
sicians frequently protect patients from a bad prognosis to give them
hope for the future.45 Not being aware of the reality of their situation
can lead patients to adverse outcomes, such as dissatisfaction with the
medical system and prolonged and painful death due to unwarranted
invasive care.1,2,25,46

Moreover, withholding the terminal diagnosis did not prevent
patients from guessing it, which is in agreement with a previous
study.47 Because we dealt with self-reported outcomes, however, we
had no way to control for the possibility of patient or caregiver denial.
It is possible that having been informed might be associated with
better self-reported outcomes because reporting having been told is a
marker of better adjustment rather than the reason the adjustment
was better. Prognostic disclosure can support hope, even at the EOL.48

Hope for no more suffering, dying peacefully, and feeling they are not
a burden to their families might help terminally ill patients cope.23

Our study has some limitations. First, the participants might not
represent the general population of terminally ill patients and their
family caregivers. Our study dealt with hospital outpatients and inpa-
tients, but homebound patients may be unaware of their prognosis or
have different attitudes toward disclosure. And we can’t exclude the
possibility of selection bias introduced by eliminating patients who
elected to get additional chemotherapy. Our large multicenter-based
setting and high participation rate, however, should have minimized

selection bias. Second, because the questionnaire was not anonymous,
we cannot exclude the possibility that patients answered according to
family expectations, leading to an underestimation of the problems
regarding disclosure of terminal illness. We minimized that risk, how-
ever, by not allowing patients and family caregivers to share informa-
tion about their experiences or their attitudes about disclosure during
completion of the questionnaire. Third, since we did not follow up on
the emotional responses to learning of the terminal illness, we did not
learn how persistent the negative effects were. Fourth, this study was
limited by our data showing only associations, especially the associa-
tion between better self-reported outcomes and the way patients
learned that their illness was terminal, which cannot assume direction
or cause.

In conclusion, our study suggests that most Korean patients with
terminal cancer and their family caregivers have a positive attitude
toward being told when the EOL is near. Patients who learned their
prognosis from their physician had better outcomes, such as lower
rates of emotional distress and higher health-related QOLs, but a
substantial proportion of patients did not receive such information
from their physicians. This reflects poor prognostic disclosure to the
terminally ill, a situation that needs to be improved.
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