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Table 2 Themes in replies of patients to interviews conducted after mindfulness-based meditation therapy

Small category

Middle category Large category

My grandchildren help me to overcome the illness
1 was relieved about my treatment

1 recognized the illness positively

I live with the iliness positively

1 want to devote myself to my treatment

I have kept a good relationship with my husband

1 want to teach things to my children to allow them to be independent

1 enjoy cooking or other things that 1 have not done before
1 am relaxed

1 have put my affairs in order

1 exercise every day for an hour

1 prioritize what to do

I sleep well with good music

1 spend the day taking care of myself

The operation is a big event for me
1 have been indifferent to my health

I pay attention to my family’s and my health
1 will have a medical check-up at any cost

| appreciate my family and others around me
I feel other people’s tenderness

My feelings toward my family have changed

I have looked back at my character and behavior
The illness has shown me that I should rest more

The illness experience has given me a chance to look back at myself and

my family
I feel the importance of my life
1 have been helped and my life is supported by others

1 value each day with thanks

| was damaged by distrust of the treatment
I did not know what to do

I became ill because of my previous lifestyle
| have a negative image of my illness

Positive recognition Adapted coping

Changes for an adapted life style

Recognition of health Personal Growth

Appreciation of others

Finding positive meaning Positive meaning

Recognition of the importance of limited life Spirituality

and time

Negative Negative
recognition

life or time and relationships with families and others
(Spirituality).

Pre-intervention, patients had negative feclings such as
anxiety or fear, and felt a burden or suffering about their
children or work (Suffering). They tried to find positive
recognition of the illness or concrete coping strategies
(Effort to cope). Through mindfulness-based meditation
therapy, they were able to achieve positive recognition of
their iliness and to find coping strategies, such as sleeping
well with good music, enjoying cooking, or physical
exercise (Adapled coping).

“Adapted coping” includes sub-categories such as
“Positive recognition” and “Changes for an adapted
lifestyle”; therefore, after therapy the patients were able to
positively recognize their illness, changed their lifestyle,
and develop their own coping style. These changes can be
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understood based on the “Self regulation theory” of Shapiro
[11]. In this model, using the “non-judgment” aspect of
mindfulness, people respect each moment and gain access
to more information. Conscious intention brings awareness
(attention) and acceptance, and participants are better able
to use a wider and more adaptive range of coping skills.
The patients in the present study achieved insight through
meditation and used a wide range of other information to
see things from other points of view. Thus, they found their
own coping style and achieved positive recognition of
cancer, including living with cancer.

However, some patients still had psychological distress
afier the therapy. These patients had little belief or did not
find coping skills. Thus, other therapies, such as cognitive
behavior therapy or the problem-solving method, may be
useful in these cases.
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We found some commonality and some differences
between Japanese and Western patients in terms of the
themes chosen after therapy. “Personal growth” is a
common theme seen in previous studies [7, 8, 12, 13].
Mackenzie et al. [§] showed that participants were able to
see their illness in a different light, transforming the very
meaning of illness through identification of some positive
benefit, instead of entirely negative consequences. The
“Spirituality” category includes dimensions such as achiev-
ing meaning of life, faith, purpose, and connection with
others and a higher power [14, 15]. Spirituality also
included spiritual and religious practice or self-prayer in
Mackenzie et al. [8], but such categories were not observed
in the present study. Instead, “limited life or time” was
chosen by patients in “Spirituality”. Therefore, Japanese
cancer patients may not think about the meaning of life or
their purpose deeply at the stage of treatment; instead they
accept their cancer and life naturally.

Moreover, “Self-Control” was not chosen in the present
study, but was chosen in Mackenzie et al. “Self-Control” 1s
defined as the ability of a patient to control their own
behavior; for example, a participant in Mackenzie et al. said
“I am in better control of myself physically and mentally.”
In Western culture, patients seem to confront their illness
and control themselves, whereas the absence of this theme
in the present study indicates that this does not occur in
Japanese patients. An attitude of not confronting serious
facts in Japanese patients has been found previously [16,
17], and the patients in the present study apparently did not
try to control themselves intentionally.

Lastly, we note that cyclic meditation is very easy for
patients. It may be hard to develop insight from meditation
in usual mindfulness, whereas cyclic meditation therapy
makes it easy to pay attention to the body through a focus
on movement of the hands or body.

Conclusion

Mindfulness-based cyclic meditation may be useful for
Japanese patients under anti-cancer treatment to allow them
{0 find their own positive coping strategies and to adapt their
life, although some patients have problems in achieving these
goals. There are some commonalities and some differences in
outcome themes between Japanese and Western patients.
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Abstract

Background and Methods: Corticosteroids are commonly used for symptom relief in the treatment of patients
with advanced cancer. Consistent efficacy of corticosteroid treatment in palliative care remains controversial. A
cross-sectional anonymous survey was mailed to representative managing physicians in certified palliative care
units in Japan to clarify the physician-perceived efficacy of steroid treatment on anorexia, fatigue, and dyspnea
in terminal cancer patients, to clarify physicians’ experience of side effects of corticosteroid use, and to determine
the Japanese palliative care physician-reported predictive factors for efficacy and lack of efficacy.

Results and Conclusions: Many Japanese palliative care specialists perceived that corticosteroids are effective for
each of the symptoms, are aware of the prevalence and importance of serious adverse effects, and predict the

effectiveness of steroid therapy by etiological factors.

Introduction

CORTICOSTEROIDS ARE COMMONLY USED for symptom
relief in the treatment of patients with advanced cancer,
with their initial use reported in the 1970s."* Indications for
corticosteroid use in cancer patients differ according to the broad
range of effects of this class of drugs. Specific indications include
spinal cord compression, lymphatic carcinomatosis, and raised
intracranial pressure, and nonspecific indications include pain,
nausea, anorexia, fatigue, a general feeling of being unwell, and
malaise. Treatment with corticosteroids is also sometimes as-
sociated with potentially serious side effects. Therefore, close
monitoring of the patient using the minimum effective dose is
recommended, with cessation if no benefit is obtained.
Consistent efficacy of corticosteroid treatment in palliative
care remains controversial, with only limited evidence of effi-
cacy from uncontrolled studies.® There are also only scant
data® on physician-perceived effectiveness as well as side ef-
fects of corticosteroid therapy in palliative care settings na-
tionwide. Assessment of treatment effectiveness in terminally ifl
cancer patients with severe symptoms and a short life expec-
tancy is indeed difficult; thus, analysis of the clinical practice
experience and perceptions of palliative care experts may be
useful. The aims of this nationwide survey were to (1) clarify the
physician-perceived efficacy of steroid treatment on anorexia,

fatigue, and dyspnea in terminal cancer patients, (2) clarify
physicians’ experience of side effects of corticosteroid use, and
(3) determine the Japanese palliative care physician-reported
predictive factors for efficacy and lack of efficacy.

Materials and Methods

This was a cross-sectional, anonymous mailed survey of
representative managing physicians in all 178 certified palliative
care units in Japan. The questionnaires were sent out in No-
vember 2008, along with a cover letter explaining the purpose of
the study. The respondents were requested to report their clin-
ical practice experience and perceptions regarding corticosteroid
treatment in terminally ill patients. We sent a reminder 1 month
after the initial mailing. We chose this population as our study
population because most palliative care units in Japan have a
single or only a few physicians and representative physicians are
usually involved in direct patient care.

Questionnaire

The authors developed a 15-item questionnaire (see Ap-
pendix) on the basis of a literature review and discussions
with 3 palliative care physicians.>”®

The physicians were first asked to report their rate of agree-
ment regarding corticosteroid therapy using a non-Likert-type
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scale and to report on their actual clinical experiences regarding
corticosteroid treatment of adult cancer patients with an esti-
mated survival of 6 months or less who were not on anticancer
treatment. The questions focused on corticosteroid therapy for
the specific symptoms of anorexia, fatigue, and dyspnea, which
were the most common indications for steroid therapy reported
in the literature, because we speculated that the physicians’ at-
titudes might differ for each of these symptoms.®® The ques-
tionnaire was divided into four sections.

The first section related to the physician-perceived efficacy.
The respondents were asked to report the physician-perceived
effective rate and timing and to evaluate the treatment effect. The
physician-perceived effective rate was defined as the proportion
of patients showing a positive effect that lasted at least a week
among all patients treated for the particular indication. The
evaluation of the treatment effect was not based on the patient’s
records, but on the clinical impression of the respondents.

The second section related to the side effects of corticoste-
roid therapy. The physicians were asked to report the physi-
cian-perceived rate of patients who experienced 10 major side
effects within 1 week and over 1 month, and was defined as
the percentage of patients who experienced each side effect
among all the patients who had received corticosteroids. The
evaluation of the side effects was based on the clinical im-
pression of the respondents. Respondents were then re-
quested to report their clinical experience of serious side
effects. The definition of each side effect was based on the
clinical diagnosis, and we had not provided any operational
definitions, which are not clearly established.

In the third section, the participants reported the predictive
factor(s) for efficacy or lack of efficacy, on an empirical basis,
in relation to each symptom (e.g., the impression that corti-
costeroid therapy is effective for fatigue associated with he-
patic failure). These questions were in a multiple-choice
format, with additional open-answer questions.

Next, the respondents were asked to report the frequency
of corticosteroid use. The frequency of corticosteroid use was
defined as the percentage of patients receiving corticosteroid
therapy among the inpatients.

Background data were obtained, including the characteristics
of the participating institutions (average patient age, median
death rate, median percentage of patients receiving chemother-
apy, median length of hospitalization, availability of palliative
care outpatient services, and availability of local guidelines).

Statistical analyses

All analyses were performed using the Statistical Package
for the Social Sciences (version 12.0; SPSS Japan Inc., Tokyo,
Japan).

Results

A total of 124 physicians returned the questionnaires (re-
sponse rate 70%) by January 2009. The characteristics of the
participating palliative care units are detailed in Table 1.

Prevalence of corticosteroid prescription

Corticosteroids were used at 123 institutions (99%). The
reported reason for the lack of use of corticosteroids at 1% of
the surveyed institutions was insufficient efficacy. The per-
centage of patients who received corticosteroids among all

841

TaBLE 1. CHARACTERISTICS OF THE PARTICIPATING
INSTITUTIONS

Variable

Average age of inpatients (years) 70 [4.3]
(n=116)

Median death rate (n=120)* 90% (4.2-100)

Median percentage of patients 0% (0-90)
receiving chemotherapy (n=115)*
Median duration from admission to 35 (2-87)

death (days) (n =119)*
Availability of palliative care
outpatient services
Availability of local guidelines
on treatment with corticosteroids
in terminal cancer

90% (111/124)
5.0% (6/121)

*Range in brackets.

terminally ill cancer inpatients ranged from 2% to 100%
(average 71%).

Physician-reported efficacy

The highest physician-perceived effective rate as perceived
by the responding physicians was for anorexia (57%), whereas
more than 97% reported a positive effect within 7 days for
each of the three symptoms (Table 2).

Side effects

The physician-perceived rates (%) of 10 common side ef-
fects as reported by the physicians are indicated in Table 3.
The side effects seen in more than 10% of patients within 1
week of the start of treatment were insomnia and hypergly-
cemia, whereas those seen in more than 20% of patients after
over 1 month of the start of treatment were oral candidiasis,
moon face, and hyperglycemia.

Experiences with serious side effects were reported by 23%
(n=28) of the respondents, as follows: gastrointestinal
bleeding (n="7, 5.8%), gastrointestinal perforation (n=6,
5.0%), potentially fatal hyperglycemia (n =10, 8.3%), Pneu-
mocystis jiroveci pneumonia (n=3, 2.5%), potentially fatal
bacterial pneumonia (n=2, 1.7%), pulmonary tuberculosis
(n=2, 1.7%), sepsis (n=1, 0.83%), serious delirium (n=3,
2.5%), suicidal tendency (n=1, 0.83%), severe myopathy
(n=2, 1.7%), and compression fracture (n=1, 0.83%).

TABLE 2. REsPONSES REGARDING EFFICACY
oF CorTicosTEROID USE (N=120)

Anorexia Fatigue Dyspnea

Average physician- 57 [21]% 50 [21]% 52 [221%

perceived effective rate*
Positive effect came

Within 24 hours 7.5% (n=9) 10% (n=12) 37% (n=44)

1-2 days 44% (n=53) 34% (n=41) 38% (n=45)
3-7 days 48% (n=58) 53% (n=63) 24% (n=29)
8-14 days 0% 25% (n=3) 0.8% (n=1)

Some percentages do not add up to 100% due to missing values.

*The empirical effective rate was defined as the proportion of
patients showing a positive effect that lasted for at least 1 week
among all patients treated for each indication.



842

TaBLE 3. PHYSICIAN-PERCEIVED RATES OF 10 COMMON SIDE
ExreECTS RELATED TO CORTICOSTEROID THERAPY* (N=105)

Median rate over 1
month after initial

Median rate within 1
week after initial

Side effect administration (%)1  administration (%)
Aggravated /triggered 10 (0-100) 20 (0-100)
diabetes mellitus
Insomnia 10 (0-80) 10 (0-80)
Delirium 5 (0-50) 10 (0-80)
Oral candidiasis 1 (0-60) 30 (0-100)
Moon face 0 (0-20) 30 (0-100)
Depression 0 (0-30) 10 (0-50)
Electrolyte 0 (0-20) 10 (0-40)
abnormalities
Peptic ulcer 0 (0-20) 7.5 (0-30)
Osteoporosis 0 (0-10) 5 (0-90)
Myopathy 0 (0-14) 5 (0-70)

*The physician-perceived side-effect rates were defined as the
percentage of patients with the side effect among patients who
received corticosteroids, based on the respondents’ clinical impres-
sions.

"Range in brackets.

Physician-reported predictive factors
of effectiveness

The physician-reported predictive factors, on an empir-
ical basis, for efficacy and lack of efficacy for each symp-
tom are listed in Table 4. The predictive factors for efficacy
against anorexia identified by more than 50% of the re-
spondents were lung cancer and digestive cancer. For fa-
tigue, tumor fever, digestive cancer, and lung cancer were
identified as the predictive factors of efficacy, whereas Li-
ver failure, renal failure, and cachexia were identified as
predictive factors for lack of efficacy. In relation to dys-
pnea, lymphantic carcinomatosis, airway obstruction, and
multiple lung metastases were identified as predictive
factors for steroid efficacy, whereas the predictive factor
identified for lack of efficacy by 53% of the respondents
was pleural effusion.

MATSUO ET AL.

Discussion

To the best of our knowledge, this is the first representative
nationwide survey to systematically investigate physicians’ ex-
perience of corticosteroid therapy for terminally ill cancer pa-
tients. The important findings of this study were that many
Japanese palliative care specialists (1) perceived that corticoste-
roids are effective for each of the symptoms, (2) are aware of the
prevalence and importance of serious adverse effects, and (3)
predict the effectiveness of steroid therapy by etiological factors.

In our study, more than 50% of the patients were assessed
as showing good response to steroid treatment administered
for different indications. Although a simple comparison is
difficult because of differences in the study design, the results
of our study are consistent with earlier findings."*'%"! Thus,
corticosteroid therapy may be found to be generally effective
for these indications in many terminally ill cancer patients.

Many respondents stated that a positive response was no-
ted within 1 week in cases in which the treatment was effec-
tive, consistent with previous studies.>'**? This finding may
indicate that the efficacy of corticosteroid therapy should be
evaluated within 1 week after it is initiated. This information
is very useful in terms of the cost-effectiveness, economic re-
sources, and prevention of unnecessary adverse effects.’?

Large variations exist in physicians’ estimation of side effects
related to treatment with corticosteroids. As compared with
previous reports,”*? the actual percentages of the side effects in
our study were relatively low. In contrast, this study revealed
that 23% of the respondents encountered serious side effects,
and the side effects experienced by palliative care specialists
were similar to those reported previously: gastrointestinal
bleeding,'? severe myopathy,s'“ severe osteoporosis,5 severe
infection,” and severe neuropsychiatric complications.’>®
To obtain the greatest benefit with the fewest adverse effects, a
large prospective cohort study to clarify the frequency of side
effects is strongly needed. However, it cannot be over-
emphasized that clinicians should carefully monitor and man-
age treatment-related complications on an individual basis to
avoid side effects.

TaBLE 4. PHYSICIAN-REPORTED PREDICTIVE FACTORS FOR THE EMPIRICAL EFFECTIVENESS
oF CORTICOSTEROID TREATMENT OF THE THREE SYMPTOMS

Effective predictive factor (n=111)

Ineffective predictive factor (n=92)

Anorexia
Lung cancer 64% (n="71) Cachexia 26% (n=24)
Digestive cancer 58% (n=64)
Cachexia 32% (n=235)
<70 years old 28% (n=31)
Fatigue
Tumor fever related 69% (n ="75) Liver failure 37% (n=34)
Digestive cancer 53% (n = 58) Renal failure 36% (n=33)
Lung cancer 52% (n=>57) Cachexia 36% (n=33)
Chemotherapy induced 30% (n=233) Anemia 30% (n=28)
Liver failure 29% (n=30) Depression 27% (n=25)
Dyspnea

Lymphangitic carcinomatosis
Airway obstruction

Multiple lung metastases
Weakness

Bronchial secretion

83% (n =91)
67% (n =74)
66% (n=73)
32% (n =35)
27% (n = 30)

Pleural effusion 53% (n=47)

Bronchial secretion 47% (n=42)
Anemia 42% (n=37)
Pneumonia 40% (n=36)
Weakness 39% (11 =35)

The questions were multiple-choice models and open answers.

This table represents the opinions reported by more than 25% of respondents.
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Although the present study identified some predictive
factors that many respondents regarded as useful, opinions
varied among physicians regarding other predictive fac-
tors. Predicting the effectiveness of steroid therapy would
allow avoidance of unnecessary use in patients. A future
prospective study is needed for investigation of each pre-
dictive factor; this would contribute to using steroid ther-
apy to obtain maximum benefits with minimum adverse
effects.

One of the limitations of this study is that it was based on
reports of physicians rather than on assessments by patients.
Because of this limitation, we need to be cautious in making
conclusions on the basis of the findings of this study.

In conclusion, corticosteroids are frequently administered to
terminally ill cancer patients in Japan. Of special interest among
the findings of this study is that physicians often predict whe-
ther corticosteroids would be effective based on etiological
factors. A future study to validate the identified predictive
factors might allow avoidance of potential over-prescription of
steroid therapy. Because palliative care specialists encounter
serious side effects in clinical settings, a future controlled trial to
determine the efficacy of steroid therapy for each symptom of
homogeneous etiology, as well as a large cohort study to clarify
the prevalence of serious side effects is strongly needed to ob-
tain optimal effect of corticosteroid therapy and minimize the
risk of development of side effects in terminal cancer patients.
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APPENDIX. QUESTIONNAIRE SHEET

1. Please answer the following items about your palliative
care unit.

1) Average age of inpatients years old

2) Death rate %

3) Percentage of patients receiving chemotherapy ____ %

4) Duration from admission to death days

5) Is palliative care available for outpatients? Yes No

6) Are local guidelines available on treatment with cor-
ticosteroids in terminal cancer? Yes No

2. Do you prescribe corticosteroids in terminal cancer?
Yes No

If “No,” please select the reasons from the following:
Worried about adverse effects of corticosteroids
Insufficient efficacy of corticosteroids

Other

If “Yes,” please continue to answer the questions below.
If “No,” your questionnaire is finished.

3. What percentage of the terminal cancer patients at your
facility have been prescribed corticosteroids? %

4. Please indicate the percentage of terminal cancer pa-
tients prescribed corticosteroids for the following three
indications. This value is defined as the percentage of
patients receiving corticosteroid therapy among patients
who complain of each symptom.

The percentage of patients with anorexia is %
The percentage of patients with fatigue is %
The percentage of patients with dyspnea is %

5. The section in this question relate to your preferred ad-
ministration method for each symptom (anorexia, fa-
tigue, and dyspnea).

1) Please select your preferred corticosteroid from the
list below (please circle one).
a. Betamethasone, b. Dexamethasone,
c. Predonisoloned. Other (please state).
2) Please select your preferred titration of corticoste-
roid from the list below (please circle one).
a. Escalating the dose to a maintenance dose,
b. Tapering the dose to a maintenance dose,
c. Keeping a fixed dose.
3) Please state initial dose and maximum dose.

6. When your patients are expected to live for less than 1
week, do you stop or reduce the dose of corticosteroid
for the purpose of avoiding hyperactive delirium. Please
circle the most appropriate statement.

a. Stop, b. Reduce, c. Neither stop nor reduce.

7. When your patient who has an estimated prognosis of
less than 2 weeks cannot take corticosteroid orally due to
dysphagia with the progression of the underlying dis-
ease, do you stop or switch to other administration route

10.

11

12.

13.

for each symptom (anorexia, fatigue, and dyspnea)?
Please circle the most appropriate statement.

a. Stop, b. Switch to parenteral administration, c.
Switch to suppository.

. We would like to determine the timing of predicted

survival for starting corticosteroid therapy in terminal
cancer patients with anorexia, fatigue, and/or dyspnea.
Please circle the most appropriate statement.

a. Within 6 months, b. Within 3 months, ¢. Within 1

month, d. Within 1 week, e. Independently of pre-
dicted survival.

. What percentage of the cancer patients who showed a

positive effect from corticosteroid therapy for the fol-
lowing symptom did you see? This empirical effective
rate is defined as the proportion of patients showing a
positive effect that lasted for at least 1 week.

The empirical effective rate for anorexia is Y%.
The empirical effective rate for fatigue is %.
The empirical effective rate for dyspnea is %.
When do you see a positive effect of corticosteroid after

initial administration if the patient has a positive effect
for each symptom (anorexia, fatigue, and dyspnea)?
Please circle the most appropriate statement.

a. Within 24 hours, b. 1-2 days, c. 3-7 days,
d. 8-14 days.

Do you prescribe a gastroprotector in patients treated
with corticosteroids? Please circle the most appropriate
statement.

a. No preventive prescribing of gastroprotector, b. Prin-
cipally prescribe gastroprotector, c. Prescribe gastro-
protector only for with concomitant nonsteroidal
anti-inflammatory drugs (NSAIDs), d. Prescribe gas-
troprotector only for a patient with a past history of
peptic ulcer.

If you prescribe a gastroprotector, please select your
preferred drug from the list below (please circle one). If
other, please specify.

a. Mucoprotective agent, b. Histamine H2-receptor an-
tagonist, c. Misoprostol, d. Proton pump inhibitor, e.
Other (please specify).

What percentage of the cancer patients who have the
following side effects of corticosteroid therapy do you
see within 1 week and for more than 1 month?

Oral candidiasis, Peptic ulcer, Aggravated/triggered di-
abetes mellitus, Depression, Electrolyte abnormalities,
Delirium, Insomnia, Myopathy, Moon face, Osteoporosis
Did your patients experience serious adverse side effects
associated with corticosteroid treatment?

Yes No

If “Yes,” please state your experiences.
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For example, Pneumocystis firoveci pneumonia, coma
due to hyperglycemia, and so on.

Do you prescribe corticosteroid to terminal cancer pa-
tients with the following complications and history?
Please circle the appropriate answer.

Diabetes mellitus (diet therapy alone, require oral hypo-
glycemic agent and insulin therapy); Peptic ulcer (past
history and present complication); Past history of tuber-
culosis; Depression (past history and present complica-
tion); Delirium (hyperactive type and hypoactive type).
Answer

15.

845

a. Principally not prescribe, b. Prescribe with careful
management of the side effect, c. Prescribe without
careful management of side effect.

What kind of predictive factors do you consider that
indicate the effectiveness of corticosteroids? Please se-
lect from the table below as either effective or ineffec-
tive. If other, please specify.

For example, corticosteroid is effective for fatigue due
to hepatic failure, but corticosteroid is ineffective for
fatigue due to depression, and so on.

Effective predictive factors

Ineffective predictive factors

Ancrexia  Digestive cancer, Lung cancer, Chemotherapy

Fatigue

Dyspnea

induced, Hepatomegaly, Hypercalcemia,
Depression, Cachexia, Over 70 years old, Less
than 70 years old, Male, Female, Predicted
survival, Others (please state)

Digestive cancer, Lung cancer, Chemotherapy

induced, Liver failure, Renal failure, Depression,
Tumor fever, Elevated C-reactive protein, Anemia,

Cachexia, Over 70 years old, Less than 70 years
old, Male, Female, Predicted survival, Others
(please state)

Multiple lung metastasis, Air way obstruction,
Pleural effusion, Lymphangitic carcinomatosis,
General weakness, Bronchial secretion,
Pneumonia, Anemia, Others (please state)

Digestive cancer, Lung cancer, Chemotherapy
induced, Hepatomegaly, Hypercalcemia,
Depression, Cachexia, Over 70 years old, Less
than 70 years old, Male, Female, Predicted
survival, Others (please state)

Digestive cancer, Lung cancer, Chemotherapy
induced, Liver failure, Renal failure, Depression,

Tumor fever, Elevated C-reactive protein, Anemia,

Cachexia, Over 70 years old, Less than 70 years old,

Male, Female, Predicted survival, Others (please
state)

Multiple lung metastasis, Air way obstruction,
Pleural effusion, Lymphangitic carcinomatosis, Gen-

eral weakness, Bronchial secretion, Pneumonia, Ane-

mia, Others (please state)
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Abstract

Background: This study explores the distribution of public awareness, knowledge of availability, and readiness
for palliative care services, and the perceived reliability of information resources as part of a nationwide pal-
liative care implementation intervention in Japan (Outreach Palliative Care Trial of Integrated Regional Model
[OPTIM]).

Methods: A cross-sectional anonymous questionnaire survey was conducted, and 3984 responses were used in
the final analysis.

Results: A total of 63.1% of respondents admitted having no knowledge about palliative care, while 0.5% of
respondents were using palliative care services. Respondents who knew about palliative care services, yet did
not know about their availability were 18.6% of all respondents. Respondents who had cancer-related experi-
ences were more likely to be aware of palliative care compared to the general population and availability of
palliative care services. Only awareness of palliative care was significantly associated with two typical images,
while cancer-related experiences were not.

Conclusion: Findings show that the public awareness of palliative care services and their availability is insuf-
ficient, and cancer-related experiences affect awareness of cancer palliative care but not directly related to typical
images for palliative care such as care for patients close to death.

Introduction

PALLIATIVE caRre for patients with cancer in Japan has
rapidly progressed in the past decade, but many critical
issues still need to be resolved. To improve overall cancer care
(including palliative care) throughout Japan, the Cancer
Control Act was established in April 2007. To facilitate the
dissemination of palliative health services, the Ministry of
Health, Labour, and Welfare focuses on palliative care con-
cerns, and has launched a multiple nationwide project for
community-based intervention trials in four areas in Japan, as
described via the Qutreach Palliative Care Trial of Integrated

Regional Model (OPTIM) study.! The study includes creating
community-based specialized palliative care teams, devel-
oping educational materials, educating community medical
staff on palliative care, and campaigning to disseminate
knowledge relevant to specialized palliative care programs to
patients, families, and the general public.

The reason that this trial includes the campaign is that the
general public does not have adequate knowledge about
palliative care concepts.” For example, only 34% of the general
population knows about palliative care units in Japan,
whereas the rate of knowledge in the United Kingdom is
70%.2® Of note, although 32% of the Japanese general public
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believes that palliative care units are places where patients
simply wait for death, these misperceptions are significantly
decreased after individuals actually use a specialized palliative
care service.>* Thus, the lack of knowledge and general mis-
perceptions regarding palliative care are considerable barriers
to palliative care and appropriate pain control, and further
education of the general public would be of great value.

This research has revealed prevalence and relationships
among general knowledge and perceptions for barriers but has
not clarified intentions, acceptance, and knowledge of the
availability if the people use the services in a local region. To
develop effective strategies to promote the enhanced utiliza-
tion of palliative care services, we must explore the demo-
graphics (such as gender, age, or residential status) and
barriers related to not only general public awareness of palli-
ative care, but also intention for use, knowledge of the avail-
ability, and actual rate of service utilization. As the previous
study revealed,* it is also expected that opinions of palliative
care, which are supposed to be formed from personal experi-
ences, affected not only general awareness but intention or
readiness. In particular, sources to form opinions of cancer
palliative care are supposed to be cancer-related experiences as
the patient themselves or as the patient’s family members.®

This article, therefore, has the following aims: (1) to clarify
the distribution of public awareness, knowledge of availabil-
ity, and readiness for palliative care services, (2) to clarify the
differences in awareness, knowledge, and readiness among
demographic variables and between healthy individuals and
those who have cancer-related experiences (either personally
or via family), (3) to clarify the differences of typical opinions of

palliative care in awareness, knowledge, and readiness, in re- -

lation to cancer-related experiences and other demographics.

Methods
Subjects
This study was a part of OPTIM, and the overall protocol has

been provided in detail elsewhere.! Our investigation was a

survey of the general population, including patients with
cancerand their families in four regions from the OPTIM study.
These consisted of a large urban area (Chiba), an urban area
(Shizuoka), and two rural areas (Nagasaki and Yamagata). The
first three areas are places in which palliative care services
are available and the last one (Yamagata) is, in comparison, a
location in which services are practically unavailable.

A cross-sectional anonymous questionnaire survey was
conducted in a sample of the general population selected by
stratified two-stage random sampling in each area (2,000
subjects in each of four regional areas). As a result, this sample
included cancer patients (outpatients receiving or having re-
ceived cancer treatment). We mailed a total of 8,000 ques-
tionnaires to these potential participants in June 2007 and on a
later date sent a reminder postcard. On the questionnaire, we
explained the aim of the study and regarded completion and
return of the questionnaire as consent for participation in this
study. The institutional review boards of Tokyo University
confirmed the ethical and scientific validity.

Questionnaire

We developed our own questionnaire on the basis of the
aims of OPTIM and through literature reviews, existing sur-
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veys, and consensus among the authors as follows. On the
cover page of the questionnaire, palliative care was defined
as: attempts to make patients with cancer and their family less
anxious or to experience less pain, to immediately start con-
sultations about anxiousness and pain regardless of the state
of cancer development, and in addition to treatment, to fa-
cilitate the teamwork of doctors and nurses in the practice of
treating patients who are suffering from the physical and/or
emotional effects of cancer.

The questionnaire included three parts. First, it included
questions covering the demographic information of the sub-
jects (age, gender, length of living in each area) and whether
subjects are undergoing (or had undergone) cancer treatment
or had family members who had experiences of undergoing
cancer treatment. Second, it included an item originally de-
signed to determine the extent of public awareness, knowl-
edge of availability, and readiness and actual utilization of
palliative care service. We asked the participants to choose
only one option from six sequential options regarding palli-
ative care and such services: (1) no knowledge (I have no
knowledge regarding palliative care; I); (2) lack of knowledge
of availability (I have heard of palliative care, but I do not
know if there are any available facilities in my municipality;
II); (3) no interest (I know about palliative care and its avail-
ability in my residential area, but I have no interest in the
service; III); (4) no intention (I know about palliative care and
its availability in my residential area, and have an interest, but
I have no intention of using the service as a patient or for a
family member; IV); (5) preparation (I am preparing to use
palliative care services; V); (6) under utilization (I currently
use palliative care services; VI; Fig. 1). We converted the
subjects’ responses for these responses (I to V1) into a numeric

Do you know aboul palfiative care? —h;'a"’ I: No knowledge
v YES
Do you know that palliative care
services are available in your fiving NO il: Not knowing
area?
 YES
Are you interested in using palliative  } mee——3»
you ' ngpa NO 1 Wi Precontemplation
care services?
¥ YES
Da you have any intention of using : .
palliative care services NOW? NO W: Contemplation
v YES
Please describe your situation, 3>
Are you planning to use Pallialive care §  YES V: Preparation
iscrvices?
You 'have already used palliative care | =———3! VI Utitization
services.

FIG. 1. Public awareness and readiness for palliative care
services.
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TaBLE 1. DEMOGRAPHIC BACKGROUND OF THE RESPONDENTS

General Those who have
Total population  experienced cancer
(n=3190) (n=1330) (n=1860)
n % n % n %

Age years

40-49 705 221 302 227 403 217

50-59 1020 32.0 404 304 616 331

6069 898 282 385 289 513 276

70- 567 17.8 239 180 328 176
Gender

Male 1426 447 666 50.1 760 409

Female 1,764 553 664 499 1100 59.1
Region (Prefecture)

Chiba 945 296 413 311 532 286

Shizuoka 785 246 364 274 421 226

Nagasaki 733 23.0 274 206 459 247

Yamagata 727 228 279 210 448 241
Length of living in each area

<1 year 38 12 2 17 16 09

1-5 year 131 41 60 45 71 38

>5year 3021 947 1248 938 1,773 953

scale ranging from 1 to 6 points. Finally, three items related to
palliative care beliefs/concepts (“Palliative care relieves pain
and distress”; “Palliative care is used with chemotherapy and
radiotherapy”; “Palliative care is for patients close to
death.”)>” were presented, and responses were measured ona
five point Likert-type scale from 1) strongly disagree to 5)
strongly agree.

Analysis

Descriptive analyses were carried out summarizing the
subjects’ backgrounds, awareness of palliative care and uti-
lization of such services, and scores for reliable media source
opinions for total and each sampled area. Then we explored
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the distribution of knowledge and readiness of palliative care
and utilization of the service associated with each sampled
area and experiences of having cancer. These analyses were
performed after dividing subjects into two groups (the gen-
eral population and cancer patients/survivors) and we used
the 3 test and Cramer’s V to clarify relations between cate-
gorical variables and using coefficient correlation and rela-
tions between two categorical variables and ordered variables
two-way analysis of variance (ANOVA). We conducted
all statistical analyses using the Statistical Package for the
Social Sciences (version 15.0.1.1], SPSS Inc., Chicago, IL)
software package. The significance level was set at p<0.05
(two-tailed).

Results

Of the 8000 questionnaires delivered to the sampled sub-
jects, 26 were returned as undeliverable and 3984 were re-
turned (response rate, 49.8%). Of those returned, 3190 were
considered valid for statistical analyses. The rest (n="794)
were invalid and were excluded from the analyses since major
information was lacking. Thus, the final rate of valid replies
was 39.9%.

A total of 1860 respondents (58.3% of all respondents) were
identified as “those having experienced cancer” and the rest
were identified as belonging to the “general population.”
Table 1 summarizes the background of respondents.

Public awareness, knowledge,
and readiness for palliative care

A total of 63.1% of respondents admitting to having “no
knowledge” of palliative care while 0.5% of respondents were
actually using palliative care services. Respondents who
knew about palliative care yet did not know' about the
availability of palliative care in their living area were 18.6% of
all respondents. Female respondents were more likely to
know about palliative care than male respondents ( ¥*=55.09,
df=1,p <0.001, Cramer’s V = 0.131), while age and length of
living in each area were not significantly associated with

TABLE 2. PUBLIC AWARENESS AND READINESS FOR PALLIATIVE CARE SERVICES

Those who have

Total General population  experienced caner Chiba Shizuoka ~ Nagasaki ~ Yamagata

(n=23190) (n=1330) (n=1860) (n=945) (n=785) (m=733) (n=727)

n % n % n % n % n % =n % n %

1: No knowledge 2012 63.1 909 68.3 1,103 593 546 57.8 518 660 482 658 466 64.1
Having Knowledge 1178 369 421 317 757 407 399 422 267 34.0 251 342 261 36.0
II: Not knowing 593 18.6 230 173 363 195 201 213 96 122 115 157 181 249
III: Not interseted 24 08 13 1.0 11 0.6 5 05 12 15 5 07 2 03
IV: No Intention 499 156 167 126 332 178 171 181 142 181 116 158 70 96
V: Preparation 46 14 10 0.8 36 19 18 19 14 18 10 14 4 06
VI Under Utilization 16 05 1 0.1 15 038 4 04 3 04 5 07 4 06

Cancer experiencex Awareness (No knowledge vs. Having knowledge): ¥*=2724, df=1.

p <0.01, Cramer’s V =0.092.

Four areasx Awareness (No knowledge vs. Having knowledge): ¥%=16.83, df=3, p <0.01, Cramer’s V = 0.073.

Within People who Knew Palliative Care:

Cancer experiencex Availability: y2=4.83, df=1, p<0.028, Cramer’s V=0.064
Four areasx Availability: x> =61.88, df=3, p <0.01, Cramer’s V =0.229.
Availability: No awareness of availability vs. awareness of availability.



KNOWLEDGE AND READINESS FOR PALLIATIVE CARE 921

either awareness, knowledge or readiness. Respondents who gl el 8 19
had cancer-related experiences (either themselves or via = )
family members) were more likely to be aware of palliative g o o ©
care compared to the general population (¥ =27.24, df=1, Fim2 2 o
p <0.001, Cramer’s V = 0.092). Also among people who knew
palliative care, there was a significant association between 2|l a8 B 8
cancer experience and knowledge for availability or readiness § ’
(?=4.83, df=1, p=0.028, Cramer’s V =0.064). Table 2 also 3 o2 =
shows that awareness and knowledge of and readiness for kS s = g S !
palliative care was significantly different among each area T
(*=16.84, df =3, p < 0.001, Cramer’s V = 0.073). Particularly, § 5lally & I~
respondents in Chiba-city have more knowledge about pal- = § : ’
liative care than individuals from the other three areas. o ©
8 Fla & 2 B
Typical images of palliative care g w oe e
Table 3 indicates the results of two-way ANOVA for re- 5 S o & o
sponses on three typical images of palliative care using 8 33 5 2 o
awareness and cancer experiences as dependent variables, 21w S
when age, gender, and area were controlled. First, the analysis FRIEEES
revealed the differences in perception for three common E 3 §° c o o @
images of palliative care between individuals having no mS |8 213 2 K <
knowledge of palliative care and those who had knowledge. g1 3 a E
Significant differences were observed between them in terms SIEl . 8
of images of palliative care in the following dimensions: ] % <R 8 3 8 4
“Palliative care relieves pain and distress” (general popula- é 3 % c ° - B
tion; F(1, 3186) =33.02, p < 0.001, Those having experienced g = _g g
cancer; F(1, 3186)=60.85, p <0.001) and “Palliative care is FlElsls|8 B 2 ¢
for patients close to death” (general population; F(1, 3186) = 2l w 2 °® © ;
13.62, p < 0.01, Those having experienced cancer; F(1,3186) = 2 2 aly . 2
13.00, p < 0.01). People who know about palliative care have g1 =& 232 o g
an overall positive image of it, tend to think that palliative care (‘é E o ~ i
brings symptom control to the patients, and is specialized for = = 2 2 o g
terminally ill patients. There were no significant differences < g
between the general population and cancer-experienced in- E & o o © °
dividuals on the three typical opinions of palliative care, and £ I8 S 2 o &
there were no significant interactions between cancer experi- 5 8 g
ence and knowledge of palliative care. % %0 g
2 <
Discussion E = § = § l:i\'; § z
w| 8= g
This study is the first attempt to understand the public ° S 2
awareness of palliative care and utilization of services based 2 S ol 2 9 g
on a nationwide sample in Japan. A clarification of these SR |w|S S = 2
findings will hopefully contribute to understanding general 2 5|8 =
perception of cancer palliative care and its variations by ex- < § & N o 3
periences related to cancer. = 2° = o o;m o Z
The primary aim of this study was to clarify the distribution o %
of public awareness, knowledge of availability, and readiness 4 o8 & a g
for palliative care services. Per the results of the survey, 63.1% % 3 “le 2 ~ :
of all the participants had no knowledge of palliative care a B~ s | 7 o >
services. These results demonstrate a low public awareness of 5 o0 o _Z
the Japanese palliative care services compared with other | &
countries.”® Moreover, among those who did possess Rl
knowledge about palliative care in general, 18% did not know " 'g B
about the specific availability of the service in their region. . S g ,i;:% =13
These results indicate that over 80% of people do not have g % 4 3 e 2] 8
. . - . CEaceSn=a| B
sufficient knowledge of palliative care to take advantage of its S 020880l
services, and it is therefore important to promote a more 5 ‘é‘g ‘8" qE)fé 5 ;:: @
comprehensive understanding of palliative care (including g 3 v §ed ’g g g
availability) to the general population. 8 § EgEggE & %
Second, our data clarified that cancer experiences were g & % &‘;’::; 2 & ;—"-13 S E
related to a greater knowledge of and readiness for palliative < M A "
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care, but did not significantly relate to specific images com-
monly associated with palliative care. From our data it is
difficult to strictly compare patients with cancer with the
overall population since the sample surveyed in this study
was from the general population, and therefore only a small
number of patients with cancer were included. However,
people who had experiences with cancer (either personally or
via family members) recognized both the term and meaning
of palliative care. Also, people who had knowledge of palli-
ative care have an overall positive image of it, tend to think
that palliative care brings symptom control to the cancer pa-
tients, and is specialized for terminally ill patients. Generally,
as the images will be reinforced by actual experiences, those
who experienced as patients with cancer or as family mem-
bers might see or hear the care at late stage of the cancer
process. This indicated current situation that palliative care
for patients with cancer in general Japanese hospitals was
mainly provided for late-stage cancer and that contributed
to form the general opinions of palliative care. Also, the
perception that palliative care is primarily for terminally ill
patients care may cause late referrals to palliative care ser-
vices.>® These suggest that images derived from actual ex-
periences will have strong impact for actual decision making
for choosing or readiness for the services when the patients
need. Therefore, it is important to provide proper and detailed
information about palliative care services, as well as infor-
mation regarding the availability of services, within areas of
residence. We still have very big challenges to modify the
general perception of cancer palliative care, because there is
no known effective method to achieve this. Educational ap-
proaches in community may become one of the solutions, and
will especially be needed to help people recognize that pallia-
tive care services accept even patients with early-stage cancer.

This study has several limitations. First, this study did not
include measurements for the effectiveness of each medium
and we cannot discern which media sources and what kind of
information directly led individuals to be more aware of
palliative care and to use these services. Second, we did not
explore the possible associations between the awareness of
palliative care and amounts of actual cancer treatment un-
dergone. A more detailed survey will need to be conducted in
order to clarify the above items. Moreover, it would be useful
to better explore the insights of specific populations. In future
surveys, it should be possible to design more directed ques-
tionnaires to support hypothesis-based studies.

In conclusion, the public awareness of palliative care ser-
vices and their availability is insufficient. Those with cancer
experiences were more aware of palliative care and their
availability than the general population. Only people who
were aware of palliative care developed two typical images,
while those with cancer-related experiences did not. Ap-
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proaches to inform the general population (including those
with cancer-related experiences) about palliative care have
already been taken in Japan. However, more effective meth-
ods should be developed. We feel that it is possible to elimi-
nate many existing barriers to the improvement of end-of-life
quality, and the dissemination of knowledge related to such
care and treatment in Japan should be a top priority.
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Objective: Communicating the discontinuation of anticancer treatment to patients is a difficult
task. The primary aim of this study was to clarify the level of oncologist-reported burden when
communicating about discontinuation of an anticancer treatment. The secondary aims were
(i) to identify the sources of burden contributing to their levels and (ii) to explore the useful
strategies to alleviate their burden.

Methods: A multicenter nationwide questionnaire survey was conducted on 620 oncologists
across Japan (response rate, 67%).

Results: High levels of perceived burden were reported by 47% of respondents, and 17%
reported that they sometimes, often or always wanted to stop oncology work because of this
burden. There was a significant association between high levels of burden and: a feeling that
breaking bad news would deprive the patient of hope; concern that the patient’s family would
blame the oncologist; concern that the patient may lose self-control; and a feeling that there
was not enough time to break the bad news. Strategies perceived to be useful by oncologists
included training in how to effectively communicate to patients discontinuation of anticancer
treatment, a reduction in total workload to allow sufficient time to break bad news, and devel-
opment of a multidisciplinary model to facilitate cooperation with other professionals and
facilities.

Conclusions: Many oncologists reported high levels of burden relating to communication of
discontinuation of anticancer treatment. A specific communication skills training program, suf-
ficient time for communication and development of a multidisciplinary model could help allevi-
ate the burden on oncologists.

Key words: burden — oncologists — communicating

INTRODUCTION burnout (7). Previous studies have suggested that oncologist-

Breaking bad news is a stressful experience for the oncolo-
gist (1—6); moreover, it contributes to diminished confidence
in communication skills and higher expectations of a
negative outcome. The experience of dealing with distressed,
angry and reproachful patients is also associated with

perceived burden is caused by several factors associated with
the patient, the patient’s family, the oncologists themselves
and the medical environment (8,9). An oncologist’s com-
munication style affects the extent of emotional distress felt
by the patient and the patient’s family (10). The most

{3 2011 The Author(s).
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1000 Burden on oncologists

difficult conversations involved discussing the discontinu-
ation of curative treatment and admission to a hospice (4);
therefore, it is important to clarify the extent of the burden
experienced by the oncologist when communicating the dis-
continuation of anticancer treatment.

Many studies have been conducted to clarify patients’ pre-
ferences and experiences in receiving bad news in oncology
settings (11—14), and several clinical guidelines and expert
recommendations have been published (1,15,16). Moreover,
recent intervention trials have demonstrated that structured
communication skills training can improve physicians’ skills
in breaking bad news (17—19).

Despite the existence of many experience-based rec-
ommendations and studies into the psychological effects on
patients and their families, to our knowledge, only a few
studies have explored the extent of the burden on oncologists
when communicating the discontinuation of anticancer treat-
ment. Therefore, the aims of the present study were to: (i)
clarify the level of oncologist-perceived burden when com-
municating the discontinuation of anticancer treatment to
patients; (ii) identify factors contributing to this burden; and
(iii) explore potentially uscful strategies to alleviate
oncologist-perceived burden.

PATIENTS AND METHODS
SUBIECTS

The present study was a cross-sectional anonymous multi-
center nationwide survey of oncologists in cancer centers
across Japan. Questionnaires were mailed to 620 eligible
oncologists in February 2007 and again 2 months later to
those oncologists who had not yet responded. If the oncol-
ogists did not want to participate in the survey, we
requested that they return the questionnaire without reply-
ing to any of the questions. The participating institutions
were 12 cancer centers selected from the 15 cancer centers
that make up the Japanese Association of Clinical Cancer
Centers.

We recognized potential sampling bias with this method,
but decided to usc convenient institutions because we felt
that the risk of sampling bias would be minimized by a large
number of participants.

Eligibility criteria for the participants were as follows: (i)
oncologists specializing in gastroenterology, respiratory
medicine, breast oncology, hematology, medical oncology,
urology, gynecology, otolaryngology, orthopedics, pediatrics,
neurosurgery or dermatology; and (ii) the oncologist’s name
had to appear on his/her medical facility’s website. The
website of all Japanesc cancer centers shows the complete
list of all physicians in that center. We regarded the com-
pletion and return of the questionnaire as consent to partici-
pate in the study. The institutional review board of the
principal investigator confirmed the study’s ethical and
scientific validity.

QUESTIONNAIRE

A questionnaire was developed based on a review of the Iit-
erature (2,3,8,9) and discussions among the authors. Content
validity was assessed by full agreement of the authors, and
face validity was confirmed by a pilot test of 20 potential
participants.

As background data, oncologists reported their age,
gender, clinical experience in oncology, specialty, previous
experience with formal communication skills training, atti-
tudes toward disease and prognosis disclosure for terminally
ill patients, and the number of patients to whom they would
usually communicate the discontinuation of anticancer treat-
ment annually.

The primary endpoint was oncologist-perceived burden
imposed by communicating the discontinuation of anticancer
treatment to patients. Given the lack of existing validated
instruments, the following outcome parameters were devel-
oped by the authors. First, the level of oncologist-perceived
burden was evaluated by the question, ‘What level of burden
do you feel when you communicate with patients about dis-
continuation of anticancer treatment?’ Answers to this ques-
tion were rated on a five-point scale ranging from 1 (I do not
feel any burden at all) to 5 (I feel a heavy burden). In
addition, we investigated the impact of the burden on motiv-
ation to continue working in oncology by asking oncologists,
‘How often do you feel some level of desire to stop oncol-
ogy work due to this burden’. Again, answers were rated on
a five-point scale ranging from ! (not at all) to 5 (always).

We extracted 20 potential sources of burden from the lit-
erature (8,9) and questioned oncologists on their level of per-
ceived burden relating to each of these sources. Oncologists
were requested to tate their degree of burden on a five-point
Likert-type scale ranging from 1 (I do not feel any burden)
to 5 (I feel a heavy burden).

In addition, we developed a list of 14 potentially useful
strategies to alleviate oncologists’ perceived burden derived
from a previous report (20) and from a qualitative study
using in-depth interviews with three oncologists. The oncol-
ogists were requested to rate their level of agreement with
each of these strategies on a six-point Likert-type scale
ranging from 1 (not necessary) to 6 (absolutely necessary}.

STATISTICAL ANALYSES

For comparisons, respondents were classified into two
groups: oncologists who rated themselves as ‘heavily bur-
dened’ or ‘burdened’ (high-level burden) and then all other
oncologists (low-level burden). This cut-off point was
selected on the basis of the actual distribution of the data
and enabled the entire sample to be divided into two equal-
sized groups for comparison.

To explore the determinants of levels of oncologist-
reported burden, we screened 7 background variables and 20
sources of burden. Univariate analyses were performed using
Student’s r-test or the y” test, as appropriate. To assess the
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results in 20 comparisons, the P value necessary for statisti-
cal significance was defined as 0.0025 (0.05/20) using the
Bonferroni correction. Multiple logistic regression analyses
were then performed using a forward elimination procedure.
All potential predictors with statistical significance as ascer-
tained by the univariatc analyses were included as indepen-
dent variables in multiple logistic regression analyses. All
analyses were performed using SPSS version 11.0.

RESULTS

Of the 620 questionnaires mailed to oncologists, 10 were
undeliverable because of incorrect addresses and 416 oncolo-
gists returned questionnaires, resulting in a response rate of
67%. Of the questionnaires returned, 3 were excluded due to
missing data in primary endpoints and 19 were returned
without any of the questions being answered. Thus, a total of
394 responses were analyzed, giving an effective response
rate of 67% (394/591). The oncologists’ characteristics are
summarized in Table 1.

Overall levels of oncologist-reported burden relating to
communication of the discontinuation of anticancer treat-
ment were: heavily burdened, 13%; burdened, 34%; slightly
burdened, 37%; not particularly burdened, 13%; or not bur-
dened at all, 1.3% (Table 2). Clinical oncologists rated their
level of desire to stop oncology work because of this burden
as: not at all, 55% (n = 218); rarely, 26% (n = 106); some-
times, 11% (n = 45); often, 5.3% (n = 21); or always, 1.0%
(n=24).

The oncologists’ ratings of the 20 potential sources
of burden relating to the communication of discontinuation
of anticancer treatment are given in Table 3. More than 20%
of respondents reported fecling ‘heavily burdened’ or ‘bur-
dened’ by the following factors: insufficient time to break
bad news; feeling that breaking bad news will deprive the
patient of hope; the possibility that the breaking of bad news
is interrupted by other tasks; concern that the patient may
lose self-control; opposition from the paticnt’s family to
breaking bad news to the patient; the fact that evidence from
a certain group is not applicable to every patient; and,
finally, an inability to answer philosophical questions regard-
ing death and the value of life.

Univariate analysis (Table 4) showed that oncologists with
high-level burden were significantly more likely to report the
following concerns: fecling that breaking bad news will
deprive the patient of hope; concern that the oncologist may
be blamed by the patient’s family; concern that the patient
may lose self-control; insufficient time to break bad news;
possibility that the time for breaking bad news is interrupted
by other tasks; opposition from the patient’s family to break-
ing bad news to the patient; evidence from a certain group is
not applicable to every patient; an inability to answer philo-
sophical questions regarding death and the value of life;
fecling a sense of guilt because oncologists cannot provide
adequate treatment; concern that the oncologist may be

Jpn J Clin Oncol 2011;41(8) 1001
Table 1. Background of respondent oncologists
Age (ycars)

Mcdian 43
Inter-quartilc range 37-50
Malc gender [no. (%)] 371 (91

Oncology experience (ycars)
Mecdian 15
Inter-quartile range 8-20
Number of communications concerning discontinuation of anticancer
treatment annually
Median 8
Inter-quartile range 3-15

Attitudes toward discasc and prognosis disclosure for terminally ill patients®
[no. (%))

Routinely, without paticnt’s request 55 (14)
If nccessary, without patient’s request 234 (59)
If neccssary, and if the patient explicitly asks 78 (19)
Routincly, and if the paticnt explicitly asks 21 (5.3)
Specialty® [no. (%)]
Gastroenterology 116 (30)
Respiratory medicine 50 (13)
Breast oncology 42 (10)
Hcematology, medical oncology 42 (10)
"Urology 32(8.3)
Gynccology 30 (7.8)
Otolaryngology 24 (6.2)
Orthopedics 19 (4.9)
Neurosurgery 12 (3.1)
Podiatrics 13 (3.3)
Dcrmatology 5(1.3)
Received formal training in breaking bad news [no. (%)] 59 (16.5)

*Percentages do not add up to 100% because of missing data.

criticized by the patient; scientific evidence is not always
predictable or reproducible; opposition from patients to
breaking bad news to their families; fear of talking to
patients whom the oncologist do not know very well; lack of
confidence in oncological medical skills; uneasiness in chan-
ging roles from curing patients to caring for patients; and a
concern that an objective stance cannot be maintained if the
oncologist becomes too intimate with the patient.

Multiple logistic regression analysis (Table 4) revealed
that independent determinants of high-level burden were:
feeling that breaking bad news will deprive the patient of
hope; concern that the oncologist may be blamed by the
patient’s family; concern that the patient may lose self-
control; and insufficient time to break bad news. Seven back-
grounds of the oncologist, including age, specialty, attitudes
toward disease and prognosis disclosure for terminally ill
patients, oncology experience, previous cxperience with
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formal communication skills training, or number of com-
munications concerning discontinuation of anticancer treat-
ment annually, are not the determinants of levels of
oncologist-reported burden.

Strategies to relieve oncologist-reported burden when
communicating the discontinuation of anticancer treatment
were also investigated. Table 5 lists the percentage of

Table 2. Levels of oncologist-reported burden when communicating
discontinuation of anticancer trcatment

No. (%)
Heavily burdened 53 (13)
Burdenced 136 (34)
Slightly burdencd 147 (37)
Not particularly burdened 53 (13)
Not burdened at all 5(1.3)

oncologists who agreed with each of the 14 strategies
suggested to alleviate oncologists’ perceived burden. More
than 20% of respondents considered the following strategies
to alleviate oncologist-reported burden as ‘absolutely necess-
ary’: that an inpatient hospice is readily available and that
patient information is exchanged smoothly among facilities;
quiet and private rooms are available for breaking bad news;
after breaking bad news, a nurse, psychologist or medical
social worker is available to provide emotional support; and
a reduction in oncologists’ total workload to give them suffi-
cient time to break bad news.

DISCUSSION

To the best of our knowledge, this is the first large multicenter
nationwide survey to investigate oncologist-reported burden
when communicating the discontinuation of anticancer treat-
ment. The first important finding of the present study was the
demonstration of the oncologist-reported burden when

Table 3. Sources of oncologist-reported burden when communicating discontinuation of anticancer treatment

“Not ‘Not particularly ‘Slightly ~ ‘Burdencd’. ‘Heavily

burdened at  burdened’, no.  burdened’, no. (%) burdened’,

all’, no. (%) (%) no. (%) no. (%)
Insufficicnt time to break bad news 123.1) 61 (15) 90 (22) 151 (36) 82 (20)
Fecling that breaking bad news will deprive the patient of hope 12 (3.1) 34 (8.7) 152 (37)  135(33) 63 (15)
Possibility that the time for breaking bad news is interrupted by other tasks 18 (4.6) 86 (21) 102 (25) 120 (29) 71 (17
Concern that the patient may lose self-control 16 (4.1) 83 (21) 163 (39) 108 (26) 25 (6.0)
Opposition from family members to breaking bad news to the paticnt 39 (9.9) 96 (24) 134 (32) 91 (22) 36 (8.7)
Evidence from a certain group docs not always apply to the paticnt 43 (10) 122 (31) 133 (32) 70 (17) 28 (6.7)
The oncologist is unable to answer philosophical questions regarding death and the 37 (9.5) 122 (31) 140 (34) 74 (18) 21 (5.0
value of life '
Concern that the oncologist may be blamed by the patient’s family 73 (18) 141 (35) 104 (25) 63 (15) 15{3.6)
Feeling a scnsc of guilt because oncologists cannot provide cffective anticancer 83 (21 140 (35) 102 (25) 56 (14) 14 (3.4)
treatment
Opposition from paticnts to breaking bad news to their familics 70 (17) 171 (43) 87 (21) 47 (11) 19 (4.6)
Concern that the oncologist may be criticized by the paticnt 75 (19) 149 (37) 107 (26) 56 (14) 9(2.2)
Fear of talking to patients whom oncologist does not know very well 84 (21) 138 35) 108 (26) 54 (13) 10 (2.4)
Scicntific evidence is not always predictable or reproducible 43 (10) 122 31 133 (32) 7017 28 (6.7)
Lack of confidence in oncological medical skills 63 (16) 172 (43) 106 (26) 49 (12) 5(1.2)
Concern that the oncologist does not have the latest knowledge 80 (20) 179 (45) 97 (23) 36 (8.7) 2(0.5)
Uncasiness in changing roles from curing paticats to caring for paticnts 111 (28) 176 (44) 68 (16) 34 (8.2) 4(1.0)
Cox_xcarn that oncologists cannot answer all knowledge-based questions posed by the 94 (24) 186 (47) 81 (20) 29 (7.0) 3(0.7)
paticnt
Oncologists fear their own iliness and death 122 (31) 178 (45) 62 (15) 26 (6.3) 4(1.0)
Concern that an objective stance cannot be maintained if the oncologist becomes too 89 (22) 195 (49) 85 (20) 24 (5.8) 3(0.7)
intimatc with the patient
Fear that oncologists themselves may become very emotionally involved, such as 107 273 209 (53) 59 (14) 18 (4.3) 0 ()

expressing anger or sadness

Pereentages do not add up to 100% duc to missing data.
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Table 4. Determinants of oncologist-reperted burden when communicating discontinuation of anticancer treatment

Univariate analyscs Multivariate analyses

Low level  High level P value  Odds ratio P value
(n=206) (n=190) (95% CI)
Feeling that breaking bad news will deprive the patient of hope 31409 38+08 <0.01 1.8 (1.4-2.5) <0.01
Concern that the oncologist may be blamed by the paticnt’s family 21+08 28=x1.1 <0.01 1.5(1.2-1.9) <0.01
Concern that the paticnt may lose scif-control 28408 34409 <0.01 14(1.1-19) <0.01
Insufficicnt time to break bad news 33+10 38409 <0.01 1.2 (0.99--1.6) 0.049
Possibility that the time for breaking bad news is interrupted by other tasks 3.1+10 35411 <0.01
Opposition from family members to breaking bad news to the patient 27410 32+%1.1 <0.01
Evidence from a certain group does not always apply to every patient 26409 3.0+1.1 <0.01
;ijl;c oncologist is unablc to answer philosophical questions regarding death and the valucof 2.5+08 30+1.0 <0.01
ifc
Fecling a sense of guilt because oncologists canmot provide effective anticancer treatment 21409 27411 <0.01
Concern that the oncologist may be criticized by the patient 21408 274+1.0 <0.01
Scicntific cvidence is not always predictable or reproducible 23408 27410 <0.01
Opposition from patients to breaking bad news to their familics 224+08 26412 <0.01
Fear of talking to patients whom the oncologist does not know very well 22409 25411 <0.01
Lack of confidence in oncological skills 22408 25409 <0.01
Uncasincss in changing roles from curing paticnts to caring for paticnts 19+08 23409 <0.01
Concern that an objective stance cannot be maintained if the oncologist becomes too 1.94+07 2208 <0.01
intimatc with the paticnt ‘
Concern that the oncologist docs not have the latest knowledge 2.14+08 22409 - 024
Fear that the oncologist may become very emotionally involved, such as expressing anger or 19406 20408 0.24
sadness
Copccm that the oncologist cannot answer all knowledge-based questions posed by the 20+08 22409 0.34
paticnt
Fear of the oncologists’ own ilincss and death 1.9+07 20+1.0 0.78

Oncologists who rated their burden level as heavily burdencd or burdencd (high-level group) arc compared as a single group against all others (low-level
group). Multiple logistic regrossion analyses used the high-level burden group as the dependent variable. Each condition was rated on a scale of | (do not feel

any burdencd) to 5 (fecl heavily burdencd).

communicating the discontinuation of anticancer treatment to
patients. Of the oncologists surveyed, 47% reported high
levels of burden when communicating the discontinuation of
anticancer treatment. Moreover, 17% of the oncologists sur-
veyed reported that they sometimes, often or always want to
stop oncology work because of this burden. Multiple studies
have revealed that a major contributor to physicians’ burnout
is communication with patients and families (21-26). The
present study confirms that communication with patients and
families is a major source of oncologists” work-related stress.
In particular, the present study highlights that communicating
the discontinuation of anticancer treatment can be a heavy
burden for oncologists and that it is urgent that strategies are
developed to alleviate this burden.

The present study also evaluated oncologists’ opinions
regarding the strategies likely to be effective in reducing this

burden. The strategies perccived to be potentially effective

included: ready availability of an inpatient hospice and
smooth exchange of patient information among facilities;
availability of quiet and private rooms for the breaking of
bad news; the provision of emotional support from a nurse,
psychologist or medical social worker after the patient has
received the bad news; and a reduction in oncologists’ total
workload to give them sufficient time to break the bad news.

Moreover, multiple logistic regression analyses revealed
that independent determinants of high-level burden were: a
feeling that breaking bad news will deprive the patient of
hope; concern that the oncologist may be blamed by the
patient’s family; concern that the patient may lose self-
control; and insufficient time to break bad news.

These results reveal that therc are three main areas that, if
addressed, could significantly alleviate oncologist-reported
burden: (i) improving oncologists’ communication skills; (ii)
allowing sufficient time for communication with patients and
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Table 5. Oncologists” opinion on strategics suggested to alleviate the burden associated with communicating discontinuation of anticancer treatment

Necessary Absolutely
(%) necessary (%)

Inpaticnt hospice is readily available and paticnt information is cxchanged smoothly among facilitics 49 36
Quict and privatc rooms arc availablc for breaking bad news 56 25
Aftcr breaking bad news, a nursc, psychologist or medical social worker is availablc for cmotional support 63 24
A reduction in the oncologist’s total workload to give sufficient time for the breaking of bad news 54 23
Whilc breaking bad news, a nurse, psychologist or medical social worker is availablc for cmotional support 56 13
Having an opportunity to attend educational workshops about how to break bad news 51 6.8
A psychiatrist or psychologist is available for consultation if the oncologist feels overburdencd 42 6.6
Before breaking bad news. having the opportunity to discuss the situation with collcagues and receive advice 54 6.1
After breaking bad news, specialists in physician—paticnt communication are available to give advice to the oncologist about 60 5.5
how they should break bad news
Having opportunitics to share experiences and feclings with the colleagues within the hospital 51 5.5
Before breaking bad news, information about what the patient and family want to know is available from nurses 65 5.0
Before breaking bad news, the oncologist receives a memo from the patient and family about what they want to know 61 3.8
After breaking bad news, the oncologist reccives a questionnaire to identify what the patient and the family arc fecling and 65 33
thinking
Have an opportunity to sharc cxpericnces and feelings with colleagues from other hospitals 47 3.0

their families; and (iii) developing a multidisciplinary care
model with other professionals and facilities.

This study emphasizes the importance of communication
skills. Previous studies suggested that communication skills
training increases both patient satisfaction (27,28) and oncol-
ogists’ confidence (29). However, to the best of our knowl-
edge, existing communication skills training does not
specifically address issues surrounding the discontinuation of
anticancer treatments. The present study highlights the impor-
tance, under these difficult circumstances, of helping the
patient maintain hope, dealing with the oncologists’ fear of
being blamed by the patients and their families, and strength-
ening patient self-control. The results indicate that a com-
munication skills training program specifically targeting skills
for communicating the discontinuation of anticancer treat-
ment needs to be developed. This program should include
strategics to deal with oncologists’ concerns, such as that by
breaking bad news to a patient, the oncologist will deprive the
patient of hope, that the oncologist may be blamed by the
patient’s family and that the patient may lose self-control.

The oncologists surveyed stressed the importance of a
reduction in their total workload to give them sufficient time
to facilitate effective communication with patients. A pre-
vious study suggested that physicians face excessive work-
loads that are associated with a lower quality of patient care
(30). Several studies have suggested that the perception of
having insufficient time to communicate with patients is the
factor most strongly associated with oncologist burnout

22,31). In Japan, according to a 2008 revision by the
Ministry of Health, Labor and Welfare in Japan of the
payment of fees for medical treatment, an additional fee for

outpatient care can be applied when a physician is directly
involved in clinical practice for 5 min or longer. This indi-
cates that the Ministry of Health, Labor and Welfare in
Japan defines the time for consultation and implies that most
physicians in Japan are too busy to spend 5 min or more on
each outpatient. These results stress that a reduction in phys-
icians’ workload is vital.

Many oncologists surveyed in the present study agreed with
the importance of multidisciplinary cooperation with other
professionals and facilities. Two types of cooperation were
considered to be particularly valuable: (i) that after breaking
bad news, a nurse, psychologist or medical social worker was
available to follow up with patients and their families; and (ii)
the availability of other facilitics, especially inpatient pallia-
tive care units. Previous studies have shown that cancer
patients’ participation in nurse-led interventions resulted in an
improvement in depressive moods (32,33). Multiple interven-
tion studies have indicated that practice-based interprofes-
sional collaboration can improve patients’ health-care
processes and outcomes (34). Furthermore, existing literature
indicates that regional palliative care programs succeed in
increasing family satisfaction (35,36). These findings suggest
that developing a multidisciplinary team to support oncolo-
gists, not only within a hospital, but also beyond the hospital
(as a region), is of considerable importance in achieving
patient and family satisfaction. As the number of palliative
care units in Japan is not enough, increasing the reimburse-
ment for inpatient hospice would be important as policy.
Moreover, because oncologist burden was not measured in
these previous studies, prospective observational or interven-
tional studies are needed to determine whether a team
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approach, such as in-hospital and regional palliative care pro-
grams, could alleviate oncologist burden.

The limitations of the present study include the moderate
(67%) effcctive response rate, which may mean that the
entire oncological population is not represented by the oncol-
ogists who participated in the present study. Furthermore,
because this study was performed in Japan, the results are
likely to be influenced by factors relating to Japanese culture
and the Japanese health-care system and, as such, may not
be applicable to other countries.

In conclusion, a considerable number of oncologists experi-
enced high levels of burden in communicating the decision to
discontinue anticancer treatment. To alleviate oncologist
burden, potentially useful strategies include: (i) communi-
cation skills training specifically targeting discontinuation of
anticancer treatment; (ii) a reduction in total workload to
allow oncologists sufficient time to break bad news; and (iii)
the development of a multidisciplinary model to facilitate
cooperation with other professionals and facilities.
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