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Abstract

Purpose: To explore cancer patients’ concerns about emotional disclosure (ED) to their
physicians, and to investigate the factors associated with them.

Subjects and Methods: Randomly selected ambulatory patients with lung cancer participated
in this study. An 18-item questionnaire to assess patients’ beliefs regarding ED to their
physicians was developed for this study. Factor analysis was used to extract the underlying
factors of this scale. Patients were asked to answer this questionnaire along with other self-
administered questionnaires.

Results: Complete data were available from 104 patients. Four factors were extracted by
factor analysis: ‘Hesitation to disturb the physicians by ED’, ‘No perceived need for ED’,
‘Negative attitude towards ED’, and ‘Fear of a negative impact of ED’. All factors reached
standards of internal consistency. The prevalence of the above concerns, in that order, among
the patients was 68, 67, 46, and 20%. Patients with high distress levels were significantly more
likely to endorse ‘Negative impact’ (p = 0.02). Older patients were more likely to report
‘Negative attitude’ (p = 0.06), whereas male patients were more likely than females to report

‘Hesitation’ (p = 0.05).
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Conclusion: Knowledge of such patient-related barriers should better prepare physicians to
build good communication channels with their cancer patients.
Copyright © 2007 John Wiley & Sons, Ltd.
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Introduction

~ Cancer patients frequently have psychological
distress. The prevalence of major dépression and
adjustment disorder among these patients have
been reported to range from 5 to 35% [1]. Since
depression is not only distressing and disturbs the
patients’ quality of life, but also kindles the desire
for death, affects usage of health care and poses a
burden for the family; intensive treatment of
depression in these patients is essential [2].

Delivery of supportive and palliative care,
including psychological support, is one of the
primary tasks of oncologists. A global Core
Curriculum in Medical Oncology, released by the
American Society of Clinical Oncology (ASCO)
and European Society for Medical Oncology
(ESMO), includes ‘Psychosocial aspects of cancer’
as one of the topics [3]. The Japanese Society of
Medical Oncology has also implemented this
curriculum.

Copyright © 2007 John Wiley & Sons, Ltd.

An accurate evaluation of the symptom severity
is crucial to the provision of optimal symptom
management. Emotional disclosure (ED) by pa-
tients themselves is a primal source of assessing the
degree of psychological distress in the patients.
However, patients often hesitate to share their
emotional distress and/or concerns with their
physicians [4,5], even though most consider their
attending oncologist as an invaluable person with
whom to discuss their emotional distress [6]. A
survey of cancer patients’ preferences for discussing
their psychological problems showed that 67% of
cancer patients were willing to discuss their
problems with the physicians, but 26% were willing
to do so only at the initiative of their doctor [4].
Furthermore, one study indicated that patients
with higher degrees of distress were less likely to
disclose their concerns [5].

Why are they reluctant to do so? To the best of
our knowledge, few studies have been conducted to
explore the concerns for patients who do not
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discuss their emotional problems with their physi-
cians in the cancer care setting. A study in the
general practice setting in UK investigated the
reasons for patients not discussing their emotional
problems with their physicians [7], and identified
the top two reasons as ‘doctors do not have enough
time’ (48%), and ‘there is nothing that the doctor
can do’ (39%). Another study conducted in the
general practice setting in New Zealand revealed
that patients believed that ‘their general practi-
tioner was not the best person to talk to’ (34%),
and ‘mental problems should not be discussed at
all’ (28%) [8]. These may also be applicable in the
cancer care setting [9,10].

The purpose of this study was to explore the
cancer patients’ concerns about ED to their
physicians, and to investigate the factors associated
with them.

Subjects

The study subjects were ambulatory patients with
lung cancer attending the outpatient clinic of the
Respiratory Medicine Division of Tokai University
Hospital, located in a suburban residential area,
about 50km from Tokyo, Japan. We chose this
population as subjects since provision of better
supportive care for them is urgently and highly
required. In a study examining psychological
distress and its relation to the site of cancer, Dugan
et al. reported that primary lung cancer was
strongly associated with psychological distress in
cancer patients [11]. In addition, Zabora et al. and
Carlson et al. have demonstrated that the highest
prevalence of psychological distress was observed
among patients with lung cancer [12,13]. The
incidence of lung cancer in Japan is increasing,
and it is the commonest cause for all cancer
mortality in Japan and accounts for 18% of all
cancer deaths. Furthermore, the prognosis of
patients with lung cancer has been poor.

The eligibility criteria were (a) 18 years of age or
older, (b) informed of the cancer diagnosis, (c) well
enough to complete the questionnaire and partici-
pate in a brief interview, and (d) not suffering from
severe mental or cognitive disorders. We selected
participants at random using a visiting list and
random number table only for logistic reasons (to
control the number of patient enrolled per day).

This study was approved by the Institutional
Review Board and Ethics Committee of Tokai
University, Japan. Written consent was obtained
from each patient after a thorough explanation of
the purpose and method of the study.

Methods

Patients were randomly sampled using a planned
visiting list and a table of random numbers. After

Copyright © 2007 john Wiley & Sons, Ltd.
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informed consent had been obtained, the patients
were asked to complete the self-administered
questionnaires described below at home and mail
them the next day. In the case of inadequate
answers, clarifications were sought over the tele-
phone.

Reluctance for emotional disclosure

The Reluctance for Emotional Disclosure Ques-
tionnaire (REDQ) was developed for this study to
investigate the patients’ beliefs which might affect
their ED to physicians, as there was no appro-
priate instrument available previously for this
purpose. First, we conducted a systematic review
to collect and create items that could be useful.
Papers focusing on stigma, under-recognition,
under-treatment of depression [14,15] or other
symptoms such as pain [16] and fatigue [17] in
cancer and non-cancer populations, or medical
staff-patient communication [7,9,10] were investi-
gated. Then, we developed a draft of this scale
based on the review, and asked 10 inpatients with
lung cancer to complete them. In-depth discus-
sions about the issue were also conducted with
them. The items with small between-patient
variability were deleted. Finally, an 18-item ques-
tionnaire was developed. Each item was to be
rated on a 5-point Likert scale (I1[not at all] to
S[very much agree]).

Psychological distress

The Hospital Anxiety and Depression Scale
(HADS) was used to evaluate the psychological
distress level of the cancer patients. This ques-
tionnaire, developed by Zigmond er al. [18], is
composed of a 7-item anxiety subscale and a 7-item
depression subscale to assess the patients’ condi-
tion over the preceding week. The characteristic of
this scale was that questions about physical
symptoms were not included in this scale. We have
established the reliability and validity of the
Japanese version of this questionnaire in cancer
patients [19]. The optimal cutoff point for screening
high distress (adjustment disorder or major de-

pressive disorder) was %

Sociodemographic and biomedical factors

An ad hoc self-administered questionnaire was used
to obtain information on the sociodemographic
status, including marital status, level of education,
and employment status. Performance status, as
defined by the Eastern Cooperative Oncology
Group (ECOG), was evaluated by the attending
physicians. All other medical information (clinical
stage and anti-cancer treatment) was obtained
from the patients’ charts.
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Statistical analysis

Factor analysis followed by Varimax rotation was
conducted to extract the underlying factors of
REDQ. The number of items was identified by
Keiser’s criterion (eigenvalue of 1.0 or greater).
Items having factor loading scores of less than 0.50
on all factors were deleted from each subscale to
clarify the meaning of each factor. We calculated
the average of the constituent items for each
subscale. The reliability of the scale was evaluated
by calculating Cronbach’s alpha coefficient, a
measure of the internal consistency of the responses
to a group of items.

To determine the correlated factors, univariate
analyses between each factor and the independent
variables were performed using unpaired Student’s
t-tests. A p value of less than 0.05 was adopted as
the significance level in all of the statistical
analyses, and all p values reported are two-tailed.
All statistical procedures were conducted with the
SPSS 13.0J version software for Windows.

Results

Patient characteristics (Table I)

Data were available for 104 cancer patients. A pool
of 123 potential lung cancer patients was identified
for the study. Nineteen patients (16%) were
excluded, including 5 (4%) who refused to parti-
cipate, 5 with cognitive disturbances, 4 (3%) with
serious illness, and 5 for other reasons. The patient
characteristics are summarized in Table 1; of the
total, 77% had advanced cancer (stage I1Ib, IV, or
recurrence). The mean HADS total score was
126+ 7.4, and 58% scored above the validated
cutoff of HADS for adjustment disorder and major
depressive disorder (a score of 11 or more on a
HADS total scale). Two physicians were enrolled
in the study. Patients had been followed by the
same physician and one physician had followed the
majority of patients (87%).

Reasons for reluctance for ED; extracted from
REDQ (Table 2)

Four factors were identified by Keiser’s criterion.
The results of the factor analysis are shown in
Table 2. The first four variables comprising ‘No
perceived need for ED’ showed significant loading
on Factor 1. Two items, including items related to
‘Fear of negative impact of ED’ loaded on Factor
2. Four items related to ‘Negative attitude to ED’
loaded on Factor 3, and three items representing
‘Hesitation to disturb physicians with ED’, showed
high loading on Factor 4. After deleting six items
having item loading <0.50 on any factors, we
repeated factor analysis and found the same factor
loading pattern. Factor 1 accounted for 21%,
Factor 2 for 13%, Factor 3 for 14%, Factor 4 for
13% of the total variance in the data. Cronbach’s
alpha coefficients showing internal consistency
reliability ranged from 0.72 to 0.86, indicating
substantial consistency (Table 3). When we used a
cutoff to determine reluctance in an expedient
manner, the most frequently endorsed reason was
‘Hesitation’ (68%), followed by ‘No perceived
need” (67%). About 90% of the patients had one
or more reasons. Even if we excluded ‘No perceived
need’ from the analysis, 77% of the patients had at
least one reason and 44% had two or more
reasons.

Factors correlated with each subscale of the
REDQ (Table 4)

The results of univariate analyses are shown in
Table 4. Patients with high distress levels were
significantly more likely to endorse ‘Negative
impact” (p = 0.02), whereas patients with low
distress levels were significantly more likely to
endorse ‘No perceived need’. ‘Negative attitude’
and ‘Hesitation’ were not correlated with the level
of distress. With regard to demographic factors,
older patients were more likely to report ‘Negative
attitude’ (p = 0.06), whereas male patients were

Table |. Demographical and clinical characteristics of patients (N= 104)

Sample characteristic N (%)

Age (year) Mean: 65 (SD=10); median: 65 (range, 43-84)

Sex Male 82 78

Spouse Married 81 22

Job Employed (full-time/part-time) 27 26

Clinical stage Advanced (lllb, IV, or recurrence) 80 77

ECOG performance status® 0 21 20
| 77 74
2 or worse 6 6

History of anticancer treatment Operation IS 14
Chemotherapy 95 91
Radiation therapy 97 93

Days after diagnosis Mean: 358 (SD==502); median: 159 (range, 24-2413 )

HADS total score Mean: 12.6 (SD=7.4); median: 12 (range, 0-30)

*ECOG: Eastern Cooperative Oncology Group.

Copyright © 2007 John Wiley & Sons, Ltd. Psycho-Oncology (2007)
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Table 2. Factor loading pattern (followed by varimax rotation) of the Reluctance for Emotional Disclosure Questionnaire

(N=104)
Items Factor
No perceived Fear of negative Negative at- Hesitation
need impact titude
No support is needed for my emotional distress, because it resolves 0.88 —0.21 0.13 003
spontaneously
No support is needed to deal with my emotional distress, because 1 can deal 0.85 —0.04 0.18 0.05
with it by myself
No support is needed for the emotional distress, because its occurrence is 0.81 0.03 0.20 0.09
natural
My emotional distress is not as serious as my other problems 0.51 0.08 -0.02 0.11
| would rather want my doctor to spend time in treating my cancer than 0.36 032 0.25 0.3
spend time on reducing my emotional distress
My relation with my doctor will become poor if | discuss my emotional 0.00 0.80 0.14 0.04
distress with them
If 1 describe my emotional distress to my doctor, they will conclude that | will —0.05 0.74 0.17 0.05
not tolerate my cancer treatment
I have no intention of notifying my doctor about my emotional distress -0.18 043 0.20 0.26
My doctor is not interested in my emotional distress —0.01 0.40 0.38 0.39
It is not the role of my doctor to reduce my emotional distress level 0.26 034 0.05 0.25
In general, | do not like to speak about my emotions 0.07 0.09 0.86 017
I do not like to speak about my emotional distress with any medical staff 0.09 0.40 0.61 0.tée
Talking about my emotions will not alter any radical treatment 0.18 0.15 0.58 0.04
| leave the matter of my psychological distress up to my doctor 029 0.09 0.42 023
My doctor doesn’t have enough time to talk about my psychological distress 0.05 0.07 0.16 0.79
My doctor doesn't ask me about my emotional distress 0.14 003 0.07 0.69
! don't want to bother my doctor by bringing up my emotional distress 0.17 0.42 0.12 0.51
I try not to complain of my emotional distress to my doctor 0.14 028 0.35 048
Table 3. Descriptive data and reliability of the Barriers Questionnaire (N= 104)
Subscale Number of items Mean 1 SD Median Cronbach’s Percentage of
alpha coefficient patients endorsing®
No perceived need 4 24+ 1.1 23 0.86 67.3
Fear of negative impact 2 1.4+0.7 10 08! 202
Negative attitude 3 1.9+09 19 076 46.2
Hesitation 3 26+ 1.1 26 072 683
Total scale 12 83424 78 0.78 —
*Defines the cutoff of 22 as indicating reluctance.
more likely than female patients to report intensively investigate cancer patients’ concerns

‘Hesitation’ (p = 0.05). However, these differences
did not reach the conventional statistical signifi-
cance level. The level of education and marital
status were not associated with any of the factors.

Additionally, we investigated whether physi-
cians’ individual characteristics have an influence
on the level of patients’ reluctance by examining
the differences in the severity between patients seen
by one physician and those seen by the other
physician, and only the level of ‘No perceived need’
was found to be significant.

Discussion
It is often assumed that cancer patients may be

reluctant to talk about their psychological distress
to the medical staff [20]. This is the first study to

70

Copyright © 2007 John Wiley & Sons, Ltd.

about ED to their physicians. Factor analysis
allowed us to conceptualize four categories of
concerns about ED; ‘No perceived need for ED’,
‘Fear of negative impact of ED’, ‘Negative attitude
to ED’, and ‘Hesitation to disturb physicians with
ED’. The four-factor construct found in this study
was statistically valid and reliable, and also mean-
ingful from the clinical point of view. Under-
standing the patients’ concerns about ED through
these four aspects would allow us to deal wnh this
issue more comprehensively.

‘Hesitation to disturb physicians with ED’ was
the most prevalent reason in this population. This
finding was consistent with that in the previous
studies [7,8], in spite of the differences in the
subjects’ characteristics (e.g. cancer vs primary
care), study methods (e.g. quantitative vs qualita-
tive), or cultural background (e.g. oriental vs

Psycho-Oncology (2007)
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Table 4. Factors correlating with each subscale (N = 104)

Potential factors Subscales
No perceived need Fear of negative Negative Hesitation
impact attitude
N Mean P Mean P Mean Mean p

Demographic factor

Age <64 51 23 0.64 1.4 0.71 18 0.06 24 015
=65 53 24 1.4 2.1 27

Sex Male 82 25 0.17 1.4 0.35 19 091 27 0.05
Female 22 2.1 1.3 1.9 22

Education > Junior high school 73 23 0.30 1.4 0.48 19 038 25 046
<Junior high school 31 26 1.5 20 2.7

Spouse Married 8l 24 044 1.4 0.49 19 078 26 058
Others 23 22 1.5 1.9 24

Job Having full-time or part-time job 27 22 037 1.5 0.44 1.8 044 29 0.10
Others 77 25 1.4 20 25

Medical factor

Performance status 0 21 27 0.10 1.6 0.25 20 084 27 037
| or worse 83 23 1.4 1.9 25

Clinical stage Advanced (lllb, IV, recurrence) 80 23 0.36 1.4 0.80 18  0.05 26 099
Non-advanced 24 2.6 1.4 23 2.6

Psychological factor

HADS total score 211 60 22 0.02 1.5 0.02 19 074 26 047
<l 44 2.7 12 1.9 2.5

occidental culture) among these studies. Such
hesitation must hamper effective communication
and make it difficult to recognize patients’ emo-
tional concerns, and furthermore, may negatively
influence other outcomes, such as symptom control
[21]. Also this study found that this attitude was
more prevalent in male than female patients,
indicating gender differences in emotional expres-
siveness. Physicians should thus understand the
patients’ hesitation, and give them clear messages
to let them know that they are indeed interested in
their psychological problems.

About a half of the patients had a ‘Negative
attitude to ED’. The result that older patients were
more likely to endorse this attitude may indicate
some relation to Japanese traditions which place
much value on being modest and reserved. Many
other beliefs may underlie this attitude such as
cultural background and stigma attached to
psychological problems, and further research is
needed on this issue. We did not consider the
results to imply that it might be harmful to ask the
patients about their emotional distress. Rather,
physicians should make enquiries about their
patients’ psychological distress, as also about their
preferences for dealing with the problems.

In clinical settings, reluctance about ED is the
most problematic, especially in patients with high
levels of distress. Thus, sufficient attention must be
paid to ‘Fear of negative impact of ED’, although
the prevalence was relatively low in this study
population. The significant association of this
factor with the HADS score suggested that this

Copyright © 2007 john Wiley & Sons, Ltd.
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concern may arise from a pessimistic way of
thinking influenced by depressive mood; alterna-
tively, there may be common mediators, such as a
personality trait of neuroticism. Patients having
such concerns may also be at a high risk of
underestimating their psychological distress.

The score of ‘No perceived need for ED’ was
significantly lower in patients who had low levels of
distress than in those with high levels of distress.
This indicated that the patients” awareness regard-
ing the need for psychological care may be reliable,
we, however, should bear in mind that a subset of
patients might be in a denial process [22], and as a
result they might report a high level of ‘No
perceived need’. Physicians may acknowledge that
emotional communication may not always be
required by the patient, especially when denial
works adaptively.

Considering the interactive nature of commu-
nication, each physician’s attitude and atmosphere
should influence whether patients feel safe to share
their emotional experience or not. The physicians’
cultural background may also affect their commu-
nication style. Including physicians’ perspective in
the future study may be fruitful, and may enhance
the generalizability of the findings. ‘

Several limitations of this study deserve mention.
First, we had to use an ad hoc questionnaire to
investigate the reluctance on the patients’ part for
ED. No validated questionnaire had been devel-
oped before for this purpose, therefore, we devel-
oped our own following the standard procedures
for scale development and arrived at meaningful

Psycho-Oncology (2007)
DOI: 10.1002/pon



subscales with adequate reliability. In addition, the
possibility of biases originated from the question-
naire’s characteristics, which focused entirely on
the potential for a negative interaction as one of the
limitations that should be stated. Second, the
sample size was not sufficient for conducting factor
analysis for an 18-item questionnaire, but deletion
of six items did not influence the factor structure
and we were able to arrive near the usually
recommended item, that is, a patient ratio of
1:10. Third, this was a single-institution study and
included Japanese patients with lung cancer.
Adequate care must be given before generalizing
the findings to other populations. Especially, the
external validity of the REDQ has not yet been
established. Further studies should be undertaken
to utilize this questionnaire among patients with
different characteristics. -

Despite these limitations, we believe that the
findings of this study would be meaningful for
improving the emotional communication between
patients and physicians. Removing barriers that
prevent effective communication is the first step
towards providing psychological care. Physicians
should be aware of their patients’ hesitation for
ED, and clearly convey to them that they are
indeed interested about the psychological problems
of their patients, by regularly making enquires to
determine their psychological status. They also
need to keep in mind that each patient has different
care needs. Patients should be given the opportu-
nity to learn that their physician is a primal source
of emotional support, and that they are ready to
listen to the patients’ stories. Further research is
needed to examine whether the reluctance is
actually associated with under-recognition of the
distress by physicians, and how the reluctance for
ED influences the patients’ outcome, such as the
severity of depression.
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Continuous Medical Care for Advanced Cancer Patients from Hospital to Home Care—What We Need Is Not the “Gear
Change,” but We Need a Continuous Palliative Care: Yoshikazu Ashino (Towada City Hospital)
Summary

The conversion from a treatment that aimed for cure to palliative care for advanced cancer patients is called a “gear
change” in Japan. However, what we need is not the “gear change,” but we need an establishment of cancer medical sys-
tem in which palliative care is offered as needed anywhere at anytime. Toward this end, it is important to have a conscious
reform effort by oncologists, a promotion of palliative care at hospital and a positive action taken by the hospital to coordi-
nate between the local medical institution, a welfare organization and a nursing organization. Key words: Palliative care,
“Gear change,” Local palliative care network, Continuous medical care
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