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The present study was undertaken to understand the realities of
cancer patients’ and their family members’ distresses and inquiries,
including medical/physical, emotional/spiritual and social/economic
problems, from scientific viewpoints. The initial step of the study
was to develop the classification category for these distresses and
inquiries. The category was proposed based on information from
two different sources; one is the consultation records of the Patient
Support and Inquiry Division, Shizuoka Cancer Center and the other
is the database of the Questionnaire Survey, which consisted of
more than 25 000 distresses from 7885 people who faced up to
cancer. The four-level classification category was constructed
from 16 primary categories, 35 secondary cateqgories, 129 tertiary
categories and 619 quaternary categories. The classification category
made it possible to analyze the distresses of cancer patients
and their family members. The present study demonstrated the
differences between the patterns of distresses for the consultation
service and the questionnaire survey. In consuitation centers
belonging to hospitals, such as the Patient Support and Inquiry
Division in the Shizuoka Cancer Center, patients wanted to consult
on distresses and inquiries related to medical care. In contrast, they
rarely consulted on emotional/spiritual or social problems. Based on
the present classification category, we are developing a database
called ‘Questions and Answers for Cancer Patients’ Distresses’. The
database enables medical staff to learn what distresses patients and
their family members, and to implement high-quality consultation
in cancer clinics. (Cancer Sci 2007; 98: 612-616)

ancer patients and their families face a wide variety of

distresses and inquiries, including medical/physical,
emotional/spiritual and social/economic problems.¢? In Japan,
in the last 25 years, the style of cancer clinics has changed a
lot.® Almost every patient is told the truth in terms of cancer
diagnosis and treatment; at the time of treatment, patients always
give written informed consent to medical staff, and patients are
fully justified in obtaining a second opinion when they
encounter difficulties in making their own decisions conceming
cancer treatment. Although these changes allow patients to
participate in their own medical care, this style of medical care
always increases distresses and inquiries to which cancer patients
and their family members face. Therefore, support programs
for patients suffering from cancer and their family members
play a very important role in modern cancer clinics.

With the aim of knowing the realities of patients’ and family
members’ distresses and to decrease them, we started a con-
sultation service named ‘YOROZU-SOUDANIO (One-stop
Consultation Center for Everything You Need to Know about
Cancer)’ in the Patient Support and Inquiry Division of the

CancerSci | Aprii2007 | vol.98 | no.4 | 612-616

Shizuoka Cancer Center. Data accumulated in this service pro-
vided important information to classify cancer patients’ and their
family members’ distresses and inquiries, in terms of having a
clear grasp of the essence of them. Simultaneously, we did a
large-scale questionnaire survey for cancer patients in Japan in
2003. The purpose of this study was to collect actual voices of
cancer patients and their family members and to develop meth-
ods to decrease their distresses. The interim report entitled ‘A
report on research into the anxieties and burdens of cancer
sufferers — the views of 7885 people who faced up to cancer’ was
published.("” The database in this survey also played an important
role in categorizing cancer patients’ distresses and inquiries.

The present study was undertaken to understand the realities
of cancer patients’ and their family members’ distresses and
inquiries from a scientific viewpoint. It is well recognized that
cancer patients and their family members face a variety of
distresses, but until now these were analyzed as personalized
experiences, and were not systematized scientifically. The initial
step was to set up a classification method for these distresses
and inquiries, and we propose a classification category in the
present study, which was applied to evaluate differences in
the patterns of distresses between the consultation service and
the questionnaire survey.

In 2006, the Japanese Government passed fundamental law
for cancer control, and one of the important policies concerned
the management of consultation services in the district cancer
center hospitals. However, many medical staff face difficulties in
knowing how to take care of patients and their family members or
how to communicate with them, as information is not available
on high-quality consultation for cancer patients and their family
members. It is obvious that the people in charge of consultation
are required to understand the realities of patients’ and their
family members’ distresses and inquiries for effective management
of their facilities. The present study will be useful for medical
staff in implementing high-quality consultation services.

Materials and Methods

Consultation data accumulated in the Patient Support and Inquiry
Division. The Patient Support and Inquiry Division in Shizuoka
Cancer Center started to provide a consultation service in
September 2002. The consultation was accomplished by two ways:
of face-to-face consultation or telephone consultation, with clients
deciding whether they wanted to remain anonymous or not. With
the permission of clients, staff of the division (including medical
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social workers and nurses) made records of consultations using
patients” electronic charts at the Shizuoka Cancer Center Hospital,
which were strictly protected for privacy under the Medical Act
in Japan. All records were classified based on the primary
category developed by the method described below.

The administration office of the Shizuoka Cancer Center
requested the number of consultations and primary-category
classifications for evaluation of the activity of the division in
each fiscal year; personal information regarding the client and
the content of the consultation were not required. Between
September 2002 and March 2005 a total of 22 079 consultations
took place in the division, and information reported to the
administration office was used in the present study.

Database of the questionnaire survey. The precise method for
the questionnaire survey has been described elsewhere.!) Briefly,
the survey was executed in 53 medical institutions and 15
patient or patient-support groups. With regard to the ethical
considerations of the questionnaire, the privacy of the participants
was protected using anonymity methods with which it is
not possible to determine individual names of respondents, and
approval from ethical review committees and the written
informed consent of respondents were obtained.

The total number of questionnaires sent out was 12 345, and
the number of questionnaires returned was 7885; the response
rate was 63.9%. Data used in the present study came from the
pivotal part of the survey to elicit freely written responses from
patients, describing in their own words what their distresses
as cancer patients are. The questionnaire survey provided a total
of 25 952 distresses from 7885 cancer patients who responded
to the survey. The distresses were analyzed by the method
described below. .

Four-level classification category of cancer patients’ distresses and
inquiries. Because there was no previous study to classify cancer
patients’ and their family members’ distresses and inquiries, we
started to categorize each of the large number of distresses and
inquiries described above. ‘Primary category’ was developed under
the implementation of the consultation at the Patient Support
and Inquiry Division. Each consultation was grouped according
to key words presented by clients, and it was found that groups
were divided into 16 categories, as described in Table 1.

The classification evolved further based on the database of the
questionnaire survey. The total 25 952 distresses obtained by the

questionnaire survey were compiled into short sentences including
a few key words, and were classified by primary category. In
each of 16 primary categories, each distress was further divided
into small groups based on their key words, which constructed
the quaternary category. Several groups of the quaternary
category formed the tertiary category, and also several of the
tertiary categories formed the secondary category. Four-level
classification of cancer patients’ distresses and inquiries was
completed in this manner. The reason why four levels was
required was to enable patients, their family members and
medical staff to approach similar distresses. They could search
a particular distress easily by following the items from the
primary category to the lower level, step by step.

Results

Classification of cancer patients’ distresses and inquiries. The 16
primary categories developed by the database of the consultation
at the Patient Support and Inquiry Division are described in the
left-sided vertical row in Table 1. Numbers of the secondary,
tertiary and quaternary categories under every primary category
are described in Table 1. Completed four-level classification
generated by the database of the questionnaire survey comprised
35 secondary, 129 tertiary and 619 quaternary categories (Table I).

An example of the database structure is demonstrated in Fig. 1.
Full structures of the four-level classification were described in
an interim report, which is available at the website of Shizuoka
Cancer Center.!V

Comparison of the details of consultation in the patient support
and inquiry division with the results of the questionnaire survey. A
total of 22 079 distresses collected by the consultation service in
the Patient Support and Inquiry Division were categorized into
16 primary categories. As shown in Table 2, the primary cate-
gories were further divided into 11 matters related to medical
care and five matters not related to medical care. The total
25 952 distresses obtained by the questionnaire survey were also
classified by the same categorization. It is worth noting that the
percentage of matters related to medical care in the consultation
service was 80.1%, extremely high when compared to the
percentage of those in the questionnaire survey (27.8%).

Figure 2 describes the percentage of consultations in the Patient
Support and Inquiry Division and distresses in the questionnaire

Table 1. The 16 primary categories and numbers of the subsequent categories belonging to every primary category in the four-level

classification of cancer patients’ distresses and inquiries

No. categories belonging to the primary categories

Primary category
Secondary Tertiary Quaternary

1. Outpatient 2 4 9
2. Hospitalization/discharge/hospital change 3 7 18
3. Diagnosis/treatment 2 8 46
4. Palliative care 2 4 13
S. Notification, informed consent, second opinion 3 4 20
6. Medical coordination 2 2 2
7. Home care 1 2 3
8. Facility and equipment/access 2 3 9
9. Relationships with medical staff {own hospital) 2 5 24
10. Relationships with medical staff (other hospitals) 2 4 6
11. Symptoms, side-effects, sequelae 3 41 175
12. Anxiety and other mental problems 4 10 59
13. Way of living, reasons for living, sense of values 3 6 34
14. Work, economic burdens 2 10 73
15. Relationships with family and other people 2 19 128
16. Relay of document and others 0 0 0
Number of categories 35 129 619

Yamaguchi et al.

158

CancerSci | April2007 | vol.98 | no.4 | 613
© 2007 Japanese Cancer Association



(Example) o
| was given a d oplnik

Fig. 1. An example of the structure of four-
level classification of cancer patients’ distresses

and inquiries. The distress is related to the
second opinion. In the primary category, it is a
component of the fifth category of ‘Notification,

informed consent, second opinion’. The secondary

category belonging to the fifth primary
category was divided into three groups, and the

53-1-1 it was different from the
first opinion.
<Primary category>

1 | Outpatient
2 | Hospdalization/discharge/hospital chang
3 | Diagnosisfreatment
4 . Palliative care
5 : Notification, informed consent,

second ppinjon
8 | Medical coordination
7 | Home care
8 : Facility end equipment/access
9 | Relationships with medical staff

{own hospital)
10 | Relationships with medica! staf!

(cther hospitals) 5312 Ot g togeta d opini
11 | Symptoms, side-effects, sequelae 5-3-1-3  Asking for a second opinion has made it
12 | Anxiety and cther mentat problems More difficult to communicate with my first
13 | Way of living, reasons for living, doctor

sense of values 5-3-14  Waorried whether | ought to seek a second
14 | Work, economic burdens opinion
15 | Relationships with family and other psople 5.3-1-5 The doctor { consudted for a second
16 : Relay of document opinicn gave a diaghosis which seems to

be tailored to the concemns of my primary doctor
6-3-1-6 Would like to ask for a second opinion but

do so

my primary doctor does not think | should

patient’s distress belongs to the third group of
‘Second opinion’ with a number of ‘5-3'. Only
one tertiary category termed ‘Second opinions
at the hospital providing treatment’ belongs to
the secondary category '5-3', and the patient’s
distress was numbered as ‘5-3-1’. The tertiary
category comprised six groups of quaternary
categories, and the patient’s distress fit the first
group of The second opinion differs from the first
one’ with a number of '5-3-1-1". The quaternary
category ‘5-3-1-1' contained the example and
other five distresses.

Table 2. Comparison of the details of the questionnaire survey with those of the consultation service analyzed by the four-level classification

Questionnaire cases

Consultation cases

Prim
ary category ” - "
Matters related to medical care
1. Outpatient 121 0.5 4301 195
2. Hospitalization/discharge /hospital change 195 0.8 1133 5.1
3. Diagnosis/treatment 1738 6.7 4 257 19.3
4. Palliative care 158 0.6 586 2.7
5. Notification, informed consent, second opinion 29 1.1 5092 231
6. Medical coordination 2 0.0 92 0.4
7. Home care 3 0.0 581 2.6
8. Facility and equipment/access 52 0.2 461 2.1
9. Relationships with medical staff (own hospital) 580 2.2 220 1.0
10. Relationships with medical staff (other hospitals) 156 0.6 173 0.8
11. Symptoms, side-effects, sequelae 3915 15.1 782 35
Subtotal } 7211 27.8 17 678 80.1
Matters not related to medical care
12. Annjety and other mental problems 12 624 48.6 577 2.6
13. Way of living, reasons for living, sense of values 1140 4.4 28 0.1
14. Work, economic burdens 2 055 7.9 1732 7.8
15. Relationships with family and other people 2922 11.3 a8 0.4
16. Relay of document and others 0 0 1966 8.9
Subtotal 18741 72.2 4 401 198
Total 25952 100 22079 100
survey related to medical care compared with those not related  Discussion

to medical care, classified by primary category. In the case of
the questionnaire survey, a large proportion of distresses were
concerned with ‘anxiety and other psychological problems’,
‘spiritual problems’ and ‘relationship with family members and
other people’. In contrast, in the case of the consultation service,
they occupied an only a small proportion, indicating that the
details of the distresses and inquiries in the questionnaire survey
were different from those in the consultation services carried out
in the hospital.

For further understanding of the details of the classification,
the list of top 20 distresses classified by tertiary category in the
questionnaire survey is given in Table 3.

614

With the aim of understanding the realities of cancer patients’
and their family members’ distresses and inquiries, including
medical/physical, emotional/spiritual and social/economical
problems, we proposed a classification category based on
information from two different sources: one was the consultation
records of the Patient Support and Inquiry Division, Shizuoka
Cancer Center and the other was the database of the
questionnaire survey conducted in 2003.% In order to make it
easy to search for a particular distress by following the items
from primary categories to the lower levels, step by step,
the classification category was constructed from four-level

doi: 10.1111/].1349-7006.2007.00431.x
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27.8% 48.6% 4.4%T79% 11.3%

Questionnaires |

2.6% 7.8% 8.9%

Consultations | i s nis s

Anxiety and other mental % Relationships with family and
Fig. 2. Comparison of the percentage of the problems %/% O'M'POOP':‘ Y
number of cases related to medical care with
those not related to medical care in the Way of living, reasons for I:] Relay of document

questionnaire survey and the consultation
service evaluated by the four-level classification.

Matters related to medical care

living, sense of values

Work, economic burdens

Table 3. List of top 20 distresses of tertiary category described in the
questionnaire survey

y . No.
Rank Title of tertiary category distresses
1. Anxiéty over cancer spreading or recurrance 4033
2. Vague feeling of anxiety about the future 3087
3 Fear of death 2177
4. Mental panic and a loss of hope 2116
5. Side-effects of anticancer drugs 673
6. Frequent thoughts about cancer . 606
7. Continuous unstable feeling 561
8. Medical expenses 506
9. Feelings regarding surgery 501
10. Feelings regarding treatment 493
1R R Worries about children 470
12. Worries about going back to work or 431
continuing work
13. Healthcare after treatment 429
14, Worries about family 423
15. Relationship with family members 412
16. Cosmetic changes 380
17. How to live as a cancer survivor 360
18. Continuous symptoms 357
18, Influence of cancer on work 336
20. Relationship with spouse 323

The total number of distresses was 25 952.

classification of the primary, secondary, tertiary and quaternary
categories.

The primary category was derived from the consultation
records, which played an important role in understanding the
whole image of cancer patients’ and their family members’
distresses and inquiries. The other categories were extended
by analyzing more than 25 000 distresses obtained from the
questionnaire survey. The final classification structure comprised
16 primary categories, 35 secondary categories, 129 tertiary
categories and 619 quaternary categories. There was no prece-
dent for classifying cancer patients’ distresses and inquiries to
this level, probably because people think they are too broad and
too individual to make classifications.

It is worth noting that distresses collected by the question-
naire survey were derived from 7885 people who faced up to
cancer. In Japan the number of cancer survivors was estimated
to be 2.98 million people, so the data of the present study came
from 0.26% of the total number of cancer survivors in Japan. In
addition, the construction policy of this classification method

Yamaguchi et al.

made it possible to cover more than 25 000 distresses. Therefore,
it is possible to assume that the classification is comprehensive,
and that almost all questionnaires and inquiries experienced by
cancer patients and their family members are able to be classified
by this method.

Using the proposed classification category, we analyzed the
differences between the patterns of distresses described at the
consultation service in the Patient Support and Inquiry Division
and those collected by the questionnaire survey. In the case of
the consultation service, 80% of the consultation outcomes were
related to issues of medical care. In contrast, in the case of the
questionnaire survey, issues related to medical care were less
than 30%, and approximately 50% were related 10 anxiety or other
emotional problems. Furthermore, problems with spirituality
and relationships with family members and other people
occupied a considerable part of the questionnaire survey, 4.4 and
11.3%, respectively. These results suggest that in consultation
services at hospitals, such as the Patient Support and Inquiry
Division in the Shizuoka Cancer Center, patients want to consult
on distresses and inquiries related to medical care. They rarely
consult on matters of anxiety or other emotional or spiritual
problems or problems regarding relationships with family members
or other people.

It is possible to speculate that there are reasons why the
different patterns of distresses arose between the two databases.
The patients approached by the consultation service may have
had practical problems that they wanted to solve, especially in
the field of medical care. When they thought that medical staff
of the consultation service were not able to make good sugges-
tions, they did not want to approach them. Generally speaking,
patients believed that it was difficult for medical staff to respond
to their personal problems. In contrast, in the questionnaire
survey, participants were passive, if anything, and they did not
have problems that needed to be solved immediately. In this
situation, there was a tendency for the participants to list dis-
tresses that were on their mind for a long time without any lucid
solution; as described in Table 3, emotional/spiritual and social
problems were examples. Based on the present results, we
recommend that, in consultation services provided in hospitals,
the medical staff are required to ask patients whether they
have distresses related to emotional/spiritual or social problems,
even though the staff will not be able to solve the problems. It
is worth noting that to listen carefully to patients and to carry on
a dialogue with them alleviates the distress. The scientific
classification of the patients’ distresses and inquiries makes it
possible to analyze problems that patients and their family
members will face up to. :

To leam cancer patients’ and family members’ distresses is
important according to the following reasons. First, it will help
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cancer patients and their family members to know what sort of
distresses they will face. It is useful for them to become brave
in their fight against cancer. Second, it will help medical staff
and people in society who deal with cancer to understand cancer
patients’ distresses and inquiries. Data presented by this study
will be informative for people responsible for the medical,
psychological and social care of cancer patients and their family
members, and the classification of distresses will enable medical
staff to be educated on this matter more effectively and precisely.
Third, information plays an important role for healthy people
in society to know cancer patients’ distresses. This makes it
possible for society to develop social infrastructure that will lead
to the alleviation of patients’ distresses.

With regard to the limitations of the present study, the
classification category alone is not enough to alleviate various
distresses of cancer patients and family members. Recommen-
dations and suggestions for each distress will be required. Based
on the present classification category, we are now developing a
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