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ABSTRACT

Under the recent trend of an increasing number of cancer survivors, there is a need to devise measures for visualization
of medical care and public health programs related to cancer control, which will enable better overview of the activities
at hospitals and local communities and allow various stakeholders to share the information about such activities. The aim
of this study was to propose a new tool for proper implementation of cancer information and support programs provided
under the national cancer control policy in Japan. Considering 5 elements reported by Handler et al (macro context, mission,
structural capacity, processes, and outcomes), we conducted the focus group discussions to confirm the goals of activities
of Cancer Information and Support Centers. Eventually, 2 final goals (“reduction in the number of patients/families having
difficulties related to cancer” and “being able to live at ease even after diagnosis of cancer”) were identified, accompanied
by 5 semifinal goals and 16 prerequisite conditions needed to achieve the final goals, as well as the necessary states and
the activity indicators corresponding to them. This tool was utilized by 180 (42.7 %) of 422 cancer care hospitals designated
by the government of Japan (designated cancer care hospitals [DCCHs]) in 2016 and by 336 (77.1%) of 436 DCCHs in
2018, which were the data at 6 months and 3 years after introduction of the tool, respectively. Thus, the tool for evaluating
the Cancer Information and Support Centers’ activity presented here is expected to stimulate the stakeholders involved
in providing supports in various fields of each local community, to share the final goals, to evaluate the status of their
achievement, and to further advance their own activities.

KEY WORDS: activity indicator, cancer information and support activity, framework, national cancer control,
visualization

he survival rates of patients with cancer have
been improving' and cancer survivors are in-
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creasingly able to live their lives outside med-
ical facilities. While living in local communities, each
patient and his or her family members are required to
deal with anxieties and concerns, including physical*?
and social issues*® related to treatment and care.””
As the environments surrounding health care change,
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it is more essential for patients and their families to
get reliable cancer information,!®!! to make decisions
by themselves, and, if necessary, to be connected to
adequate care and support.'” At the same time, it be-
comes increasingly important to arrange and improve
the system of medical care and public health, in or-
der for patients and their families to be supported in
a holistic manner at both the medical facilities and the
local communities."*""?

In countermeasures against cancer in Japan, the
Cancer Information and Support Centers (CISCs),
which any citizens (not confined to sick individu-
als) could access freely, were founded in 2006, in
response to the voices from patients with cancer.
They were expected to provide reliable and accurate
information about cancer and also support to per-
sons seeking counseling.?® In this way, the places that
provide counseling in local communities have been
set up at 436 hospitals in Japan as of 2019 under
the governmental policy, playing a central role in
cancer treatment and care across the country. When
new medical care and public health programs are
introduced, it is necessary to comprehensively visual-
ize them so that the information about the activities
can be shared by various stakeholders including
hospital and public health practitioners with different
standpoints.?! Furthermore, under the recent trend
of increasingly complex systems of medical care and
public health, it is essential for all stakeholders to uti-
lize a uniform framework for continuous assessment
and improvement of them.*?

Moreover, on introducing new programs, keeping
the budget under control is an annoying issue of pri-
ority, not only in Japan but also in other countries.****
In such circumstances, those programs are often incor-
porated as only a supplement to the existing system
and are forced to rely on the resources and functions
already possessed by individual medical facilities and
local communities. As a result, they produce many ob-
stacles to the implementation of the stakeholders’ ac-
tivities such as provision of cancer information and
counseling at a uniform level throughout the coun-
try. This situation is also observed in the case of the
CISCs. Therefore, it is now required that the CISCs
with various situations share the same tool in pursu-
ing the nationwide cancer information and support
program.?-*

Thus, this study was undertaken to develop and
provide a new tool for evaluating the CISCs’ activities
toward the same goals of the national cancer control
program in Japan. This tool will be expected to work
for better social recognition (visualization) of cancer
information and support activities under the program
and to encourage the society to improve the program
itself.

Development of a New Tool for Improvement of Cancer Information and Support Activities

Methods

The activities of the CISCs were arranged by
adopting the structure/process/outcome model of
Donabedian® as the theoretical framework. During
the process of preparing for them, the situations faced
by the CISCs were viewed and analyzed from the
viewpoint of 5 elements of framework components
reported by Handler et al*!: macro context, mission,
structural capacity, processes, and outcomes. Focus
group discussions were conducted to reconfirm the
goals of activities at CISCs. Then, the activity indica-
tors were outlined, classified as the outcomes, process,
and structures with examples of activity indicators
and their corresponding anticancer policy in Japan.

Macro context

The CISC was founded in Japan in 2006 reflecting the
voices of patients with cancer in those days, saying:
“We wish we can obtain reliable information about
cancer in each community or at each hospital across
the country.” Such voices prompted the adoption of
the national policy called Action Plan 2005 for Pro-
motion of Cancer Control.?’ Consequently, the social
requests to the CISCs are composed of (1) providing
information about cancer and places where the pa-
tients and citizens can reach information and support
desired, (2) allowing patients and citizens to make the
appropriate decisions on the basis of correct informa-
tion, and (3) making these services easily accessible
across the country.

Structural capacity

Handler et al?' defined structural capacity as “re-
sources and relationships needed for implementation
of important public health processes,” such as in-
formation/organizational resources, physical/human
resources, and financial resources. In Japan, 47 pre-
fectures, differing markedly from each other in terms
of area and population size, are instructed to make
and execute their own action plans to promote anti-
cancer measures on the basis of Basic Plan to Promote
Cancer Control Programs by the Ministry of Health,
Labour and Welfare of Japan. In all prefectures,
436 hospitals designated by the Ministry of Health,
Labour and Welfare (designated cancer care hospi-
tals: DCCHs) provide primarily specialized cancer
care and information and support to patients and
citizens.*® The levels of budgets required extensively
vary among DCCHs. Of these, 51 are registered as
prefectural DCCHs playing the roles of coordinator
and core facility for interfacility cooperation for
cancer care in a given prefecture; these hospitals
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periodically receive opportunities to share informa-
tion about nationwide open issues.”’-?®

Under such backgrounds, the nationwide activities
related to cancer counseling have been advanced in 2
directions since 2006. The first is the so-called top-
down advances, based on the standards prepared by
the Ministry of Health, Labour and Welfare (DCCH
Arrangement Guideline?’); the guideline specifies the
prerequisite conditions for each DCCH, such as the
number of counselors and the range of counseling ser-
vices to be provided. The other is the bottom-up ap-
proach that arises from clinical frontlines of the CISC
in medical facilities and local communities, reflecting
the users’ needs.

Processes

As a key process of cancer information and support
activities, we referred to the contents of core values for
high-quality services proposed by the International
Cancer Information Service Group® that have been
utilized as the guide for the basic attitude of coun-
selors at the CISCs nationwide. The core values in-
clude respect for the service user’s sense of values
and culture, right for making informed choices, pro-
vision of anonymous services, protection of privacy,
and support for patient-doctor/health professional re-
lationship. They additionally provide guidance on the
points to achieve these values, that is, information
based on latest scientific evidence, a system for collec-
tion of such information, the viewpoint of education,
and service user’s assessment.>!

Outcomes

Outcomes that show the final destination were dis-
cussed on the basis of the Basic Plan to Promote Can-
cer Control Programs. The second-term Basic Plan,
which was started in 2012, set the following 3 overall
goals: “reduction in deaths from cancer,” “alleviation
of pain of all cancer patients and their family members
and maintaining/improving the quality of their lives,”
and “establishment of a society that would allow peo-
ple to live at ease even after diagnosis of cancer.”* Of
these goals, the latter 2 are considered to be closely
related to the cancer information and support activi-
ties. Therefore, the focus group discussions were un-
dertaken over these 2 goals.

Focus group discussion to achieve the ideal cancer
information and support activities

The focus group discussion consisted of 10 members
appointed from the prefectural DCCHs on the basis
of recommendations or voluntary candidacy, taking
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the regional background, affiliation, and specialty into
consideration. It included 4 members from cancer-
center hospitals, 4 from university hospitals, and 2
from public hospitals (2 physicians, 4 nurses, and 4
social workers). From January to May 2015, 3 ses-
sions of discussions (about 3 hours per session) were
held to accomplish a tool for better social recognition
(visualization) of cancer information and support
activities (Table 1), with examples of activities to
satisfy the prerequisite conditions to achieve the final
goals (Table 2). Those were approved at the meeting
of the Information and Support Service Panel (ISSP)
comprising members from 51 prefectural DCCHs na-
tionwide in June 2015. Furthermore, to measure the
utilization status of this tool in each prefecture, the
same ISSP conducted a questionnaire survey 6 months
later (March 2016) and 3 years later (December
2018).

All the data were anonymized. An ethical approval
was judged not to be required by the Medical Ethical
Committee of the National Cancer Center (6000-
014). According to the ethical guidelines for medical
and health research involving human subjects in
Japan, ethical committee approval was not needed
for this type of study.

Results

Mission and goals of cancer information and support
activities

Prior to establishment of a tool for better social
recognition (visualization) of cancer information
and support activities, the mission of the CISCs was
discussed by the focus group from 4 viewpoints: (1)
targets of activities, (2) similarities and features of the
hospital functions, (3) provision of support from a
“neutral standpoint,” and (4) living without anxiety
even after diagnosis of cancer. The major arguments
were summarized (see Supplemental Digital Content
Appendix 1, available at http:/links.lww.com/
JPHMP/A648) in the view that the CISC aims at
“serving as the mediator of reliable cancer-related
information from a neutral standpoint to all those
who need it and empowering them to make their own
informed choices and to take some actions.”

Setting the outcomes, processes with activity
indicators, and structures which correspond to the
anticancer policy in Japan

Taking the mission of the CISCs into account, the
focus group discussions were held over the ideal
states experienced by patients, family members, and
citizens after diagnosis of cancer (see Supplemental
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TABLE 2

www.JPHMP.com E95

Examples of Activities Corresponding to the “Prerequisite Conditions” for CISC Outcomes

CISC Outcomes “Prerequisite conditions”

Examples of Activities

1.1.1.

1.1.2.

1.2.2.
1.23.

Increase in the number of people aware of the
presence of places for counseling

Increase in the number of people aware about the
roles of CISC

. No isolation of patients

. Communication among patients possible

. Having perspective for living after diagnosed with

cancer
Increase in problem resolving/dealing methods
Decrease in factors causing problems/concerns

1.3.1. Well-informed choice of treatment possible

13.2
1.3.3.

1.34.

1.4.1.
1.4.2.

2.1.1.

2.1.2. Place for acquisition/exchange of information secured

2.13.

Information necessary for decision accessible
Good communication with health care providers

Place of fair/neutral counseling secured

Sufficient explanation/information available
Easier to express concerns/anxiety about treatment
and other matters

Awareness of the availability of social support

Regional network established

Cancer counseling desk is easy to find.

Cancer counseling provided out of the hospitals.

Place for peer support arranged (patient group, cancer salon,
etc).

Written information about CISC delivered to individuals (card,
leaflet, etc).

PR given during each ward’s training courses inside the
hospital

Information added to homepage.

Poster of patient salon exhibited.
List of patient groups presented.
Operation of patient groups supported.

Counselor training received
In-hospital learning meetings attended.
Case conference meeting held (within each center/
prefecture).
Prefectural DCCH
Counselor training (periodical) provided.
Open issues/resolving methods shared (within each
center/prefecture).
Shared open issues/methods for resolving them were
reported to hospital executives, the prefectural panel,
and the prefectural council.

Information improved/updated periodically on the basis of
scientific evidence and reliable information.

Quality assurance activities conducted periodically for better
counseling.

Conference with other units held inside/outside the hospital.

Dealt with all service users in a fair manner.

Faced all counseling-seeking individuals in a neutral manner.

CISC's rules about personal information handling were faithfully
followed.

Responded to the request of counseling from health care
professionals inside/outside the hospital (local community).

Details of the counseling provided to health care professionals
inside/outside the hospital and the actions taken were
analyzed, and issues having potential for improvement were
discussed.

Issues having potential for improvement were reported to
hospital executives, the prefectural panel, and the
prefectural council.

Leaflets or the like on cancer were distributed.

Announcement of events in PR journals, media, etc, was
requested.

Regional relay for life events was attended.

Agenda for council/panel meetings were shared.

Seminars for patients and citizens (adopting new topics) were
conducted.

Seminars for in-hospital health care professionals (adopting
new topics) were conducted.

Seminars and workshops meetings for regional health care
professionals and job-finding support for practitioners were
conducted.

City/town/village government office governing the location of
the hospital was visited.

Other PR activities were undertaken.

Abbreviations: CISC, Cancer Information and Support Center; DCCH, designated cancer care hospital; PR, public relations.
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Digital Content Appendix 2, available at http:/links.
lww.com/JPHMP/A648). Sixteen conditions neces-
sary for the acquisition of the ideal states (prerequi-
site conditions in Table 1) and then 5 goals to achieve
those conditions (semifinal goals in Table 1) were
identified. These goals were integrated into 2 final
“outcomes” that were “reduction in the number of
patients/families having difficulties related to cancer”
and “being able to live at ease even after diagnosis of
cancer” (final goals in Table 1).

In this way, the final and semifinal goals that CISCs
aimed at and the prerequisite conditions were ar-
ranged (Table 1). Furthermore, as “process,” the nec-
essary states and activity indicators to satisfy the
prerequisite conditions were also summarized. The
latter was categorized into 2 parts: “measurement-
related indicators” assessed through the activities of
the CISCs and “survey-related indicators” assessed
primarily through users such as patients, family mem-
bers, citizens, and health care professionals. The
requirements for “structure” (eg, man power size,
etc) were also listed. Finally, the corresponding anti-
cancer policies in Japan (DCCH Arrangement Guide-
line) corresponding to the structure/process/outcome
framework were shown (Table 1).

To facilitate the utilization of this tool in individual
medical facilities and local communities, examples of
CISCs’ activities reported in the focus group discus-
sions and meetings of the ISSP were summarized in

Table 2.

Utilization status of the new tool in Japan

In regard to utilization of the tool shown in Tables 1
and 2, the nationwide surveys were conducted by the
ISSP at 9 months (March 2016) and 3 years (October
2018) after introduction. This tool was utilized by180
hospitals (42.7%) out of 422 DCCHs as of 2016 in 19
of the 47 prefectures at 9 months and by 336 hospitals
(77.1%) out of 436 DCCHs as of 2018 in 35 prefec-
tures at 3 years (Table 3). Activity indicators unique
to individual prefectures were intentionally added to
some of the prerequisite conditions in 2 to 10 of 35
prefectures at 3 years.

Discussion

There are at least 5 issues to be considered for improv-
ing the quality of cancer information and support ac-
tivities. Visualization of activities shown in Tables 1
and 2 will be indispensable to overcome them.

The first issue pertains to the tendency that local
stakeholders are difficult to be involved in a nation-
wide medical care and public health program. There-
fore, it is important to establish good systems for

Development of a New Tool for Improvement of Cancer Information and Support Activities

the service providers such as cancer counselors at the
CISC equipped in each DCCH to readily participate
in the Basic Plan to Promote Cancer Control Pro-
grams in Japan. For that purpose, all of the cancer
counselors in Japan have been educated by the same
training protocols and have both nationwide and lo-
cal networks to constantly and readily exchange the
information about problems in service provision and
counseling. In this study, the focus group discussions
prior to the ISSP included the cancer counselors who
would be expected to serve as the actual users of the
tool. Therefore, we believe that the tool shown in this
study would reflect the actual impressions of clini-
cal practitioners. Furthermore, practical examples in-
cluded in this tool are thought to make it easier to
position the activities already existing at individual
facilities/prefectures and to encourage their voluntary
use. This tool was adopted by 35 prefectures (about
3/4th of all prefectures) within 3 years and the activ-
ities unique to individual prefectures were added in
about 1/4th of all prefectures after introduction, sug-
gesting that this tool has been widely utilized by med-
ical facilities in Japan.

The second issue is that providing reliable infor-
mation and counseling about cancer involves vari-
ous activities that should be properly and promptly
adapted to changing users’ needs and environments.
Corresponding to a wide variety of needs, many at-
tempts have been made in the clinical practice. Ng and
de Colombani** demonstrated that practice-based ev-
idence derived from the program introduced into the
society serves more effectively as a guide to the pub-
lic health program. Such practice-based evidence will
provide users with a good opportunity for facilitating
the growth of the program. The tool shown here could
help users foster a better program to achieve final and
semifinal goals (Table 1) and to obtain new skills and
practices without losing the directions of the national
anticancer policy.

The third issue relates to the fact that stakeholders
in charge of diverse cancer information and support
activities are not only confined to medical profession-
als within hospitals but also encompass various rele-
vant people and players, such as municipal personnel,
citizens, and patient support groups. So that the needs
of patients and counseling-seeking persons can be sat-
isfied, linkage to various health care professions and
services is indispensable. Furthermore, it is necessary
that the goals of activities to be adopted are shared
among the stakeholders and also that the stakehold-
ers should be mutually aware of others’ activities. For
these purposes, using the tool shown here would be
useful.

The fourth issue pertains to the significance of con-
tinuous measurement. Because it is often difficult to
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TABLE 3
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Utilization Status of the Tool for CISC in Japan

Number of Prefectures Utilize
the Tool (Among 47 Prefectures)

CISC Outcomes “Prerequisite Conditions” March 2016* October 2018°
19 prefectures (40.4%) 35 prefectures (74.5%)
180 hospitals (42.7%) 336 hospitals (77.1%)
Number of Prefectures That Have Added Unique Activities

1.1.1. Increase in the number of people aware of presence of places 4

for counseling

1.1.2. Increase in the number of people aware about the roles of CISC

1.1.3. No isolation of patients 10

1.1.4. Communication among patients possible 3

1.2.1. Having perspective for living after diagnosed with cancer

1.2.2. Increase in problem resolving/dealing methods

1.2.3. Decrease in factors causing problems/concerns

1.3.1. Well-informed choice of treatment possible 9

1.3.2. Information necessary for decision accessible

1.3.3. Good communication with health care providers

1.3.4. Place of fair/neutral counseling secured 6

1.4.1. Sufficient explanation/information available 2

1.4.2. Easier to express concerns/anxiety about treatment and other
matters

2.1.1. Awareness of the availabhility of social support
2.1.2. Place for acquisition/exchange of information secured
2.1.3. Regional network established

Abbreviation: CISC, Cancer Information and Support Center.
aThe number of designated cancer care hospitals was 422 as of fiscal year 2015.
bThe number of designated cancer care hospitals was 436 as of fiscal year 2018.

specify the scope of the cancer information and sup-
port activities, it is also difficult to measure and visu-
alize it. If stakeholders rely merely upon some struc-
tural indicators, such as measurable man power size
and number of users, true goals will be passed over.
In this study, we presented a series of activity indica-
tors that are measurable for the goals to be achieved
by the CISCs. Paying attention to the entire frame-
work, rather than to individual indicators, will make
it easier for the stakeholders to understand the pur-
pose of each activity and, as a result, be more likely to
enable continuous and appropriate assessments. Par-
ticularly for the type of health care services in which
visualization is difficult, construction of the system of
presenting the framework of cancer information and
support activities and facilitating it’s sharing among
stakeholders will lead to achieving a higher quality of
the activities.

Finally, much cost is required for sustainable im-
provement of medical quality.’** However, by freely
utilizing this tool, the local stakeholders could mea-
sure their activities with low cost. Furthermore, to
know the activities of other prefectures and compare

them with their own will lead to quality improvement
of their cancer information and support activities.

There are some limitations in this study. This study
did not involve patients or prefecture government
staff members in the focus group discussions. Stelfox
and Straus® listed the method accompanied by the
patients’ viewpoints as one of the key steps for devel-
oping better indicators. Multifaceted discussions in-
volving patients and prefecture government staffs are
needed for further improvement of the tool shown in
this study. They may be expected to stimulate addi-
tion of activity indicators and practical actions that
would take us closer to the goals. Also, the activity
status in the prefectures adopting the tool has not yet
been sufficiently assessed. Analysis and discussion tai-
lored to situations unique to a given prefecture may
yield important suggestions on changing times (eg, at
the occasion of policy change) in the future. This is a
subject for the future.

In conclusion, we developed a new tool to evaluate
the practical status of cancer information and support
activities in Japan. Our attempt at encouraging social
recognition (visualization) of the cancer information
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Implications for Policy & Practice

M |t becomes increasingly important to arrange and improve
the system of medical care and public health, in order for
patients with cancer and their families to be supported in a
holistic manner at both medical facilities and local commu-
nities.

B Implementation of policy and practice on the basis of evi-
dence is ideal, but it often happens that medical care and
public health programs start responding to public require-
ments in the real world without enough evidence and prepa-
ration. Such new programs should be introduced at a uniform
level throughout the country in Japan.

W We developed a new tool to objectively evaluate the prac-
tical status of cancer information and support activities in
Japan.

M The tool shown here provides an overview of the cancer infor-
mation and support activities that would be useful for stake-
holders to adopt. They should also share the goals of their
own activities and be mutually aware of others'.

m Our attempt at encouraging social recognition (visualization)
of the cancer information and support activities will eventu-
ally lead to establishing a better national anticancer policy.

B The processes mentioned in this study could also serve as a
practical guide to facilitate continuous activity assessments
in other countries.

and support activities will eventually lead to establish-
ing a better national anticancer policy. The processes
mentioned in this study could also serve as a practi-
cal guide to improve and facilitate continuous activity
assessments in other countries.
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