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2012 World Cancer Congress Abstract Submission

Track 4 - Systems in cancer control

Cancer plans and their monitoring

2012WCC-1950

INFORMATION PRESCRIPTIONS FOR PATIENTS TO SUPPORT DECISION-MAKING ON CANCER CARE:
NATIONWIDE STUDY OF COMPREHENSIVE CANCER INFORMATION IN JAPAN.

K. Watanabe ', A. Urakubo ", Y. Yamazaki', T. Takayama', F. Wakao

"National Cancer Center, Tokyo, Japan

| declare that my abstract adheres to the World Cancer Declaration, target number:: 7. Improve Access to
Diagnosis, Treatment, Rehab & Palliative Care

| would feel comfortable to give an oral presentation in front of a large audience: Yes

I live in a lower / middie income country and wish to apply for a travel grant: No

I am a member of the UICC association of fellows: No

Background: To support a greater number of people suffering cancer burden, provision of reliable information is
essential. The Center for Cancer Control and Information Services at National Cancer Center (NCC-CIS) was founded in
2006, and we deliver information service via website (http://ganjoho.jp/) with 70,000 page view daily. However,
information divide still exists since elderly patients are not familiar with internet access. Furthermore, resources used in
information seeking and information needs varies by demographic, clinical and psychosocial factors of each patient.
There have been increasing demands for preparation of information that is seamlessly and formally integrated into the
care process. Comprehensive information service program nationwide for cancer patients are stated on the Basic Cancer
Control Plan (2007).

Obijectives: To provide reliable, well-organized information and scheme to support patients in making their choices with
assistance of professionals.

Methods: Our approach is to coordinate fundamental strategy for cancer control, and to develop information service
network by designated cancer care hospitals (386, nationwide) and the NCC-CIS. We recruited 20 pilot sites to test and
provide evidence on the effectiveness and impact of information services on users, carers, professionals, hospitals and
organizations including local government and voluntary sectors. In March 2011, comprehensive cancer information
booklet named “Aaryja-Hikker”(Comprehensive Guide for Cancer Patients, 528 pages) was published followed by public
inquiry to preliminary version in 2009. This booklet has three components; (1)Comprehensive information guide on cancer
treatment, communication tips and socialffinancial aids, (2)Self-writing notebook which can be useful for recording
patients’ daily management and sharing their needs on cancer care, (3) Local directory frequently used in making
decisions such as hospital network, outpatient management, peer-support group, and palliative care.

Resuits: In qualitative interviews with survey, there was strong support for the concept and potential of this program, with
most of the pilots continuing to implement further allocations. All of the pilots felt it was crucial to involve patients, carers
and professionals in developing local proposals for implementing information prescriptions: Information needs of cancer
patients, healthcare provider and carers are discovered. We consider that five key conponents in developing and
delivering information prescriptions in Japan.1) Embodiment subject and purpose of information prescriptions models in
local communities.2) Engaging a wide range of existing participant including patients, carers, primary care providers,
especially GPs. 3) Consensus development in the process of collection, adoption, evaluation and revision.4) Involving
users from the beginning of the project to maintain collaboration in the delivering stage. 5) Ensuring that users always
have option of accessing IPs through channels including help-lines and Cancer Information and Support Center
nationwide as well as internet access.

Conclusion: Distribution program of comprehensive cancer information booklet aims to achieve positive outcomes for
patients by developing an integrated and seamless system for providing information to patients and carers that helps
them better managing their own care.

Disclosure of Interest: None Declared

Keywords: Cancer Control, Cancer Information Serivce
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Background: Clinical trials are. one  of the sssertial

oomponents. of modern - health care in translahng basic
research. into clinical - practice. However some prnblams

is to examine information needs and utlllzatton in clinical
trials. Methods: We conducted qu
help. group msmbers;of Sped
group bureau staffs all over. Japan. Questionnaires wers

constructed as follaws: ‘ordinany. Lstilized medical infarmation;

information utilization in clinical trials (e.g., media, channe,
frequency}; information needs in clinical trials (offered items.

at porall; and socloeconomic variables: ‘Resulis 0f2,324
: quesmnnaxre distributed to. members and 452 hureaus of

selt-help groups, 888 (38.3%} and 161 (35.6%) were

retumed respednrely In self-help : group: members, the
,mformatlon resourpes of dlinical trials mainly belknged to

selfhelp groups their: physxclans and. newspapers. The.

‘expenenca of using clirical trial portal was low (16.7%} and

they hoped to cbmm the cl[mcal trial ‘informiation from their
physicians. In self-help group bureau staffs; their main

: information resources were newspaper, their physicians, and
3 hospxtal web sites. The experience of ‘clinical trial portal was

43.1% and they hoped-to obtain elinical trial information
rnaml}r from web sites. 1n both groups, informatian neads at
clinleal trial padal were as follows: plain explanations werg
given rather than with jargon"

Conclusoons Compared to members of self help groups

i bufeau staffs postively acwssed clinical trial mformahon on

i‘ﬂam messaga o ¥

?efephan 54
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- Ms Satomi Nogucm

weh ‘s“tes because they might. have. a role of information

providef o membafs it is suggested !hat enhancement of
portal publicity was nec v, and. und dable search

> functwns and trial resulls were deswed 28/ well as ordinary

fnformanon
mmunication at jnft “ége,sxis

inical trials desired undermndabb search

!}e;:artmenz of Hefa&h Po u:y and Tec?moiogy Assessmem
Mma ; 2»3-6 Wsko

3510197
- Saitama.

Japan .
+ 61484586311
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i Ammrssahon given for pubhca’tion {:f acc_pied) i the EJPH
- supplement ;

fonnaire surveys to self
diseas-as ‘and seff help

ke search. functions; -
: lnformatmn aboux ethms rost, -and_ risk information; trial
results were ‘desired  more - than the trial ‘process.

t enhancement of portal pubffc&yisnmaxy :

ial resutts as well ss ordinaw risk and beneﬁt ‘
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