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Request to research the release and dissemination of findings from public health studies including
epidemiology (Proposal).

April 10, 2002

We are a health sciences research team funded by the Japanese Ministry of Health, Welfare, and Labor to
study how information is used and protected in public health research including epidemiology. Recently, the
importance of the social implications of research, the ethical guidelines governing informed consent, and the
confidentiality of personal information has become more prominent. To clarify the relationship between
researchers and the general public concerning the release and dissernination of research information, we
have developed a survey, available on an Internet web site.

The survey was e-mailed to those listed as corresponding authors of reports published in five public health
journals, epidemiology in particular, between June and December, 2000. With your permission, we would
like to acknowledge you by name in our report. Before the report is published, participants will receive the
preliminary results of the survey and a Japanese small gift. The privacy of participants will be protected,
and only members of our research group, whose names-will be disclosed, will analyze the survey.

We hope that you will choose to participate in this study and consider this research worthwhile, If vou do,

please respond to the survey by May 10, 2002,

Your contribution will be greatly appreciated.
Thank you very much in advance.

Sincerely yours,

Akiko Tamakoshi, MD, PhD

Associate Professor, Department of Preventive Medicine

Nagoya University Graduate School of Medicine, Nagoya, Japan

Principal Investigator; funded by the Ministry of Health, Welfare, and Labor

Takeo Nakayama, MD, PhD

Assoctate Professor, Department of Medical System Informatics
Kyoto University School of Public Health, Kyoto, Japan

Investigator responsible for this survey
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The following questions are about research published
in five journals from June to December 2000.

Q-1 Research participants:
1 Acommunity-based population,

2 Awaorkplace-based population
3 Inpatients/Outpatients

4
5
6

Unspecified
Not applicable
Other (please specify)

Q-2 Study design:

1
2
3
4
5
6
7
8

Q-3 Contributors who funded this research (please describe). If there is no specific contributor, please select

Intervention study
Cohort study
Nested case-control study
Case-control study
Cross-sectional study
Ecological study
Case report or series
Other (e.g., use of public data)
:(please specify)

“none” for the answer to the first question.

1

First

Public
Private
Industry
Other
None

R N N

2 Second

3

Public
Private
Industry
Other

o~ S

Third

Public
Private
Industry
Other

P S N N
e S g
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Q-4 Have you published or do you plan to publish your research findings to the general public,” contributors
ﬂho_ﬂmdedﬂna_neaeamh.nmm”orpeople suchasammm“’ and public health directors

1 Yes( ) Ihave already published the results.

( ) Iplan to publish within the next three months.
( ) Iplan topublish within the next six months.
()
)

— Q41

1 plan to publish at some unspecified time.
I do not plan to publish the results. }
( ) Thave no plans to publish but would consider doing so. Qb

2 No(

(If YES) How have you published or what plans do you have for publishing your research findings?
Q-4-1 The general public’?

By holding a press conference

By using articles in the print media

By creating a web page on the Internet

By delivering an e-mail magazine

Other (please specify)

o L0 B

Q-4-2 Contributors who funded this research®?
1 By holding workshops
2 By distributing reports; internal data only
3 By distributing reports; data accessible to anyone
(please describe how)
4 Other (please specify)

Q-4-3 Study participants®?
1 By delivering newsletters in the community or workplace
2 By holding seminars in the community or workplace
3 By notifying ail patients suffering from the target disease/all patients in the target hospital
4  Other (please specify)

Q-44

1 By holdmg workshops
2 By distributing reports

3 Other (please specify)




Q-5 Did you promote your research project to the general public while conducting it?
1 Yes, we promoted our research project and procedures
2 Yes, we promoted our research project
3 No, we did not promote our research project

Q-6 Are you interested in the release and explanation of study information to the general public?
1 Very interested
2 Somewhat interested
3 Neutral
4 Somewhat uninterested
5 Uninterested

Q-7 Does your research group have a spokesperson or person in charge of public relations?
1 Yes, full time
2 Yes, part time, because of work on other projects
3 Yes, part time, because of additional work with my research group
4 No

Q-8 Did you release study information from your research to the general public?
1 Yes
2 No

(If YES) Did you have any impressive responseffeedback upon release?
1 Yes (please describe)
2 Not particularly

41
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Q-9 Do you agree that mass media has been reliable in the release of study information?
1 Strongly agree
2 Moderately agree
3 Neither agree nor disagree
4 Moderately disagree
5 Disagree

Q-10 Have you been interviewed about your research by the mass media?
1 Yes, while conducting the research

Yes, after the release of research results

Yes (other)(please describe the situation)

No

= Wb

Q-11 Do you agree that the release of research results to the general public is becoming more important?
Strongly agree

Moderately agree

Neutral

Moderately disagree

Disagree (please describe the reason)

o W~

Q-12 Which approach to releasing research results will become more important in general?
1 Press conferences { ) Very important
) Moderately important
} Neutral
} Moderately unimportant
) Unimportant
2 Articles in print media ( ) Very important
} Moderately important
) Neutral
) Moderately unimportant
) Unimportant
3 Web pages ( ) Very important
( ) Moderately important
( ) Neutral
( ) Moderately uhimportant
( ) Unimportant
4 Delivery of E-mail magazines ( )} Veryimportant
( ) Moderately important
{ ) Neutral
{ ) Moderately unimportant
( ) Unimportant

P S e P N

o~



Q-13 Was this survey interesting to you?
1 Very interesting
Somewhat interesting
Neutral
Somewhat uninteresting
Uninteresting

L B S R

Q-14 How many minutes have you taken to complete this questionnaire?

About minutes

' @-15 May we have your permission to acknowledge you by name in our final report?
1 Yes
2 No

Q-16 Do you feel that we have overlooked anything? Please use this space for any additional comments
that you would like to make about this topic or this survey.

Thank you very much for your cooperation.

i
Web FBREZ 2V T M) BF— oA (R A FHE ST RIS AT | TSR T SA BRI HRE S
PR SRR R B (- AR TEE R L7, ZOITEEL CREHEL =4,
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