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Meeting on October 31, 2008

+

- The Science of Genomics

« Dr. Alan Guttmacher, Acting Director, National Human
Genome Research Institute

- Charting the Future of NIH

Communications: Update

« Mr.John Burklow, Associate Director for Communications and
Public Liaison



Meeting on October 31, 2008 (cont.)

+

« Genomics in the Public Domain

* Mr. Vence Bonham, Chief, Education and Community
Involvement Branch, National Human Genome Research
Institute

« Mr.John Burklow, Associate Director for Communications and
Public Liaison

» Public Trust Initiative: Update on Partners in

Research Awards Program

« Dr. Patricia Grady, Director, National Institute of Nursing
Research

« Dr. Yvonne Maddox, Deputy Director, Eunice Kennedy Shriver
National Institute of Child Health and Human Development



COPR’s Thank You to Dr. Zerhouni




NIH Farewell to Dr. Zerhouni
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Role of the Public iIn Research
(RPR) Work Group

+~ Purpose

 ldentify ways to encourage researchers to involve the
public in research, with an emphasis on community
engagement

« Deliverables

 Definitions for public participation and community
engagement

« Criteria and/or guidance that peer-review panels can use
to gauge community engagement

- Guidelines for educating researchers and the public about
community engagement



+

NIH Expert Panel Discussion with
RPR Work Group

David Armstrong, Ph.D., Chief, Scientific Review Branch,
National Institute of Mental Health

Dennis Drayna, Ph.D., NIH Faculty, Office of Intramural
Training and Education; Senior Investigator, National
Institute of Deafness and Other Communications Disorders

Jared Jobe, Ph.D., Program Director, Clinical Applications
and Prevention Branch, Division of Prevention and
Population Sciences, National Heart, Lung, and Blood
Institute

Donna Jo McCloskey, Ph.D., RN, Health Scientist
Administrator, Division for Clinical Research Resources,
National Center for Research Resources

Alan Willard, Ph.D., Program Manager, NIH Peer Review
Enhancement Efforts; Chief, Scientific Review Branch,
National Institute of Neurological Disorders and Stroke



Communications Work Group

+

* Purpose
* Promote awareness about NIH to the public
« Act as a vehicle for communication from the public to NIH

« Recommend communication strategies that support the
work of the COPR

- Recommendations
« Establish an NIH Communications Roadmap

- Use the COPR’s firepower to obtain public perspectives as
part of consumer research



Consumer Research:
Request for Information

+

 The COPR recognizes the need to use an
RFI for consumer research and notes it
has certain limitations

- Target audiences do not read the Federal
Register

* RFI is more likely to be answered by
organizations than individuals

* RFIl is not consumer friendly



Consumer Research:
Request for Information (cont.)

+

 The COPR responds to the RFI
limitations

- Base questions on those used for the NIH
Communication Director’'s Workshop

- Disseminate the RFI to constituents by e-maill,
mail, phone, focus group, etc.

* |Involve COPR alumni



Additional Communications
Strategies

- Communicate through a variety of methods:
* Directly to health consumers
» Through consumer/advocacy groups

» Develop a formal communications network
that any nonprofit/advocacy group can sign
up for to receive information

- Partner with:

 Professional organizations that interact with
large numbers of health consumers (e.g., AMA)

- State groups that set health policy legislation



Additional Communications
Strategies (cont.)

+

« Communicate information in traditional and
nontraditional ways:

- Establishments that exist in every community
(e.g., pharmacies, grocery stores, barber shops)

 Tailor communications vehicle to target
audiences (e.g., places of worship, small/ethnic
newspapers)



Additional Communication
Strategies (cont.)

» Link an “NIH Awareness Month” campaign to
high-powered television exposure, such as
arranging for the NIH Director to appear on
Oprah

» Provide lapel pins or stickers that say “Ask me
about NIH” to COPR members, COPR alumni,
physicians, health care providers, and
advocacy groups

* Blue Sky: Use Facebook or MySpace to form a
group, such as “Friends of NIH,” to attract
Interest and encourage dialogue
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CBS Cares PSA with NCI on prostate cancer
(Click to watch)



http://www.cbs.com/cbs_cares/video/video.php?cid=822112903&pid=0RZMiGaYcoS7PnloWxJ2JKbviSTFA_9J&play=true&cc=17

COPR Going Forward

Next steps for members include:

» Development of a manuscript to publish the
COPR’s recommendations for:

» Researcher training in community engagement

» Guidance for peer review panels involving
community engagement proposals

» Develop RFI questions for consumer research in
health communications and disseminate to
constituents for increased response



