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1. Information on WHO Registry Platform e-Note
Welcome to the first issue of the WHO Registry felah e-Note.

e-Note is a monthly information notice (issued on thea Rsday of the month) which is

sent by email to individuals who have registereeirtinterest in the activities of the
WHO Registry Platform. The intention is to provideconcise summary of current and
upcoming activities and events of relevance to¢O Registry Platform and the world
of trial registration.

You are receiving thi®-Note because your email address has been registerediron
mailing list. If you do not wish to receive futueglitions, please refer to the instructions
at the end of this notice.

Please note that we are planning to establish &ngadist based on LISTSERV in the
near future. Subscriptions to the Newsletter eiNbtes will become automated. We will
give you more information on this in the issue Bmf the WHO Registry Platforre-
Note, which is scheduled for circulation on Friday3@arch 2007.

We hope that you find the information provided atlee-Note to be useful.

Best wishes,

The Secretariat of the WHO Registry Platform
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2. TheModd for the WHO Registry Platform

The International Clinical Trials Registry PlatfoilCTRP) currently has 2 key elements:
the WHO Network of Collaborating Clinical Trial Reters (the Register Network) and

the Search Portal. The Register Network will previd forum for the exchange of

information across registers, and the Search Pattaprovide a single point of access

for the identification of trials.

The Search Portal wilhot be a clinical trials register. It will simply be @nduit via
which trials can be identified. The Search Portdll be a web site that enables users to
search a central database (the Central Reposifong.Central Repository will contain
the trial registration data sets provided by Cduting Registers and will exist for
searching purposes only. When a search is conduatetia trial identified, users will
click on a hyperlink that will direct them to thel@vant record in the source register from
which the trial came.

3. WHO/WKC Meseting, Kobe, Japan

The Secretariat of the WHO Registry Platform anel WiHO Kobe Center jointly held
the 3% meeting of the Scientific Advisory Group (SAG),dathe f' meeting Registers
Working Group (RWG) in Kobe, Japan between 29 Ndwemand 1 December 2006.
The Secretariat would like to acknowledge and selgethank the Ministry of Health,
Labour and Welfare, Japan and the WHO Kobe Centethiir respective contribution
and support in the organization of the two meetings

A. SAG Mesting

The 3% SAG Meeting took place on 980" November 2006. Those present reviewed
the progress made during the previous year anddbesidered the year ahead. Time was
spent on developing 1, 2 and 5 year goals for wmatld ultimately form the basis of a
strategic plan for the project.

B. RegistersWorking Group

The first RWG Meeting took place orf' December 2006. As this was the first meeting
each participant introduced themselves and bridiscussed the key aspects of the
register they represented. The first steps werntédwards developing guidelines for the
practice of clinical trial registration. The topidéscussed included the various models
that exist for registering trials, the minimum gister should do to make sure a trial
exists and that the person registering the trigdtexand how to handle trials submitted
with incomplete information.
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4. TheRegister Network

The purpose of the WHO Network of Collaboratingni@lal Trial Registers (the Register
Network) is to provide a forum for registers to kange information and work together
to establish best practice for clinical trial regasion.

There are 2 types of Collaborating Register inRlegister Network: those that contribute
data to the Central Repository, and those thatadoGontributing Registers are identified
as being either Primary or Partner Registers basdtie route via which they contribute
data to the Central Repository. Non-ContributinggiReers do not submit data to the
Central Repository, either directly or indirectljhis is in recognition of the fact that
some registers may wish to be part of the Regi¢étwork, but do not meet one or more
of the criteria for a Contributing Register.

The Secretariat of the WHO Registry Platform ishia process of sending out invitation
letters for Registers to collaborate in the Registetwork.

= At the time of writing thise-Note, ten registers have agreed to join the Register
Network.

We encourage the administrators of clinical triaksgisters that register trials
prospectively (-- that is, before the first papnt is recruited) to contact us at:
ictrpinfo@who.int We are looking forward to counting you as a menddethe WHO
Register Network.

5. Search Portal: Pilot Testing

Data has been provided by a sample of Collabor&iegisters so it can be uploaded to
the Registry Platform database (Central Repositfmy}he purposes of the pilot testing
phase. A beta Search Portal is under constructiohis expected to become public in
April 2007. The Search Portal will be searching da¢a received from the Contributing
Registers in the Register Network and uploaded th@dcCentral Repository.

6. Web Site Review

The Project has now entered its implementation @h@ge would like to keep visitors
informed on the many ongoing activities implemeritgdhe Registry Platform and to do
so, the Web site of the WHO Reqgistry Platfonmmwiv.who.int/ictrg is currently under
revision.
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We are also working on how to ease navigation fifinout the Web site. The new
version of our Web Site should be online by theilAi2007.

7. Presentations & Events

= Ghersi D. “European Form for Good Clinical Pract{fe&GCP) Annual Conference
2007. Ethics Committees in Europe — How to Workhwidiversity? Brussels,
Belgium. 30-31 January 2007”. Panel member forrfodiscussion on "Conflicts of
interest in clinical research: ethical respondile#i to publish”.

8. Contact Us

Secretariat

WHO International Clinical Trials Registry Platform
Department of Research Policy and Cooperation (EFR}/
World Health Organization

20, Avenue Appia, CH-1211 Geneva 27, Switzerland
E-Mail: ictrpinfo@who.int | Web Sitewww.who.int/ictrp

e-Note is scheduled for publication on the last Fridaytef month. Suggestions and/or comments should be
addressed ttrpinfo@who.intwith “e-Note” in the subject line.

If you wish to unsubscribe, send an emaildinpinfo@who.intwith “unsubscribe e-Note” in the subject
line.
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