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overview

background
the MARC project
Health Research Web (HRWeb)

. what can HRWeb & MARC do for you ?
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background

health research is key to health, equity and
development

EDCTP Is committed to funding clinical trials
and to develop research capacity in the
process

to achieve these goals — ethics review and
drug regulatory capacity is essential

there Is great variability and lack of information
on this across Africa
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background ()

e thus ... thereis aneedto ‘map’

 but ‘maps’ have problems:

they are quickly out of date (‘single use’ tool)

lack of ownership (those who ‘map’ are usually
not the same as those whose work is being
‘mapped’)

rarely include capacity information

focus Is on ‘accuracy’ rather than on the
map as a management tool

COHRED — Council on Health Research for Development



MARC @

MARC (‘Mapping’ African Review Capacity) Is
a 3-year EDCTP funded project with the aim of
creating an African ‘map’ of:

V.

research ethics review capacity
research ethics review capacity building efforts
drug reqgulatory authorities / mechanisms

which itself supports ethics review capacity building

and one which is more likely to remain up-to-date
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MARC 2

MARC (‘Mapping’ African Review Capacity) Is
Implemented through a partnership between

—  Council on Health Research for Development
(COHRED), Geneva, Switzerland

. Pl : Carel 1Jsselmuiden

—  South African Research Ethics Training Programme
(SARETI), University of KwaZulu-Natall,
Pietermaritzburg, South Africa

e Co-Pl: Doug Wassenaar
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MARC 3

e Stage 1:
— develop a ‘self-updating’ map
e Stage 2:

— the platform is populated, used, cross-linked
— analysis of specific needs — to focus support

e Stage 3:

— |lead up to an African discussion on African
standards and accreditation mechanisms
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MARC

the MARC project aims will — with your help
and that of many others — be achieved through
COHRED’s new Health Research Web
platform —

web-based platform for health research system
Information and management

focus on countries

‘'semi-interactive’ / with protected and ‘wiki-’
components ...

user extendable, expandable ...
HRWeb “2.0” started on 1 September 2009
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Health Research Web

Health Research Web platform —

— Itis a ‘platform’ — not a ‘database’
 you can use it for your own purposes

e« some sections are ‘closed’ — information can only be
entered and changed by institutions that have an
agreement with HRWeb

« other sections are ‘open’ — e.g. discussion pages, and
topical subjects

« like ‘wikipedia’ — it will get better & more useful, the more it
IS being used :

« difference between ‘user’ and ‘contributor’ is blurring :

e quality control is dependent on use — and various other
measures
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Health Research Web @)

Health Research Web platform —

programmed using ‘open source’ approach and
public domain software
licence cost is not an issue for use - in principle

provides basic analyses and cross-tabulations, and
encourages users to go further and share this

encourages downloading for further analyses

was inspired on the Directorate of Science &
Technology of the Ministry of Health, Brazll,
research project information system

... tried and tested
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HRWeb )
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HRWeb
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HRWeb ()
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HRWeb (4
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MARC 5

Extended partnerships for MARC / HRWeb In
ethics & drug regulation —

EDCTP (www.edctp.orq)
AVAREF (www.who.int)
TRREE (www.elearning.trree.orq)

other: beyond ethics, even beyond health
« Senegal — Ministry of Health
« WAHO (15 countries)
« EMRO
« PAHO
« Tanzania (COSTECH)
e NEPAD S&T (19 countries +)
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http://www.edctp.org/
http://www.who.int/
http://www.elearning.trree.org/

Progress ()
MARC mapping —

— start with ethics review committee info

— 3-step information collection
e 18t pasic contact and procedural info — MARC will do
o  2nd: extended capacity info / standardized — RECs will do
e 3" extended info / optional - RECs may do

— level 1 information (as at 1 October 2009)
e 0on (91) committees
 In (27) countries (some in Latin America)
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Progress (s

MARC mapping —

Currently 91 committees in over 27 countries

Submission form for REC to enter three levels of
Information:
« Level 1: Basic contact and procedural information
 Level 2: Capacity and facilities
 Level 3: any information that RECs want to make known

forms for RECs and HRWeb agreements ready
participants are keen for on-line registration

contacts with drug regulation made
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some lessons learned...

‘ownership’ of information
— more important than its use ?

‘on-line’ registration vs telephone support
— great preference for self-registration

useable information on ethics review and drug
regulatory authorities Is scarce

—  HRWeb key platform to develop both and likely to
enhance efficiency of both

visibility of information has advantages
—  Ccreates ‘positive peer pressure’
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Immediate next steps @

motivating RECs to enter ‘stage 2’ data
detailed capacity information

Getting RECs to use the platform to improve
own functioning

start with ethics review capacity building
programme mapping — and provide analyses

develop ‘drug regulatory authority’ pages
link to TRREE, WHO, NEPAD, AVAREF
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Immediate next steps

« encourage use of HRWeb / HRWeb (Ethics)

— arrangements with different user groups will assist
understanding nature of the platform
« donors/ research sponsors
e governments
e research institutions
e civil society
* media
— enhance functionality of HRWeb
 networking function
e your own inputs ...
 ‘third party programming’ (see next slide)
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MARC and you ... g

researchers
— more transparent and efficient ethics review
— and drug regulatory mechanisms

donors
— can better target support for ethics capacity building

RECs
— free ethics review management system

research SPONSOrs

— ‘one-stop shop’ for ethics review, drug regulation,
project registry, link to clinical trial registries
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MARC and you ... @

MARC and HRWeb/Ethics only as good as Its
user base and contributions. It is a ‘living’
resource

— ... getonline

— ... make suggestions

— ... adapt it, or have It adapted

and let us know how It can be even more
functional
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It surely happened to many of us when drafting a
study protocol, to search for information about
ongoing projects and their results in the country of
interest. Who 1s doing what in which country? What is
the main research need in this country? What has
been done so far? Have the results been published?
Who to contact if | need funding for my project? With
whom should | collaborate to optimize the research?
And so on... In most of the cases this information 1s
already floating in the Internet Ocean, but 1t takes
many sleepless nights to “surf” it all, with the risk of
missing some key aspect anyway.

With the risk of sounding like a movie trailer: Imagine
a World where all these important questions could be

answered with just a couple of clicks! With this in
mind COHRED has designed the Health Research Web
(http://www.healthresearchweb.org/) or HRWeb, as
a global forum to share all relevant information on
health research by country.
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Looking forward to meeting soon -
on HRWeb

Health Research Web:
www.healthresearchweb.org

COHRED: www.cohred.orq

SARETI: http://shsph.up.ac.za/sareti.html
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http://www.healthresearchweb.org/
http://www.cohred.org/
http://shsph.up.ac.za/sareti.html
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