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Public Population Project in
Genomics (P3G)

‘ « P3G is an international consortium whose
Charter members are leading public
organizations partaking in large-scale genetic
epidemiological studies and biobanks.

between researchers and projects in the field
of population genomics.

P3G develops, in an open and transparent
manner, research tools for effective
collaboration between biobanks so as to
enable the international research community to
share expertise and resources and facilitate
knowledge transfer for the health of
populations.

- (www.p3g.0rg)

P3G is dedicated to fostering collaboration G "y
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Population Research

“A population biobank is a collection of biological materials
that has the following characteristics:

@

1. The collection has a population basis;

Il. It is established, or has been converted, to supply
biological materials or data derived therefrom for multiple
future research projects;

11l. It contains biological materials and associated personal
data which may include or be linked to genealogical,
medical or lifestyle data and which may be regularly
updated;

IV. It receives and supplies materials in an organized
manner.”

- Council of Europe, Recommendation Rec (2006)4 of the
Committee of Ministers to member states on research on
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A. Distinct characteristics
‘ » Prospective/retrospective
« Longitudinal
» Broad consent + recontact
» No direct benefits (except for initial «assessment»)

» No return of research results/incidental findings




A. Distinct characteristics

‘ » Unspecified Future Research

e Many sites/collaboration  with  other
countries

» Used after Death
» Researchers Return Results to Database

» Communication Strategies

BB. Distinct ethical underpinnings

» Public/lcommon good
 Solidarity

« Citizenry

» Socio-demographic

« Open/controlled Access

C. Distinct ethical issues

e « Validity of consent
» Immediate feedback
» Recontact

« Withdrawal

"l find it harder and harder to get any work
done with all the ethicists hanging around.”
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C. Distinct ethical issues

 Ethics review
» Security

» Governance
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= D. Distinct review?
e * Why?

» Single body (IPEG)?

» Data oversight body/Privacy Officer
» Transparency/Efficiency/Cost

» Accountability

» Sustainability

International Cancer Genome
Consortium

ICGC pathways for requasting and obiaining secess 1o controlled access dai
iy . tabase
based on ICGE Combined Propesal snd discusaions)

Far this to work:
1. Mosd TRUST in local review and oversight m
access and use of parsonal dats
2, Resoarcher nesds to provide a signed ICOE Model UTA 1o the BAGO for
access to ALL ICGC federatos databasas

o anaure appropriate

One-stop ICGE access = requires ~Safe Harbour™ recognition betwesn membar
projects

« “Restrictions on access to information
at any stage of the innovative process
obstruct the flow of scientific
information and thereby impede
scientific progress. Such restrictions
are also contrary to the needs of
scientific inquiry and are inimical to
openness and transparency.”

* The University of Manchester, Institute for Science, Ethics

and Innovation, Who Owns Science? The Manchester
Manifesto, 2009.

« Such research can be granted ethical endorsement under the
principle of reciprocity, which encompasses the idea that accepting
benefit from past medical research, inherent in the utilisation of
medical services, carries some expectation of a willingness to
participate in research for the common good. »

- Bioethics Advisory Committee, Personal
Information in Biomedical Research, Singapore, 2007

. « Draft Tri-Council Policy Statement (Data vs.
‘ Samples)
o Internatinnal Cancar Rannma Canenrtinm
l | —
. _— i
“The databank would be glad To give you
infarmation about yourself, but unfortunately
the databank is not convinced that you are
really yow™




