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~LAVENIR D'INTERNET -

LA COMPLEXITE DU TRAFIC:
cette carte est une représenta-
tion dutrajet le plus court entre
les réseaux qui constituent
Internet, a un instant donné.



The human disease network

Goh K-l, Cusick ME, Valle D, Childs B, Vidal M, Barabas!t A-L [2007) Proc Natl Acad Sci USA 104:8685-8690
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Introduction

“OF COURSE 1 VALUE MY PRIVACY,,THAT S WHY I
ONLY SHARE MY PERSONAL INFORMATION WITH
700 OF MY CLOSEST FRIENDS!




Introduction

"The databank would be glad to give you
information about yourself, but unfortunately
the databank is not convinced that you are

really you."
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 A) CONTEXTT: CODE OF
CONDUCTT FOR DATA
SHARING?




Code of Conduct for' Data Sharing
In Genomic-Research

g . ORestrictionson accesgo information at any
. stageof the innovative processobstruct the
flow of scientific information and thereby
Impede scientific progress Such restrictions
are also contrary to the needsof scientific

Inquiry and are inimical to opennessand
transparency

1 The Universityof Manchesternnstitute for Sciencekthicsand

Innovation, Who Owns Science”he ManchesterManifestp
2009



Data ‘Sharing

Annual Special Issue
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IDEAS
CHANGING
THE WORLD
RIGHT NOW

The gobal economy is being remade before
our eyes. Here's what's on the horlzon

WHY YOUR JOB IS YOUR

MOST VALUABLE ASSET
REPURPOSING THE SUBURBS
SURVIVAL-STORE SHOPPING
BIOBANKS: SAVING YOUR PARTS
NEED LAND? RENT A COUNTRY
THE NEW CALVINISM
ECOLOGICAL INTELLIGENCE
AMORTALITY: FOREVER YOUNG
AFRICA: OPEN FOR BUSINESS
REINVENTING THE HIGHWAY
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B) INTERNATIONAL:
AND> CANADIAN
INITIATIVES




International CanceGenomeConsortium (ICGC)

BB Cancer Genome

A3 |International
s Consortium
&>

- Elucidating comprehensively the genomic changes present in
many forms of cancers that contribute to the burden of disease
In people throughout the world,;

- Generate comprehensive catalogues of genomic abnormalities
In tumors from 50 different cancer types and/or subtypes;

- Make the data available to the entire research community as
rapidly as possible, and with minimal restrictions, to accelerate
research into the causes and control of cancer.




International CanceGenomeConsortium (ICGC)

‘ - Results:

39 committed projects to date;

Releasing genomic data on cancer ahead of
schedule;

Recently announced $20 million Canadian research
project to decode the prostate cancer genome.

Publication by ICGC members:

-oWhol e genome sequencin
mutations in chronic lymphocytieukaemia ,
Puente XS et al., Nature (June 2011)

International
Cancer Genome
Consortium




International CanceGenomeConsortium (ICGC)
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International-Barcode of LifeBOL)

BARCO
|

OF LIFE

QDR

. Canada led the early development of this DNbAsed
identification system and the Biodiversity Institute of Ontari
(B1O) ,will bei B Odcierdific hub.

Mission is to extend the geographic and taxonomic coverag
of the barcode reference library Barcode of Life Data
Systems (BOLDJ- storing the resulting barcode records,
providing community access to the knowledge they
represent and creating new devices to ensure global acces
to this information.



International-Barcode of LifeBOL)

BARCODE
OF LIFE

. Results: | IDTN

BCurrently: 1,370,06&pecimens 113,024
species

BTarget for 2015: 5,000,00&pecimens
500,000species



Structural‘/Genomics Consortium (SCG)

. SCG operates out of the Universities of Oxford and
Toronto and Karolinskalnstitutet Stockholm.

Determine the three dimensional structures of proteins
of medical relevance, and place them in the public

domain without restriction in a highly collaborative
environment.

Results:
B Target List of ~2,000 proteins
B Reached the 1000protein structure milestone in July 2010.



PublicFPopulation Project 10 &senomics
(P3G)

<

Public Population Project in Genomics
(P3G)

PG (The Public Population Project in

Genomics) is a noprofit international

consortium focussed on optimal access and t

of populationbiobanksand databases.The e
objective is to lead, catalyze and coordinate

international efforts and expertise to optimize

the use of studiesqiobanksresearch database:

and other similar health and social research

infrastructures for the improvement of

individual and population health.

E.g.: 53 studies results: 6 million virtual
participants on 223 variables.




Public-Population/Project in-Genomics
(P3G)

P°G Corpo

Coordination DigtID; Global ELSI)
Communication;

International Networking;
Knowledge Transfer (Observatory,
Biobank101)

Canadian Harmonization [PARTNERE] EGovernance;

Platform:; PediatricPlatform;
BioSharéHarmonization; AJ L’\ BioShareELSI;
QuebecEU project; QuebecEU project;




CanadiarPartnershigor Tomorrow
Project (CPTP)

=
\,

CANADIAN PARTNERSHIP PARTENARIAT CANADIEN
AGAINST CANCER \ ’ CONTRE LE CANCER

A 300,000 healthy Canadians over decades;

Almprove our understanding of cancer and other
chronic diseases.




CARTaGENHCaG)

A biobank T including biological samples and data on health,
lifestyle and environmental exposures

A population -based survey T representative of the
population20 007 individuals representing 1% of Quebec
residents aged 469 years

A prospective cohort tracked longitudinally based on linkage t
governmental electronic health administrative databases (for the
next 50 years) and diregecontactfor reassessment
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C) CODE-QF-CONDUCT:
PRINCIPLES AND
PROCEDURES




Code of Conduct for Data Sharing
= In Genomic-Research

"’! . P3G, ENGAGE and HeLEX have developeda

Code of Conducton Data Sharing

B B. M. Knoppers,d R Harris, A. M. Tassé|. BudinLjgsne J Kaye M.
Deschénesand M. H. Zawati, « Towards a Data SharingCode of
Conduct for InternationalGenomicResearch», Genomévedicing
2011, 3:46.
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Public-Population/Project Iin

Genomics (P3G)

P3G is an international consortium whose Charter
membersare leadingpublic organizationspartaking
iIn largescale genetic epidemiologicalstudies and
biobanks

P3G is dedicatedto fosteringcollaborationbetween
researchersand projects in the field of population
genomics

P3G develops openaccess research tools for
effective collaboration between biobanks enabling
the international research community to share
expertise and resources and facilitate knowledge
transferfor the healthof populationsandindividuals

- (www.p3g.org)



European Network forcGeneticanc
GenomicHepidemiology (ENGAGE

The ENGAGE Consortium has brought
together 23 leadingresearchorganizations

andtwo biotechnologyand pharmaceutical O O
companiesacross Europe and in Canada 0O 0)
andAustralia 0 D

It IS a researchproject aimingto translate E N GAG E

data from largescale epidemiological
research initiatives into relevant clinical
information

- (www.euengagerg)




Centre for Health Law-and
EmergindechnologieselLlEX
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HeLEX is an interdisciplinary research
centre,basedat the Departmentof Public
Healthat the Universityof Oxford.

Specializes in Investigating the
relationships between law, ethics, and
practice in the area of emerging
technologiesn health

Aims to determine how we can
ensure these technologiesare properly
manageavithin the UK andworldwide.




Code of Conduct for Data Sharing
In Genomic-Research

. The Code of Conducthasadualpurpose
BElucidatesharedvalues

BProvide guidanceon the basic obligationsflowing
therefrom.




Code of Conduct for Data Sharing
iIn Genomic-Research

. The Code of Conducthastwo foundations

BMutual respect and trust between scientists,
stakeholdersandparticipants

BA commitment to safeguarding public trust,
participationandinvestment



Data Sharing Principles

. Quality

. Accessibility

. Responsibility
. Security

- Transparency
. Accountability
- Integrity




