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A) CONTEXT : CODE OF 
CONDUCT  FOR DATA 

SHARING?  



 

·òRestrictions 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.ó 
 

¶The University of Manchester, Institute for Science, Ethics and 

Innovation, Who Owns Science? The Manchester Manifesto,  

2009. 
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B) INTERNATIONAL  
AND CANADIAN  

INITIATIVES  



 

- 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 Cancer Genome Consortium (ICGC) 

 



International Cancer Genome Consortium (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: 

-òWhole genome sequencing identifies recurrent 

mutations in chronic lymphocytic leukaemiaó, 

Puente XS et al., Nature (June 2011) 

 

 



International Cancer Genome Consortium (ICGC) 

 

ICGC Map ð July 2011 



International Barcode of Life (iBOL) 

 

 

·Canada led the early development of this DNA-based 

identification system and the Biodiversity Institute of Ontario 

(BIO) ,will be iBOLõs scientific hub.  

 

·Mission is to extend the geographic and taxonomic coverage 

of the barcode reference library -- Barcode of Life Data 

Systems (BOLD) -- storing the resulting barcode records, 

providing community access to the knowledge they 

represent and creating new devices to ensure global access 

to this information. 

 



International Barcode of Life (iBOL) 

 

·Results:  

ƁCurrently: 1,370,068 specimens , 113,024 

species 

 

ƁTarget for 2015: 5,000,000 specimens,  

500,000 species 

 



Structural Genomics Consortium (SCG) 

 

 

·SCG operates out of the Universities of Oxford and 

Toronto and Karolinska Institutet, 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:  

ƁTarget List of ~2,000 proteins 

ƁReached the 1000th protein structure milestone in July 2010. 

 



Public Population Project in Genomics 

(P3G) 

 

Public Population Project in Genomics 
(P3G)   

 

· P3G (The Public Population Project in 
Genomics) is a non-profit international 
consortium focussed on optimal access and use 
of population biobanks and databases. The 
objective is to lead, catalyze and coordinate 
international efforts and expertise to optimize 
the use of studies, biobanks, research databases 
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) 

P3G SECRETARIAT
Coordination (Digi-ID; Global ELSI) 
Communication; 
International Networking; 
Knowledge Transfer (Observatory, 
Biobank101)

HARMONIZATION 
PROGRAMME

Canadian Harmonization 
Platform; 
BioShareHarmonization; 
Quebec-EU project;
CPT.

POLICY PROGRAMME
E-Governance; 
PediatricPlatform; 
BioShareELSI; 
Quebec-EU project;
CPT.

RIMUHC McGill

P3G Corpo

P3G

PARTNERS



 

Canadian Partnership for Tomorrow 

Project (CPTP) 

  
 

 

Å300,000 healthy Canadians over decades; 

 

ÅImprove our understanding of cancer and other 

chronic diseases. 

 



CARTaGENE (CaG) 

 

 

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

 

· A population -based  survey  ï representative of the 
population: 20 007 individuals representing 1% of Quebec 
residents aged 40-69 years 

 

· A prospective cohort  tracked longitudinally based on linkage to 
governmental electronic health administrative databases (for the 
next  50 years) and direct recontact for reassessment 

 



C) CODE OF CONDUCT: 

PRINCIPLES AND 

PROCEDURES 



 

·P3G, ENGAGE and HeLEX have developed a 

Code of Conduct on Data Sharing: 
ƁB. M. Knoppers, J. R. Harris, A. M. Tassé, I. Budin-Ljøsne, J. Kaye, M. 

Deschênes and M. H. Zawati, « Towards a Data Sharing Code of 

Conduct for International Genomic Research », Genome Medicine, 

2011, 3:46.  
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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. 

 

· P³G is dedicated to fostering collaboration between 
researchers and projects in the field of population 
genomics. 

 

· P³G develops open-access research tools for 
effective collaboration between biobanks enabling 
the international research community to share 
expertise and resources and facilitate knowledge 
transfer for the health of populations and individuals. 

 

- (www.p3g.org) 

 



European Network for Genetic and 

Genomic Epidemiology (ENGAGE) 

· The ENGAGE Consortium has brought 

together 23 leading research organizations 

and two biotechnology and pharmaceutical 

companies across Europe and in Canada 

and Australia. 

 

· It is a research project aiming to translate 

data from large-scale epidemiological 

research initiatives into relevant clinical 

information. 

    - (www.euengage.org) 

 



Centre for Health, Law and 

Emerging Technologies (HeLEX) 
 

· HeLEX is an interdisciplinary research 

centre, based at the Department of Public 

Health at the University of Oxford.  
 

· Specializes in investigating the 

relationships between law, ethics, and 

practice in the area of emerging 

technologies in health. 

 

· Aims to determine how we can 

ensure these technologies are properly 

managed within the UK and worldwide. 

 



·The Code of Conduct has a dual purpose: 

 

ƁElucidate shared values; 

 

ƁProvide guidance on the basic obligations flowing 

therefrom. 

 

Code of Conduct for Data Sharing 

in Genomic Research  

 



 

 

·The Code of Conduct has two foundations: 

 

ƁMutual respect and trust between scientists, 

stakeholders and participants; 

 

ƁA commitment to safeguarding public trust, 

participation and investment. 
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Data Sharing Principles 

·Quality 

·Accessibility 

·Responsibility 

·Security 

·Transparency 

·Accountability 

·Integrity 


