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Code of Conduct for Data
Sharing in Genomic Research
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“OF COURSE 1 VALUE MY PRIVACY..THATS WHY I
ONLY SHARE MY PERSONAL INFORMATION WITH
700 OF MY CLOSEST FRIENDS! ™
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"The databank would be glad to give you
infermation about yourself, but unfortunately
the databank is not convinced that you are

really you."




Code of Conduct for Data Sharing
in Genomic Research

“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.




Code of Conduct for Data Sharing
in Genomic Research

e Both P3G and the ENGAGE have decided to
develop a Code of Conduct on Data Sharing.

* The Code of Conduct has a dual purpose:
° Elucidate shared values;

> Provide guidance on the basic obligations flowing
therefrom.



Code of Conduct for Data Sharing
in Genomic Research

e The Code of Conduct has two foundations:

> Mutual respect and trust between scientists,
stakeholders and participants;

> A commitment to safeguarding public trust,
participation and investment.




Data Sharing Principles

-

Quality
Accessibility

Responsibility

Security




Data Sharing Principles

Transparency

Accountability

Integrity




