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Individual Data, 
Individual Control
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Big Data DNA Data Storage -Bioethics, 
Personalized Medicine and Genomics

❑ Genetic data need to be shared accross institutions and researchers to 

improve health research and care 

❑ Genetic data are uniquely identifying

❑ Proliferation of privacy norms : laws, ethical policies, standards resulting in 

a complex, indigestible, patchwork

❑ Trends: Internationalisation of research , genetic data in the cloud, direct-

to-consumer genetic testing



Source: St. Jude Children’s 
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Big Data DNA Data Storage -Bioethics, 
Personalized Medicine and Genomics

• The Global Alliance for Genomics and Health (GA4GH)

❑ An international, nonprofit alliance formed in 2013 to accelerate 

the potential of research and medicine to advance human health. 

❑ 500+ leading organizations working in healthcare, research, 

patient advocacy, life science, and information technology,

❑ Data Privacy and Security Policy (2019 Ver. 2.0) 

❑ Framework for Responsible Sharing of Genomic and Health-Related 

Data (2014)

❑ Monthly GDPR Briefs



Source: Timeanddate.com
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❑ Genetic Discrimination: insurance, employment, identification/profiling

❑ Incidence? 

❑Genetic Non-Discrimination Act (S.C. 2017, c. 3)

Yann Joly et al. Looking Beyond GINA: Policy Approaches to Address Genetic 

Discrimination, 2020, Vol 21



Governance
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Genetic Discrimination Observatory (GDO)  

https://gdo.global/en/gdo-description17 jurisdictions represented



BENEFITS OF PETS
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