
Appendix II: Further Reading
Ethical and Legal Codes and Policies Guiding Data Sharing Behavior (shared via GA4GH Framework

for Responsible Sharing of Genomic and Health-Related Data)

● Constitution of the World Health Organization (WHO 1946)
● Bermuda Principles on Human Genome Sequencing (1996)
● Universal Declaration on the Human Genome and Human Rights (UNESCO 1997)
● Convention on Human Rights and Biomedicine (Council of Europe 1997)
● Statement on DNA Sampling: Control and Access (HUGO 1998)
● Statement on Human Genomic Databases (HUGO Ethics Committee 2002)
● Declaration of Ethical Considerations regarding Health Databases (WMA 2002)
● International Ethical Guidelines for Biomedical Research Involving Human Subjects

(CIOMS, WHO 2002)
● Budapest Open Access Initiative (2002)
● Sharing Data from Large-scale Biological Research Projects: A System of Tripartite

Responsibility (Fort Lauderdale Statement, 2003)
● International Declaration on Human Genetic Data (UNESCO, IBC 2003)
● European Society of Human Genetics: Data Storage and DNA Banking for Biomedical

Research (ESHG 2003)
● Universal Declaration on Bioethics and Human Rights (UNESCO 2005)
● Additional Protocol to the Convention on Human Rights and Biomedicine, concerning

Biomedical Research (Council of Europe 2005)
● Recommendation Rec (2006) 4 of the Committee of Ministers to Member States on

Research on Biological Materials of Human Origin (Council of Europe 2006)
● OECD Principles and Guidelines for Access to Research Data from Public Funding

(OECD 2007)
● International Ethical Guidelines for Epidemiological Studies (CIOMS, WHO 2008)
● Recommendations from the 2008 International Summit on Proteomics Data Release and

Sharing Policy (Amsterdam Principles, 2008)
● Guidelines for Human Biobanks and Genetic Research Databases (OECD 2008, 2009)
● Toronto Statement on Prepublication Data Sharing (2009)
● Joint Statement by Funders of Health Research (2011)
● 2012 Best Practices for Repositories: Collection, Storage, Retrieval and Distribution of

Biological Material for Research (ISBER 2012)
● Responsible Conduct in the Global Research Enterprise: A Policy Report (InterAcademy

Council 2012)
● Declaration of Helsinki (WMA 2013)
● Guidelines governing the Protection of Privacy and Transborder Flows of Personal Data

(OECD 2013)

https://www.ga4gh.org/wp-content/uploads/Framework-Version-10September2014.pdf
https://www.ga4gh.org/wp-content/uploads/Framework-Version-10September2014.pdf
https://www.genome.gov/Pages/Research/WellcomeReport0303.pdf
https://www.genome.gov/Pages/Research/WellcomeReport0303.pdf
https://www.nature.com/articles/461168a

