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NOTES

" In 2002 an international research consortium of several countries including Nigeria, Japan, Chinaand

the United States launched a project called the International HapMap. The HapMap hopes to accel erate
the discovery of genetic relationships linked to common yet complex diseases such as heart disease,
cancer, asthma and diabetes. It involves compiling genetic samples to map the human genome
according to haplotypes, blocks of DNA that contain genetic variation. Combining resources from both
public and private agencies, the HapMap will be based on 200-400 genetic samples from each of four
different populations: the Yorubas in Nigeria, the Japanese, the Han Chinese and individuals in the
United States with Northern or Western European ancestry.

* In December 1998, Iceland’s Parliament passed legislation creating a national centralized database of health
information and DNA samples of the country’s citizens. In December 2000, Estonia passed the Human Genes
Research Act, setting a legal and ethical framework for the operation of a population genetic database of at
least three quarters of the country. In December 2002, Singapore announced the official opening of the
Singapore Tissue Network, a national, non-profit tissue and DNA bank that will contribute to a better
understanding of human diseases. In September 2003, the United Kingdom Biobank published its first draft of
the Ethical and Governance Framework, a protocol for the collection of the DNA samples and medical records
of 500,000 volunteers.

* L. Geller et al., “Individual, Family and Societal Dimensions of Genetic Discrimination: A case study
analysis’, Science and Engineering Ethics, vol. 2-1, 1996, pp. 71-88.

* A. Hsieh, A Nation’s Genes for a Cure to Cancer: Evolving Ethical, Social and Legal Issues
Regarding Population Genetic Databases, Columbia Journal of Law and Social Problems, vol. 137,
Spring 2004, p. 359.

> [No text provided.]

5 Geller, op. cit.
7 Trudo Lemmens, Yann Joly and Bartha M. Knoppers, “Genetics and Life Insurance: A Comparative
Analysis’, GenEdit, vol. II, No. 2, 2004, B.M. Knoppers (ed.), Populations and Genetics: Legal and Socio-
Ethical Perspectives, Martinus Nijhoff Publishers, Leiden, 2003.

* Ibid.
 L.B. Andrews and A. Jaeger, “The Human Genome Initiative and the impact of genetic testing and
screening technologies’, American Journal of Law and Medicine, vol. 17, 2002; J. Kulynych, D. Korn,
The Genetics Revolution: Conflicts, Challenges and Conundra, and “Use and Disclosure of Headth
Information in Genetic Research: Weighing the Impact of the New Federal Medical Privacy Rule’.
American Journal of Law and Medecine, vol. 28, 2002.

' For instance, there is a large amount of research aimed at discovering genetic differences in
people’s susceptibility to environmental chemicals, including chemicals found in the workplace,
and it is likely that employers will want to use genetic tests to exclude those who are susceptible,
rather than clean up their workplace.

"' Debra Harry and Frank Dukepoo, Genes and Genetics: What Indians Should Know About the
New Biotechnology, 1998.
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2 7.Q. Khan, Colonialism Revisited: Insights into the Human Genome Diversity Project, Journal of Law
and Social Challenges, Spring 1999.

3 Unlike the Human Genome Development Project, the HapMap's goal is biomedical: to create a
resource that can be used in many future studies of health and disease. In addition, unlike the Project,
which would have studied primarily small, isolated populations, the International HapMap Project will
study only large, less vulnerable populations. Another problem with the interpretation of genetic
variation is assuming that “genetic” means “unchangeable’, and that because someone has a particular
genetic variant they are “doomed” to get a disease. These incorrect assumptions are called genetic
determinism. Genetic determinism overlooks the strong contributions that environmental factors make
to diseases and that there may be ways to reduce the risk of getting those diseases. So, even though
people may have genetic variants that heighten their risk, many of them will never fall ill. Genetic
discrimination and genetic determinism are both potential problems that can arise from any study in
which researchers relate genetic variation to disease risk.

* R.L. Barsh, “Pharmacogenomics and Indigenous Peoples: Real Issues and Actors”, Yeshiva University,
Cardozo Journal of International and Comparative Law, 2003.

"> H. Koh, “Different but Equal: The Human Rights of Persons with Intellectual Disabilities’, Maryland
Law Review, vol. 63, 2004.



