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Balancing Privacy Protection
and Research Need in
Genetics: The Basic
Principles and Special
Considerations

Chung-Hsi LEE

Abstract

Accompany with the development of genetic technology, the
difficulty and urgency of protecting genetic privacy has aroused
public attention in several countries. Among others, the harmonization
of needs from genetic privacy and genetic research has become an
instant legal issue. Most countries are protecting genetic privacy based
on personal data protection legal systems, however, this approach may
ignore some special traits of genetic information. This article begins
from analyzing the characteristics of genetic information, and aims to
provide some considerations of family interests and ethnic concerns,
with regard to genetic research. For that purpose, this article
introduces the genetic information protection systems and their
research exemptions in U. S. and Europe. As to family interests and
ethnic concerns, this article suggests “The Genetic Information Act”

in Israel and the “Guidelines on Ethical Matters in Aboriginal and
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Torres Strait Islander Health Research” in Australia are worthy of
studying.

Keywords:Genetic Privacy, Genetic Research, Institutional
Review Board, Family Consent
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