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Abstract

In 2000, the government of Iceland authorized a private, for-profit
company, deCODE Genetics, to construct a database of the population’s
medical records. Medical records of all individuals are included in the database
unless he or she “opts out” of the system by notifying his or her physician. In

fact, Iceland is the first country in the world to construct a database of this



magnitude, and there have been many controversies over it. This research

presents the background for this project in Iceland, the terms of the law

authorizing the database, and the problems of the law and its implementation.

This research then discusses five important objections to the law, based on lack

of informed consent, risks to privacy, commercialization, the effects on other

research, and financial unfairness.

In Taiwan, many scholars and commentators have suggested constructing a
similar database, but no one has ever thoroughly reviewed and evaluated the
Icelandic experience. This research will evaluate both the “law in books™ and the
“law in action” with regard to this database in Iceland, then making some policy

suggestions for Taiwan’s similar plans on this kind of database in the future.

Keywords: Genetic Variation, DNA, Medical Records, deCODE, Iceland, Informed

Consent, Privacy
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