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ABSTRACT:

Since the recent completion of the Human Genome Project, the advent of detailed, personalized genetic knowledge
has been characterized by its rapidly-accelerating pace of discovery. A newly emerging marketplace, where genetic
tests are marketed directly to the consumer, often by electronic media, is providing consumers with personal
genome-based information outside of the traditional medical care delivery system. These services, where consumers
provide samples at home and receive the results directly, are becoming increasingly common, with multiple
organizations offering numerous and sophisticated tests.

In the months since consumer genomic information services or “direct-to-consumer” genetic testing, has become
widely available, there has been considerable reaction to them. These services have the potential to improve
consumer engagement in medical decision-making, but consumers may not know or have access to the information
necessary to evaluate the quality of the information that is provided.

To move toward understanding the consumer interest and need in the use of genetic testing, HHS’s Initiative on
Personalized Health Care is sponsoring a half day workshop to look more broadly at the roles that consumer
genomic information may be able to play over a longer time-frame — and in particular to examine those roles in the
context of the nation’s consensus health care goals. Because little is know about this newly emerging area, HHS has
teamed with NCI and proposes to conduct a web-based survey to help understand consumer knowledge and interest
for genetic testing. The results of this survey will, in the short-term, be used to inform and stimulate discussion at the
workshop and, in the longer-term, will inform future communications strategies, concepts, and messages of NCI and
other HHS agencies. In addition, the results would provide basic understanding of the current state of the field and
may be useful for evaluating future educational future initiatives.
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