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Social Infrastructure for Organizing Genome Research in Japan:
Autonomy of Researchers

by

Tohru Masui
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The completion of the human genome project has introduced an attractive hypothesis; ie.
differences in common disease susceptibility of human individuals could be normalized by
the difference in individ'ual genome information.

On this hypothesis genome research is based on stratification of human population by
genome information. Moreover, collection of health and environmental information and
construction of databases from the data might give us the other stratification mechanism.
With these grouping systems, human population can be studied based on the concept of
experimental aﬁimals, lL.e. experimental animal.s are genetically homogeneous and live
under the controlled environmental conditions.

Not only- the application of results of genome research in health care but also planning
and execution of genome research itself have potential impacts on our society. Nobody
could escape from certain control integrity of his/her own genome. Therefore, these
processes need to be considerate. In this sense, genome research of common diseases
should be prepared as a social experiment and once it failed, it is very difﬁcult to recover
from the negative motivation of citizens.

Genome iﬁformation Wouid be shared by different reasons. 1.Shared biologically. Genome
information is inheritable; we share our genome with many descendants and ancestors.
2.5hared among scientific domain. Science demands sharing genome research related
information for verification by peers. 3.Shared in society. The outcome of genome research
is stochastic and it has value in a group of people. It is still not well established that how
we can utilize stochastic data to a personal decision.

Research deadly requires trust, because it has the nature of future, uncertainty, and
supposition. The autonomy of professionals who are taking parts of genome research is the
essential demand of enhancing trust of society in the due course. Unfortunately, 5 years of
discussion on ethics in biomedical research in Japan rips the appreciation of professional
autonemy. We have to change this culture to build the trust on genome research in our

society.
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