
"Genetic Privacy Debate"

Be it Resolved: That the information contained in one�s genome
belongs to the individual.

One of the most important issues related to the genomics revolution
has to do with the ownership of genomic information.  Whose genome
is it, anyway?

Background:  Here are some things to consider:

• Right now, about 2000 gene sequences in your body are patented
by private companies. Why?

• If a sample of your tissue or DNA is used for research that leads to
a profitable drug or other treatment, you are not currently entitled
to any royalties from that discovery.  Your genome no longer
belongs to you after you turn it over to a researcher or doctor.

• The nation of Iceland is currently sponsoring a national sequence
project, in which they want to get everyone in the country to
submit their samples for research and genealogy purposes.  What
are the conditions that should be established on this project?

• http://www.mannvernd.is/english/articles/jb_fair_compensation.ht
ml   Go to this site, which attempts to establish a fair compensation
for people to submit their genome and give up their rights to future
value.

• American tradition is based largely on property rights; the genome
can be considered a piece of personal property, or legally
considered like a diary or notebook whose contents belong to
individuals.  Can employers take samples from employees without
their knowledge or permission?

• Read Rob DeSalle�s Introduction to Genethics article contained on
this disc.

• Go to the Barbara Fuller PowerPoint presentation contained on this
disc for legal and legislative background information from the
federal government and several states.

Your teacher will assign you to one of the following roles in preparing
for a debate on this issue .  Be prepared to make:



• An opening statement (one minute).
• A rebuttal to another argument (one minute).
• A set of questions for another participant (one minute).
• A closing statement (one minute).

You will be graded based on:
• Articulation of the four segments listed here.
• Documentation, citing data and actual precedent and

example.
• Rooting in rational ethical basis and precedent.

A  rubric for this assignment is available for you to see in advance and
to use in grading your peers.

At the end of this unit, you will be assigned a writing assignment on
the same topic. Your teacher will either assign you a specified role
different from the one taken in class, or you may be allowed to display
and defend your own opinion.

Roles involved in this simulation (should have two to four from each
group):

• AMA (doctor�s association)
• ACLU
• Patient�s advocate group
• Hospital association lobbyist
• Insurance company lobbyist
• Drug company
• University researcher
• Patent attorney
• Legislator
• Other roles as needed


