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Bioinformatics will soon be the rate limiting step

* How do we extract information from WGS?

* What information should be extracted?
Information will be available and won’t be
interpretable right now, but will be
interpretable in the future: what is the duty
to reinterpret and re-contact the patients?
New implications will be constant with
continued revision.

*  Who will decide what gets filtered down and
when? (Lab, PCP, genetics specialist, the
patient?)

* Isit ever appropriate to suppress
information?

* Do you only look at the part of the result
that tells you one thing?

* Canyou leave the raw data just sitting
there? Where is it to be stored?

* Canyou only do partial analysis of the data?

*  Will patients own the process? If they have
their own genome, will they have control
over when and what gets analyzed?

* How do you integrate results given directly
to the patients back into the medical record?

* How long will data generated and stored at
DTC companies be available?

* Will a genome be sequenced again over
time?

How do you add and interpret additional layers?

* Genome alone

* Epigenetics

Workforce issues

* Individuals who can help manage and
transfer this data/filter etc.

* How do we ensure adequate
communication ability between the
bioinformatics workforce and clinicians?

* How do we prepare newly training and
existing bioinformaticists to understand the
genetics piece?

* Likewise, how do we prepare the genetics
workforce to understand the bioinformatics
piece?

Issues with informed consent

* How do you get appropriate consents at
the beginning?

* Some companies put the onus on the
patients.

* Nuances of consent and re-contact.

*  Will the issue of having someone else know
this information change how people decide
if they want it?

Stewardship/Ownership

*  Who will be the “keeper” of this

information?

Who owns the data?

What happens when someone dies?

What about questions of paternity?

How do we filter the information so the

useful parts are kept and accessible?
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Workshop Assumptions and
Caveats

Sequencing
technology will
advance
enough to
produce
clinically
meaningful
results

Large-scale
genomic
analyses will be
cost-effective
and comparable
to other
diagnostic tests

Whether
genomic
technologies
should be
utilized in
practice is not
at debate.




