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Genetic information is protected and Genetic results cannot be used for The person could end up having to disclose
genetic test results are allowed to be used insurance coverage decisions under a certain any genetic findings as part of the underwriting
o only for medical and scientific endeavors o financial limit (specific to each jurisdiction) process for these kinds of insurance
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Premiums and coverage will Premiums and coverage should be impacted This could lead to higher premiums and
not be impacted only if the policy exceeds a certain coverage refusal
$ $ financial limit
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From: Bélisle-Pipon, J.-C., Vayena, E., Green, R. C., & Cohen, I. G. (2019). Genetic testing, insurance discrimination and medical research:
what the United States can learn from peer countries. Nature Medic'g\e, 25(8), 1198-1204. https://doi.org/10.1038/s41591-019-0534-z
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H H H O Public donate genomic data as Policy and practice roadmap
Public views of what GENQIMICS will [E‘)OD a “matter of conscience” and ﬁ for GMS and broader role of
@ change (] altruistic act genomics

N Appreciate potential benefits Be clear how ‘data volunteers’
o ...and red lines to the data donor and future and data donors are treated
benefits to their descendants and rewarded in short and
Turn up to longer term
[o) appointments, don't

U Researchers and clinicians both have
Lf enhanced duty of care:

« Communicate that data will need to be

éH used more widely - r
. y Collect taxes; manage an
Consider short and long term benefits deliver service efficiently

to patients, data donors, and society

waste resources,
appreciate value of care

Data should not be used for
marketing or other uses which
enable profiteering (especially
by international corporates)

Genomic information should not
be used to set personal insurance

¢ “Genomic literacy” in clinical remiums unless substantiated
and research staff is required () Provide best, evidence- 5121[ the applicant has inherited
to engage public/patients based care; patient the defective gene

data used for clinical
care only

O—
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Policymakers must design a

ﬁ system which:

w_ A No genetic
I @ EH engineering /
experimentation

Ensures data is secure

& T
Deliver new diagnosis o El « Creates definitions of equity of
U b outcomes and frameworks for
u" and treatments Sny
— equitable redistribution so that
Ensure individuals and (o) longer term social outcomes
blood relatives get feedback (7] will be beneficial to all

relating to care
9 Includes new roles for

industry: no profiteering /
profits driven back into system

.

Ensure research benefits translated
g ]j to care as quickly as possible

Communicate progress / impact Design governance frameworks to prevent the development of a

@ surveillance society — either from corporate interests (e.g. insurance)
or by the state (e.g. crime & justice, immigration, taxation)

Consider short and long term
benefits for those donating data

Source: Ipsos MORI, A Public Dialogue on Genomic Medicine: Time for a New Social Contract: Final Report (2019) 6
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