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‘Why do we need germ

line genome editing?’
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‘What might we do with
germ line genome

editing?’
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“Owver the period of the consultation, both the expert groups and
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Principle 1: The welfare of the future person

Gametes or embryos that have been subject to genome editing procedures (or that are
derived from cells that have been subject to such procedures) should be used only
where the procedure is carried out in a manner and for a purpose that is intended to
secure the welfare of and is consistent with the welfare of a person who may be born as
a consequence of treatment using those cells.

Principle 2: Social justice and solidarity

The use of gametes or embryos that have been subject to genome editing procedures
(or that are derived from cells that have been subject to such procedures) should be
permitted only in circumstances in which it cannot reasonably be expected to produce or

exacerbate social division or the unmitigated marginalisation or disadvantage of groups
within society.
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Recommendation 8 We recommend that heritable genome editing interventions

Recommendations for UK Government

Recommendation 3

Recommendation 4

Recommendation 5

We recommend that, before any move is made to amend UK
legislation in order to permit heritable genome editing
interventions, there should be sufficient opportunity for a
broad and inclusive societal debate

We recommend that, without awaiting the opportunity for a
thoroughgoing review of the framework legislation, the
Secretary of State for Health and Social Care should give
consideration to bringing within the scope of licensing any
heritable genome editing interventions that currently fall
outside that scope

We recommend that heritable genome editing interventions
should be permitted only provided that the impact on those
whose vulnerability to adverse effects (including
stigmatisation and discrimination) might thereby be
increased has been assessed and mitigated (and, in any
case, not without open and inclusive consultation with
people in those positions)

Recommendation 7

should only be permitted provided that arrangements are in
place to monitor the effects on those whose interests may
be collaterally affected and on society more generally, and
provided that legitimate and effective mechanisms are in
place to redress those effects and to revise relevant policy;
this should include a clear requlatory measure to trigger a
moratorium and a sunset provision, requiring review and an
affirmative resolution to permit the practice to continue

We recommend that consideration should be given to the
establishment of a separate body or commission in the UK,
independent of Government and independent of existing
requlatory agencies, which would have the function of
helping to identify and produce an understanding of public
interest(s) through promotion of public debate, engagement
with publics and monitoring the effects of relevant
technological developments on the interests of potentially
marginalised subjects and on social norms




Governance as
ecology :

three venues of
‘geo-ethics’




NUFFIELD

BIOETHICS

genome editing : requlatory approaches in the UK

=
COUNCILZ
SRR

Thank you.

Nuffield
Foundation

' www.nuffieldbioethics.org
£ @nuffbioethics

(=) nuffieldbioethics.org/blog
pmills@nuffieldbioethics.org

Medical
Research

MRC Council




