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Whose Hands On Your Genes?
A Summary

Please tick the boxes that apply v and use a separate sheet if vou would like to add
further information. This form can be sent to the Human Genetics Commission by
freepost, see page vi.

A. Personal genetic information
(This is summarised inside the front cover, more information is given in sections 2 and
3 of the main document.)

What is genetic information?

® We have been using a person's Family history to get genetic information for a long
rime. Developments in the echniques for analysing DNA from bodily samples mean
that we have new and more accurate sources of genetic information available 1o us.
These open up new possibilities and challenges. In this document the HGC is mainly
concerned with genetic information obtained from these new techniques. Some
people have suggested that this type of genetic information should be considered as
different o the information that comes from family history and external examination.

® [s genetic information special? The law protects the confidentiality of personal
information. Genetic information is a type of personal information and perhaps
should therefore be treated like any other medical information about a person,
such as information in their GP records. But there are several reasons why genetic

information may be seen as special and should be treated differently:

— it is unique 0 each person (except for ‘identical’ twins):

— it is technically possible to obtain it from a very small bodily sample without a
Person’'s Consent,

= it can be used to predict disorders a person may develop in the future and may
tell other family relatives abour disorders they may develop 1woo;

- these predictions can be of interest to others such as insurance companies or
employers; and

— it has a potential commercial value o organisations introducing new
developments based on genetie information.

® Others may feel that the current rules are enough 1o protect genetic information.
It could be treated the same way as other medical information, like the results of
a tesi for diabetes or HIV, and may not need special recommendations.

Personal genetic information
A1) Is HGC right to focus mainly on information made available by new DNA
analysis techniques rather than on all genetic information such as that based

on family history?
'- Yesd Nold

1.2}.__51-1&5 the confidentiality of genetic information need to be protected in a
different way to other personal medical information?

Yesd Nold 1tdepends
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WHOSE HANDS ON YOUR GENES?

A discussion docu:ein: o the
storage, protection and use of
personal genetic information

The Human Genetics Commission (HGO) s an independent body that advises the
Government on policy issues in the field of human genetics. You can find out more

about us on our website at www.hge gov.uk.

We are currently looking at the uses of personal genetic information, o see whart if
anything should be done o address people’s concems about possible abuses of such
infarmation. We have identified a broad range of questions about these issues which we
are pulting to public consultation, and will then draw up our recommendations in 2001,

These gquestions are set out in detail in the main pant of this dooument, along with
relevant background information. We have also summarised key issues and questions
in the pull out section inside the front cover, for people who want to give a shoner

FEsPOnsge,

HGC welcomes responses to any or all of the questions in both the
main part of the document and the summary by 28 February 2001.
We may wish, in future, to make the responses to this consultation exercise publicly

available. If you are happy with this, please tick the appropriate box, otherwise your
views will be treated in confidence.

Summary and Full discussion document

tick box responses and detailed responses

Please let us have vour comments on the way this consultation exercise has begn WELLCOME
carried out, there is an evaluation form in the main docuoment on page 47. LIBRARY

General Collections

THANK YOU FOR TAKING THE TIME TO READ THIS DOCUMENT
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Whaose Hands On Your Genes?

1.5  The Select Committee issued its call for evidence in July 2000, seeking responses
principally from the bodies involved in maintaining, developing or using human
genetic databases or which were actively planning to do so. The Questions on
which responses were invited are set out in Annex 3. The written evidence
received 1o the end of Ocober 2000 was published on 8 November as Auman
Genetic Databases: written evidence’. The publication is also available on the
House of Lords website (www.publications. pariament.uk/pa/ld/1dsctech. him).
This description of current and planned activities in human genetic databases,
mainly in the words of the major players themselves, is a very helpful resource

tor the Working Group and others involved in this consultation.
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