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Discrimination Law Review: A framework for fairness

Proposals for a Single Equality Bill for Great Britain
Genetic Predisposition

Q57
Do you agree that there is no current justification for legislating to prohibit genetic predisposition discrimination? 

1. Cancerbackup broadly agrees with points 8.23-8.31 made in the consultation document about genetic predisposition.  However we have specific concerns and comments about some of the individual points.
2. Point 8.30 – Cancerbackup is an active supporter of the Concordat and Moratorium on Genetics and Insurance.  To date the concordat and moratorium have worked effectively, however we have concerns about what will happen when these arrangements are disbanded.  

Specifically, there needs to be clarification around what will happen to those who undergo predictive genetic testing during the term of the moratorium once it expires in 2011.  Currently there is no provision to protect people who have undergone predictive genetic testing during the term of the moratorium to ensure that they will not be requested to declare their test results in the future.  This problem is commonly referred to as the ‘test now, buy later’ issue.  
There is anecdotal evidence to show some people have not undergone predictive genetic testing due to concerns that this information will have to be disclosed at some point, particularly once the moratorium expires.  To forego testing because of this reason is neither in the pubic interest, nor in the personal interest and therefore it is vital that this question is addressed at the earliest possible opportunity.
It is not in the public interest because:

· It hampers research and capture of statistical data about the prevalence of certain genetic predispositions;
· People at a high risk of genetic predisposition for cancer may not access appropriate risk-reducing measures (e.g. additional screening or surgery) They may develop cancer that is detected at a later stage than if they were aware of a genetic predisposition.  This could lead to higher NHS costs as cancer can become more difficult and expensive to treat as time elapses;
· People may be reluctant to participate in clinical trials which contribute to the advancement in understanding of the role that genetic predisposition has in cancer.
It is not in the personal interest because:
· People at a high risk of genetic predisposition for cancer but who are unaware of their genetic status because of fears about discrimination, may not make as effective decisions about risk-reducing measures that either help them to avoid cancer altogether or allow for it to be detected at an earlier stage. 
3. Point 8.31 – At the current time we believe that there is no advantage to be gained from legislating to prohibit genetic predisposition discrimination proved that robust non-legislative measures such as the current Concordat and Moratorium are in place to ensure that this is the case.
As far as we are aware, to date, there have been no reported cases of discrimination relating to genetic predisposition testing.  Notwithstanding the issues raised above in item 2 around the ‘test now, buy later’ question, the moratorium and concordat is working effectively to protect those who undergo genetic predisposition testing.  
In fact, at this time, legislation could be a hindrance rather than a help as genetic predisposition testing is still a largely new field of study.  Legislation introduced now may become outdated very quickly as more and more is understood about predictive genetic testing and cancer in general.  Despite this we are mindful that it may be necessary to legislate on this matter in the future and would not rule out the possible need for legislation entirely.
Long term non-legislative measures are essential to prevent discrimination, particularly as the duration of the moratorium nears its end and in terms of the ‘test now, buy later’ question.  All options must be explored and responsive to what is appropriate in practice at that time.  
Requirements for legislative and non-legislative processes will inevitably change as the field develops.  Therefore the situation should continue to be monitored by the Department of Health Genetics and Insurance Committee and the Human Genetics Commission, as is currently the case.
