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The PHG Foundation’s Response to the Discrimination Law Review’s consultation: 

‘A Framework for a Fairer Future: Proposals for a Single Equality Bill for Great Britain’.

Introduction

1. The PHG Foundation is the successor body to the Public Health Genetics Unit and the Cambridge Genetics Knowledge Park, and works to gain maximum health benefit through the responsible and evidence based application of biomedical science. Our objectives include fostering a social and regulatory environment that is receptive to the application of biomedical science for health, but at the same time imposes an appropriate, equitable and proportionate regulatory burden. 

General Comments

2. 
We welcome the opportunity to respond to the Discrimination Law Review’s consultation on proposals for a Single Equality Bill. Our comments are directed specifically at the issue of genetic predisposition to disease. We support the proposal in the consultation paper to maintain a non-legislative approach on this issue.
3. 
Any attempt to draft legislation that would outlaw discrimination on the basis of genetic predisposition would face serious difficulties in defining how genetic predisposition is to be identified or measured. Genetic (heritable) factors play a part in every disease and every physiological state. Therefore, any biological test indicating a predisposition to disease – such as a blood cholesterol test in relation to heart disease, or a blood pressure test in relation to stroke – is to some extent measuring a ‘genetic predisposition’.  

4. 
Most people, in using the term ‘genetic test’, mean direct tests of the genetic material (DNA), and those who advocate legislation prohibiting genetic discrimination generally mean discrimination on the basis of DNA test information (or, sometimes, information such as a protein sequence that enables a direct inference to be made about the DNA). We assume that the ‘genetic testing’ referred to in the consultation document means DNA testing.

5. It is vital to appreciate that the power of a DNA test to predict future disease varies widely. In the case of inherited or heritable diseases such as Huntington’s disease, caused by lesions in single genes, DNA tests can predict future disease with a high degree of certainty. However, such conditions are very rare. Knowledge is now accumulating about the genetic contribution to susceptibility to common diseases such as coronary heart disease and cancers. Genetic susceptibility to common disease may be described in terms of suites of genes identified across the genome. The causal relationship between a particular DNA variant (gene) and a negative health outcome is much weaker than in the traditional model based on single-gene inherited disorders. Other types of information, such as family history information or other biological measurements, may be equally or more highly predictive. In the future, DNA testing for genetic susceptibility to common disease may involve profiling of many DNA variants simultaneously. The predictive power of those profiles may be difficult to gauge and is likely to pose a challenge even to acknowledged experts.
6.
For these reasons, the drafting of proportionate legislation that would take account of both single gene inherited conditions and complex polygenic disease would be problematic. To be rational, any legislation would need to apply equally to tests or information that carry equivalent predictive power and could not be confined purely to DNA based technologies.  

7.
Although we favour a regulatory approach that deals consistently with information and tests that carry equivalent predictive power, we recognise that other considerations may sometimes be relevant in formulating public policy, particularly where public trust is involved. If there were evidence that DNA test information was being misused, or if public fears of such misuse were so great that there were adverse social consequences (such as refusal to take up DNA tests that could lead to improved health outcomes), then some regulatory response might be justified. However, such a response should be proportionate to the problem and legislation should be a last resort. We take the view that thorough evaluation of DNA tests, and education both of prospective test users and of the general public about the appropriate use of DNA tests, is the optimal approach and that there is no evidence at this stage that legislation is necessary. 


DNA Testing and Employment

8.
At present, there appears to be little genetic testing occurring in the workplace, although there seems to be a lack of will amongst some employment organisations to examine the issue in any detail. 
9.
Guidance from the Information Commissioner’s office states that DNA testing in an employment context may be justified where:

‘it is clear that a worker with a particular, detectable genetic condition is likely to pose a serious safety risk to others, or where it is known that a specific working environment or practice might pose specific risks to workers with particular genetic variations
’.


However, it should be made clear to employers who are contemplating this use of DNA tests that the evidence base for the test must be sound and that, in most cases, the preferable approach will be to reduce the environmental risk rather than to exclude selected workers.
10.
It has been suggested that employers may also wish to use DNA tests as part of pre-employment screening, to identify prospective employees who may suffer from future ill health. The Information Commissioner’s guidance warns against this use of DNA testing and, given the limited predictive power of DNA test results except in the context of single-gene disease, we would agree that employers should be strongly discouraged from considering testing. Once again, there is no evidence that there is currently a problem. However, as recommended by the Human Genetics Commission, we believe the situation should be kept under review.
DNA Testing and Insurance

11.
Concern has been expressed that individuals may be deterred, on the basis of fears about how DNA test results may be used by insurers, from having clinically indicated DNA tests that might lead to early detection of disease and possible therapeutic interventions. Such tests are only available at present in relation to certain single-gene heritable diseases. Patients’ fears may be heightened as the expiration of the current voluntary moratorium approaches, especially if the insurance industry presses ahead with applications to the Government’s Genetics and Insurance Committee to use cancer susceptibility DNA test information (for rare, highly heritable cancer predisposition syndromes) to determine insurance risk for policies above specified financial limits. Individuals might also be deterred from participating in genetic research.

12.
This is also an issue in which evaluation of DNA tests, and the application of clear criteria for their clinical use, are vital, as well as education of prospective test users (in this case, insurance underwriters). As a general rule, predictive DNA tests are only indicated where an effective risk-reducing intervention is available. If an individual can demonstrate that effective risk-reducing action is being taken, insurers should respond by setting premiums that reflect the reduced risk. A survey of insurers’ responses to risk-reducing action by individuals with the genetic disease familial hypercholesterolaemia (in this case, statin treatment) showed that this can be achieved. In the case of research, DNA test results are generally not communicated to research subjects and therefore disclosure to insurers does not arise.

13.
Notwithstanding these arguments, clinical genetics professionals do report reluctance of patients to take DNA tests because of fears about insurance. In recognition of this problem, the initial five-year moratorium was renewed for another five years in March 2005 and it may be that a further extension could be justified. To reduce uncertainty, we would suggest that the future of the moratorium should be clarified well before the end of 2009.
.

14.
The intention of the Single Equality Bill is to outlaw discrimination that is ‘unfair’. It should be kept in mind that, in some people’s view, it is unfair, in a mutual (risk-rated) insurance system, to allow individuals who know they are at increased risk to access insurance at the standard rate. There may, however, be social reasons for wishing to protect a particular group of people whose risk is higher. If so, the reasons for this policy choice need explicit justification.
15.
Some patients’ organisations have championed specific legislation against genetic discrimination as a way of dealing with the uncertainties arising from new knowledge about genetics, as advanced by the European Convention on Human Rights and Biomedicine
. Our view is that existing legislation including those provisions of the Data Protection Act 1998 which apply to the processing of ‘sensitive personal information’ and relevant supporting guidance currently provides adequate protections against abuse. It will be important to review compliance with the Act and supplementary guidance as the expiry date for the moratorium approaches.
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� Information Commissioners Office, The Employment Practices Code [website] � HYPERLINK "http://www.ico.gov.uk/upload/documents/library/data_protection/practical_application/coi_html/english/employment_practices_code/part_4-information_about_workers_health_2.html" ��http://www.ico.gov.uk/upload/documents/library/data_protection/practical_application/coi_html/english/employment_practices_code/part_4-information_about_workers_health_2.html� at para. 4.5.3, (accessed 23 July 2007).


� At � HYPERLINK "http://conventions.coe.int/treaty/en/treaties/html/164.htm" ��http://conventions.coe.int/treaty/en/treaties/html/164.htm� to which the United Kingdom is not a signatory.





