Human Genetics Commission Information Sheet on Genetics and Employment
This issue is covered by the HGC Genetics Discrimination Monitoring Group and was considered in detail in our first report Inside Information (2002).

With increased knowledge of genetics, arises the possibility of testing for a wider range of medical conditions. In the context of employment this raises social and ethical issues and calls for employee protection and codes of practice. 
Why might genetic information be relevant to employment? 
Employers might want to have genetic information about their employees for a number of reasons, including:

· to protect the public where employees with a genetic condition could represent a serious danger to others. Pilots are offered tests in many countries to identify whether or not they are carriers of the sickle cell trait. Whilst carriers of the sickle cell trait are normally healthy, at high altitudes they can experience a sickling crisis. Although the sickle test is not performed on DNA, it does disclose genetic information which may have an impact both on the tested individual and their family.
· to identify an applicant's susceptibility to the effects of particular toxic or carcinogenic agents in an industrial environment. There are disadvantages as well as advantages to this. Whilst the offer of testing allows individuals to choose whether or not to work in such an environment, it may make some employers less inclined to keep the environment healthy. Workplace hazards affect everyone not just people with 'susceptibility genes' so the remaining workers would still be at risk. Testing could make some individuals unemployable in their preferred area of work.
· to assess an applicant's long-term health prospects. In principle, there are various tests that may be used in the future by employers as part of a pre-employment screen. This would mean that applicants with a high risk of illness in the future might not get employment because of their chances of early retirement or multiple sickness leave. Most people feel that testing for late onset disorders with predictive genetic tests at the pre-employment stage is unacceptable if it is initiated by or available to employers.

Genetic tests and employment 
In principle there are various types of genetic tests that may be used by employers in the future. These include:
· diagnostic tests to confirm a suspected diagnosis. As a hypothetical example, a young man who applies for a pilot licence and who discloses that his father died suddenly from a certain type of heart rhythm abnormality may be offered a genetic test for Sudden Cardiac Death Syndrome (SCDS).  If the results indicated that this young man carried a change (mutation) in one of the genes responsible for Sudden Cardiac Death Syndrome (SCDS), then it is likely that he would be referred for regular clinical monitoring and treatment. He may or may not be offered a further opportunity to re-apply for his pilot’s licence. Further information about the genes associated with sudden heart death can be found at the Oxford Genetic Knowledge Park website.
· screening tests, which could be used to identify whether or not a healthy individual has a predisposition or susceptibility to a condition associated with an enhanced sensitivity to a toxic substance in an industrial environment. As a hypothetical example, a woman who goes for a job in a hairdressing salon may be offered a screening test to identify whether or not she has an increased risk of developing bladder cancer as a result of exposure to arylamines (chemicals in hair dyes). Further information about the link between permanent hair dye use and bladder cancer can be found on Cancer Research UK's website. 
· genetic monitoring, which could be used to identify whether or not an individual’s DNA has changed over time due to their exposure to hazardous substances at work. In principle areas of work could be targeted to reduce exposure levels to a previously unknown hazard if evidence of genetic changes in a group of workers were found. The aim of genetic monitoring would be to reduce or prevent the risk of disease caused by genetic damage. Although genetic changes such as chromosomal damage have been associated with exposure to radiation and some chemical mutagens or carcinogens, little is known about which changes are predictive of subsequent disease risk. Therefore, further research is required in this area. Results of genetic monitoring must also be used by the employer to ensure that exposure risks are eliminated in the work place subsequently

Some key ethical and practical considerations 
Some key considerations in relation to genetic testing and its relevance to employment include:

· The fact that use of genetic tests for employment purposes violates the basic ethical principle of non-discrimination.
The principle of non-discrimination advocated by the HGC states that:

'No person shall be unfairly discriminated against on the basis of his or her genetic characteristics'.
HGC is particularly concerned over the possibility of ‘genetic labelling’, which may result in some people being treated as less employable, less reliable, or less valuable than others. In order to avoid this, HGC states a strong principle on non-discrimination on genetic grounds whilst leaving it open for certain legitimate uses of personal genetic information in the making of some decisions.

In reaffirming its rejection of genetic discrimination, HGC’s position reflects Article 6 of the Universal Declaration of the Human Genome and Human Rights which states:

'No one should be subjected to discrimination based on genetic characteristics if this has the effect on infringing human rights, fundamental freedoms or human dignity’. 
Similarly the Council of Europe Convention on Human Rights and Biomedicines which includes Article 11 (non-discrimination):

"Any form of discrimination against a person on grounds of his or her genetic heritage is prohibited."

If individuals were to be excluded from employment or their workplace on the basis of their genetic make-up, it would be a violation of these ethical principles. Further information on HGC principles can be found in Inside Information (2002).
· The potential for widespread social exclusion.
Some people say that using genetic tests to identify individuals who might be at risk of ill health at work might result in a spiral of discrimination leading to social exclusion. To illustrate this, if individuals are tested for certain characteristics (which may be seen as weaknesses), they could be labelled as poor employment risks. Individuals excluded from employment are likely to suffer ill health, poor financial prospects and low social status as a consequence. There is a risk of creating a ‘genetic underclass’ instead of equal opportunities for all. This could lead to a society where people’s social and economic status increasingly depends on their genetic makeup.
· Genetic screening tests do not give absolute predictions. 

Screening tests measure risk. They measure whether an individual has a higher or lower than average risk of developing a condition. Screening tests cannot accurately predict which individuals will be affected with a condition or disability. Because of this the results of screening tests may be misleading; for example, a result may indicate that an individual has a higher than average risk when in fact they have a lower than average risk or a normal risk (a false positive result). Similarly, a result may indicate that an individual is at 'low risk', when in fact they are at 'high risk' or normal risk (a false negative result). If screening tests were to be used in the context of employment therefore, it might mean many individuals would be excluded from work on the basis of falsely positive results. This would be true even for those individuals with a 'high risk' result, who did not develop the condition.

In many cases results from a screening test reveal only part of the story. For a complete understanding of a condition or disability knowledge about how specific environmental and genetic factors interact with the genes screened for is required. There is still a long way to go before we fully understand the link between genes and occupational health. Our current knowledge is thus far incomplete in this area.

What has the Commission said about this issue? 

The Commission looked at some issues relating to genetics and employment in Inside Information (2002).  
The report made the following recommendations in this area:
· Personal genetic information may be used by an employer to make decisions about people’s susceptibility to hazards in the workplace. It may also be use to determine whether employees may pose a safety risk to others or whether they may have long periods of illness or inability to work on medical grounds. Increasingly genetic information may also be used in decisions about access to employee benefits such as occupational pensions, private health insurance and other forms of insurance. Although we recognise these possibilities, we conclude at present there is no evidence in this country of any systematic use of predictive personal genetic information in employment (8.9). 
· We generally believe that – in accordance with the principle of respect for persons – employers must not demand that an individual take a genetic test as a condition of employment (8.15). 
· At present, we conclude that given the current uncertainties about interpreting genetic information, at present it may be more appropriate to monitor the health of a person by other, more direct, means (8.18). 
· We do not consider that a body like GAIC should be established at this stage to decide whether particular genetic tests are relevant for employment purposes. However, we wish to give more thought to the broader ethical and social implications of this issue, with a view to advising Government in the future.  We would therefore encourage a voluntary undertaking by employers or other groups to inform HGC of any proposals to use genetic testing for health and safety or recruitment purposes (8.19).

· The proposed review of the use of personal genetic information in employment by 2005 is timely, but these issues should be addressed before then.  We recommend that a joint Committee be formed  to monitor developments in genetic testing and  employment and that this committee should include representatives from HGC, the Health and Safety Commission, the Disability Rights Commission  and other interested parties (8.23). 
· The Information Commissioner has consulted on a draft Code of Practice on the use of personal data within employer/employee relationships. We would suggest that the Commissioner clarify that the relevant parts of this code cover both the results of previous genetic tests and other personal genetic information (such as a family history of a genetic condition) (8.26). 
· We believe that any future discussions on the use of genetic information in private insurance should also consider the wider implications for employment- benefit schemes that are based wholly or partly on financial products that are based on the recognised principles of private insurance underwriting (8.29).

The UK story so far 

2005 

· The UK Government asks HGC to conduct a review of genetic testing in employment.
2004 

DNA offence included in the Human Tissue Act.  
· The 'DNA offence' was included following the recommendation made by HGC in 2002 in Inside Information (2002).  Clause 45 of the Act relates to the non-consensual analysis of DNA and makes it an offence to have bodily material with the intention to analyse a person's DNA without their consent unless it is for an excepted purpose, usually medical or police use. It is expected that the Act will come into force later in 2006.
The Information Commissioner developed the Employment Practices Data Protection Code.

· The Code includes guidance on issues regarding the use and retention of sensitive personal information by employers. Part 4 of this code relates to Information about Worker's Health.  The Information Commissioner acknowledged that, whilst genetic testing has the potential to provide employers with information predictive of the likely future general health of workers and with information about their genetic susceptibility to occupational disease, employers should not demand that an individual take a genetic test as a condition of employment. It recommended that if genetic testing were to be introduced, then this should be done only after careful consideration.

2003 

Government White Paper, "Our inheritance, Our Future - Realising the potential of genetics in the NHS".

· The White Paper commits the UK Government to introducing legislation that will make it an offence to test a person's DNA without their knowledge or consent, except as part of their medical treatment where consent is impossible to obtain, and use by the police and courts.  

Government's Response to the HGC Report, 'Inside Information - Balancing interests in the use of personal genetic data' 

· The Government accepted recommendations to consider the general issue of 'genetic discrimination' and the appropriate means of addressing any concerns in this area. 

2002 

HGC report, 'Inside Information - Balancing interests in the use of personal genetic data' published
· HGC found little evidence for any systematic use of genetic testing by employers or prospective employers but recommended employers, or other groups, should voluntarily take steps to inform HGC if they intend to use genetic testing for health and safety purposes (for example to determine individuals' susceptibility to hazards in the workplace) or in recruitment (for example to help ascertain whether or not prospective employees were likely to have long periods of absence from work and illness). HGC had no reason to believe that, from the evidence base available, genetic testing provides better information about these characteristics than more direct methods of monitoring health.
· a joint group should be established including representatives from HGC, the Health and Safety Commission, the Disability Rights Commission and other interested parties to monitor developments in genetic testing and employment. The group should set up a review before 2005. 
· the Government should consider in detail the possible need for separate UK legislation to prevent genetic discrimination.  This evaluation forms part of a long-term policy review on the use of personal genetic information in insurance and employment. 
· the creation of a new criminal offence of the non-consensual obtaining of personal genetic information for non-medical purposes. 

 
The draft Employment Practices Data Protection Code
· The Information Commissioner developed the first draft of this code and this included guidance on issues regarding the use and retention of sensitive personal information by employers. Part 1 of this code related to recruitment and selection. 

2000 

'Letter from Lord Sainsbury and Yvette Cooper to Baroness Helena Kennedy, Chair, HGC' in response to The Human Genetics Advisory Commission (HGAC) report 'The implications of genetic testing for employment'.  

The Government agreed with HGAC that it would not be acceptable for employers to use the information arising from genetic tests to predict future poor health of potential or existing employers or to exclude people from employment or advancement.

· It agreed that specific genetic tests might provide valuable information to detect a condition which may put the employee or others at risk in the workplace, but that, in such a situation, it was important to protect the rights of the individual.

· The Government also stated that where genetic testing may indicate an enhanced susceptibility to an occupational exposure or hazard, the employer was legally bound to remove the hazard, rather than the employee. 

1999

HGAC published a report on employment and genetic testing, 'The implications of genetic testing for employment'. 

· The HGAC concluded that, 'it would not be acceptable for employers to use the information arising from genetic tests to predict future poor health of potential or existing employees or to exclude people from employment or advancement'.

1998 

Data Protection Act
1995

Disability Discrimination Act (DDA) 

· This Act provides a range of protection for employees. The DDA can offer employees with an adverse genetic test result some protection from discrimination by employees if they are currently disabled and the test was done for a reason relating to that disability. However, the definition of 'disability' in the Act does not cover people who have a susceptibility to a future disability. 

1993 

· Report by the Nuffield Council on Bioethics, 'Genetic screening: ethical issues' 

1974 

Health and Safety at Work Act

· Regulations under this Act seek to ensure that the removal of the worker from the work is an action of last resort. The aim should always be to try to remove the risks.

International perspective 
There are cases in Germany and the United States of America where testing and test results have been used to unfairly discriminate against people. 

· In Germany, a woman was refused employment in the civil service when it was revealed that she had inherited the mutation in the gene for Huntington's disease. 
· In the United States, an employer was forced to stop covertly testing employees to see their likelihood of developing repetitive strain injury.
· A woman in the United States who notified her existing employers of a positive test for Huntington's disease was dismissed from her job. During the previous eight months, she had received a promotion and several outstanding performance reviews.
The debate about the potential use of genetic tests in employment has far-reaching ethical and social implications and there are a range of views within this debate. 

What do you think? 

We are always interested to hear your views.  Contact us at hgc@dh.gsi.gov.uk

Further Information
A set of links showing where to find further information is available on the website.
