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The Genetic Information Non-Discrimination Act 
Background

Each person has a different genetic makeup, and everyone has anomalies, some that might cause an individual or an individual’s children to be affected by genetic conditions.  Currently, 1200 genetic tests exist that can diagnose thousands of health conditions.  This number has grown from just 100 such tests 10 years ago, and more are being developed all the time.  Thus, more and more genetic information will become available through testing.  Genetic information is invaluable.  It provides a key to the makeup of the human body that can be used to manage health.  
This same information may also be misused, however, and its misuse can put people at risk for discrimination by insurance companies who might use genetic information to determine eligibility or set premiums, or by employers who might use the information to make hiring or promotion decisions or to determine a person’s eligibility for training programs. Cases of genetic discrimination have already been documented in the United States.  Without a law to address the issue adequately, such cases will likely continue. 

As a result of the fear of discrimination, many people refuse to have genetic tests done, thus denying them important medical information that they could otherwise use to proactively manage their health.  The same information can be used by researchers to develop treatments.  

A few states have strict protections against genetic discrimination, but most states have little or no protection.  Also, current HIPAA privacy guidelines do not prohibit insurers from requiring genetic testing or from denying coverage based on genetic information.   
Action Taken by Congress and the Administration
Legislation on genetic nondiscrimination was first introduced in the House of Representatives in 1995 by Representative Louise Slaughter (D-NY) and has been introduced in each Congress since.  In the 109th Congress, the bill (H.R.1227) was introduced in the House by Representative Judy Biggert (R-IL).  It gained 244 cosponsors, but did not pass.  In the Senate, Senator Olympia Snowe (R-ME) introduced the bill (S.306), and it passed 98-0.

In the 110th Congress, the Genetic Information Nondiscrimination Act (GINA, H.R. 493, S. 358) was introduced in the House by Representative Louise Slaughter (D-NY) and 208 co-sponsors and in the Senate by Senator Olympia Snowe (R-ME) and 25 co-sponsors.  The legislation would create a Genetic Nondiscrimination Study Commission, and most importantly, it would amend the Employee Retirement Income and Security Act (ERISA), the Public Health Service Act and Title XVIII of the Social Security Act to:
· Prohibit employers, employment agencies and labor organizations from requesting or requiring genetic testing of an individual or family members;
· Prohibit employers from using genetic information to make hiring or promotion decisions or to determine an individual’s eligibility for training programs;
· Prohibit insurers in the group and individual health insurance markets from requesting or requiring genetic testing of an individual or family members; and
· Prohibit insurers from using genetic information to determine eligibility or establish premiums.

The House Committee on Education and Labor marked-up H.R.493 on February 14.  The bill now must be approved by two other House committees, Ways and Means and Energy and Commerce, before it goes to the House floor. The Senate Health, Education, Labor and Pensions (HELP) Committee approved its version of the bill, S.358, by a vote of 19-2 on January 31, and it is awaiting a full Senate vote.
Recommendations
The Congress should pass GINA, the Genetic Information Nondiscrimination Act (H.R. 493, S. 358)
Relevant Committees

House Committee on Education and Labor
House Committee on Ways and Means

House Committee on Energy and Commerce
Senate Health, Education, Labor and Pensions (HELP) Committee

For more information, please contact The Arc and United Cerebral Palsy Disability Policy Collaboration (202-783-2229), Association of University Centers on Disabilities (301-588-8252), American Association on Intellectual and Developmental Disabilities (202-387-1968), or National Association of Councils on Developmental Disabilities (703-739-4400). 
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