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	275 West Street, Suite 210

Annapolis, MD  21401
	2937 SW 27th Avenue, Suite 302

Miami, FL  33133

	ACTION ALERT – GENETIC NONDISCRIMINATION



POSITIVE SENATE ACTION LIES DORMANT

ASK THE U.S. HOUSE OF REPRESENTATIVES TO TAKE ACTION

Last fall the Senate passed the Genetic Information Nondiscrimination Act of 2003 by a vote of 95 to 0 giving us great hope that federal protections against the misuse of genetic information would finally be put into place.  Unfortunately, the U.S. House of Representatives has yet to take action.  Legislation to protect individuals from genetic discrimination has languished for many years on Capitol Hill, despite the need to protect all Americans from genetic discrimination.  The Senate’s action is positive and encouraging – Join us in seizing this opportunity by requesting that House leadership and your representatives finish the job.

We need to live without fear of retribution in the form of genetic discrimination.    In the absence of federal legislation, states have implemented a patchwork of laws that shield individuals from employment and insurance discrimination.  We need national policy to ensure that all Americans have the same protections.  Genetic testing allows individuals to exercise preventative health measures, seek appropriate therapies, and engage in essential life planning.  Unfortunately, this same information may be used to discriminate against individuals who have no control over their inherited condition.  The Senate bill protects individuals who fear that genetic information could be misused to ruin job opportunities, forcing them to choose between the benefit of testing and the risk of losing employment or insurance.

How does this impact Alpha-1?
· As a genetic condition, those with Alpha-1 or seeking Alpha-1 testing may face health and employment insurance discrimination.  Fear of genetic discrimination may also significantly impact individual and family decision making.

· The Alpha-1 Foundation’s Ethical Legal and Social Implications (ELSI) Working Group, has continued to discourage general population screening in absence of protective legislation. 

· Those concerned about the ethics of genetic testing have recommended Targeted detection for Alpha-1 for those currently suffering from defined lung disease such as COPD or a family history of Alpha-1.

· The Alpha-1 Coded Testing Trial1 has offered individuals an opportunity to receive confidential test results since September of 2001; to date over 2,400 test kits have been requested.  Of those returning the test kits and responding to the survey questionnaire:

· Over 30% report fear of losing insurance as the reason for seeking confidential testing;

· 34% report concern about facing higher health care costs if results were public;

· 85% seek testing for the Genetic Knowledge.  In fact, this was the most popular response to the perceived benefits of seeking testing.

1 The ACT Trial is funded by the Alpha-1 Foundation and conducted at the Medical University of South Carolina under the direction of Dr. Charlie Strange, Program Director.  The ACT Trial offers a free and confidential finger-stick test that can be completed at home with results mailed directly to the participants.  The test is administered through a research study which evaluates perceived risks and benefits of genetic testing. For more information or a test kit please email the Registry Coordinator at alphaone@musc.edu, or call toll free at 1-(877)-886-2383.

What can I do?  - Join the Alpha-1 Association and Alpha-1 Foundation by taking Action

· Call, Fax or Write to the Congressional Members listed below and to your member of Congress.  

· Include the attached Washington Post Editorial in your correspondence

· Copy the Association on the action you take so that we may better represent our constituents on Capitol Hill (moday@alpha1.org or mail to Miriam O’Day at the address above)

CALL - Capitol switchboard 202-225-3121.  

FAX - If you know who your Representative is - call their office and request the fax number.
WRITE – Write a letter to the House leaders listed below.  Find your Congressional Member at the US House of Representatives Website www.house.gov
· The Honorable J. Dennis Hastert

Speaker of the House of Representatives

The Capitol, Room H-232

Washington, DC  20515

· The Honorable Joe Barton

Chairman, Committee on Energy and Commerce

2109 Rayburn House Office Building

Washington, DC  20515

· The Honorable Michael Bilirakis

Chairman, Subcommittee on Health

Committee on Energy and Commerce

2125 Rayburn House Office Building

Washington, DC  20515

· The Honorable John Boehner

Chairman, Committee on Education and the Workforce

2181 Rayburn House Office Building

Washington, DC  20515

· The Honorable Sam Johnson

Chairman, Subcommittee on Employer-Employee Relations

Committee on Education and the Workforce

1211 Longworth House Office Building

Washington, DC  20515

Sample Letter2
I am writing to ask you to support the bipartisan Senate-passed Genetic Information Nondiscrimination Act of 2003. This legislation is needed to enable Americans to realize the enormous promise of genetic testing. The Senate took a historical step forward, in helping patients take advantage of America’s advancing medical technologies when they passed the Genetic Information Nondiscrimination Act of 2003 unanimously, last year. This bill strikes a reasonable compromise on an issue that Congress has debated for nearly a decade. It has the full and unqualified support of Majority Leader Frist and President Bush.  

Genetic testing holds enormous promise to prevent health problems and help people cope more effectively with conditions that are unavoidable. Unfortunately, the same technologies that predict disease through genetic testing and family history can be used to open the door to discrimination. 

ADD PERSONAL INFORMATION ABOUT WHY THIS IS IMPORTANT TO YOU

The Genetic Information Nondiscrimination Act of 2003, will move us toward the day when Americans do not have to fear that genetic information will be used to deny them jobs or insurance coverage. Protecting every man, woman and child in this country against genetic discrimination is critical. By providing these protections, no one will have to choose between the benefits of genetic testing, keeping a job or health insurance. 

Thank you for your support on this critical issue.

2.Coalition for Genetic Fairness, in care of the National Partnership for Women and Families Website http://capwiz.com/npwf/mail/oneclick_compose/?alertid=3725546.  If you wish to send a letter online please visit the referenced website.
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Heading off Genetic Bias

THE DECODING of the human genome opens new prospects for medicine. Genetic testing can determine an individual's susceptibility to an array of cancers, heart disease, diabetes, Alzheimer's, cystic fibrosis, Huntington's disease -- the list grows almost daily. Understanding the genetic basis of certain diseases may lead to new treatments and better preventive care. 
But this promise is tempered by the risk that individuals' genetic heritage could be used against them. Employers could refuse to hire, or could fire, those predisposed to develop a disease. An insurer could refuse coverage, or charge higher premiums, on the basis of genetic tendency. And the specter of such discrimination could deter people from undergoing genetic testing, thus potentially undermining their own care and slowing the pace of scientific discovery. 

Nearly three years ago, President Bush, echoing a call by his predecessor, urged Congress to pass legislation to prevent discrimination based on genetic information. "To deny employment or insurance to a healthy person based only on a predisposition violates our country's belief in equal treatment and individual merit," he said. Last fall the Senate approved the Genetic Information Nondiscrimination Act on a 95 to 0 vote after lawmakers, trying to address business concerns, set limits on the right of victims of genetic discrimination to sue for damages. Now Republican House leaders are dragging their feet, though a majority of House members have co-sponsored a version that would go even further than the Senate bill.
The House should act. The Senate bill would provide important protections without unduly infringing on the rights of employers and insurers. The arguments against it are unconvincing and contradictory. Employers say that such discrimination is only a theoretical concern, and that appears largely true, at least for now. But genetic testing presents an unusual circumstance in which the fear of being discriminated against presents as much of a problem -- probably more -- as any actual discrimination; the issue is the chilling effect of worries about how the genetic tests could be used, or misused. Employers argue that individuals are already protected under other state and federal statutes. In fact, the state laws are an incomplete patchwork, and the coverage of other federal statutes is uncertain. But if, as business groups argue, discrimination is nonexistent, and legal prohibitions already are in place, it's hard to see why this legislation would impose such an untenable burden. 

The insurance situation is conceptually trickier, since insurance, by its very nature, is often tailored to an individual's medical circumstances. But insurers are already prohibited, under the terms of a 1996 law, from denying coverage or raising premiums to group plan members on the basis of genetic information. The new measure clarifies that protection and extends it to individuals who buy insurance on their own. The industry says it doesn't use genetic information to make coverage decisions, and that it's comfortable with being legally prohibited from doing so. Karen Ignagni, president of America's Health Insurance Plans, the leading industry trade group, says the Senate bill is acceptable. That's welcome news. Even more welcome would be some sign of movement in the House. 
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