University of Hawaii at Manoa Hamilton Library

eVols Repository https://evols.library.manoa.hawaii.edu

Box USH20 Box USH20, Folder 03

Co-signed letter on H.R. 306, the
Genetic Information
Nondiscrimination in Health
Insurance Act of 1999

Neil Abercrombie Papers
U.S. House, Box USH20, Folder 3
https://hdl.handle.net/10524/89961

Items in eVols are protected by copyright, with all rights reserved, unless otherwise indicated.

UHM Library Digital Collections Disclaimer and Copyright Information


https://manoa.hawaii.edu/library/research/scholarly-communication/repositories/policies-guidelines/copyright-policy/

COMMITTEE ON RULES 2347 RAYBURN HOUSE OFFICE BUILDING
SUBCOMMITTEE % % WASHINGZE(;;;,Z: ;.1 520515-:028
RULES AND ORGANIZATION d
OF THE HOUSE
DISTRICT OFFICE:

CAUCUS FOR WOMEN'S ISSUES CONGRESS OF THE UNITED STATES o0 STATE STREET
ROCHESTER, NY 14614-1309

'CONGRESSIONAL ARTS CAUCUS LOUISE M. SLAUGHTER 716/232-4850

CHAIR TTY 716/454-4805
28TH DISTRICT, NEW YORK
DEMOCRATIC LEADERSHIP

E-mail: louiseny@ mait.house.gov

VICE CHAIR: RESEARCH web: http://www.house.gov/slaughter/

October 1, 1999

WHIP-AT-LARGE

The Honorable Richard A. Gephardt
Minority Leader,

United States House of Representatives
H-204, Capitol

Washington, D.C. 20515

Dear Representative Gephardt:

The undersigned Members of the House of Representatives are bipartisan co-
sponsors of H.R. 306, the Genetic Information Nondiscrimination in Health Insurance Act
of 1999. We strongly urge that our bill, in the form of an amendment--the
"Slaughter/Ney Amendment"--be made in order in the upcoming consideration of
managed care reform legislation.

The revolution in medical genetics has become a double-edged sword. New genetic
techniques allow the detection, better treatment, or even the prevention of a growing
number of conditions, including breast cancer, colorectal cancer, and Alzheimer's disease.
But genetic information can also be used to deprive people with such conditions of health
insurance. To avoid this abuse, people may not get tested or treated, thus jeopardizing
their health. If they do pursue testing or treatment, their health insurance may be
threatened.

This problem is affecting the people we represent. A man from the Rochester, N.Y.
wrote that he wanted to get the genetic test for Aizheimer’s, which had affected both his
parents. He had refused to take the test, because he was afraid he would lose his health
coverage if his insurer learned that he even took the test. Such fears are widespread. In a
recent survey of members of genetic support groups with a variety of genetic conditions,
almost one out of ten reported that they or their family members had forgone genetic
tests for fear of insurance or employment reprisals. More than one out of five believed
they had been refused health insurance because of their conditions, and more than one
out of ten reported denial or dismissal from employment because of their conditions.
Almost one out of five had deliberately not revealed genetic information to insurers or
employers.
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The Slaughter/Ney amendment would effectively end genetic discrimination in
health insurance. The amendment would cover various types of insurance; prohibit
enrollment restriction and premium adjustment on the basis of predictive genetic
information or genetic services; prohibit health plans and insurers from requesting or
requiring genetic testing; and prohibit health plans and insurers from pursuing or being
provided information on predictive genetic information or genetic services.

According to a survey of Americans conducted last year, almost 70 percent
of the population believes that health insurers should be barred from access
‘to genetic information. Qur constituents are telling us that genetic diserimination in—-
health insurance is a flaw in managed care that they want to have repaired. We ask that
the Slaughter/Ney amendment be made in order in the upcoming consideration of
managed care reform legislation.

Thank you for your consideration. We look forward to working with you to
protect all Americans from genetic discrimination in health insurance.

Sincerely,
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WHIP AT LARGE October 1, 1999
The Honorable Richard A. Gephardt
Minority Leader,

United States House of Representatives
H-204, Capitol
Washington, D.C. 20515

Dear Representative Gephardt:

The undersigned Members of the House of Representatives are bipartisan co-
sponsors of H.R. 306, the Genetic Information Nondiscrimination in Health Insurance Act
of 1999. We strongly urge that our bill, in the form of an amendment--the
"Slaughter/Ney Amendment"--be made in order in the upcoming consideration of
managed care reform legislation.

The revolution in medical genetics has become a double-edged sword. New genetic
techniques allow the detection, better treatment, or even the prevention of a growing
number of conditions, including breast cancer, colorectal cancer, and Alzheimer's disease.
But genetic information can also be used to deprive people with such conditions of health
insurance. To avoid this abuse, people may not get tested or treated, thus jeopardizing
their health. If they do pursue testing or treatment, their health insurance may be
threatened.

This problem is affecting the people we represent. A man from the Rochester, N.Y.
wrote that he wanted to get the genetic test for Alzheimer’s, which had affected both his
parents. He had refused to take the test, because he was afraid he would lose his health
coverage if his insurer learned that he even took the test. Such fears are widespread. In a
recent survey of members of genetic support groups with a variety of genetic conditions,
almost one out of ten reported that they or their family members had forgone genetic
tests for fear of insurance or employment reprisals. More than one out of five believed
they had been refused health insurance because of their conditions, and more than one
out of ten reported denial or dismissal from employment because of their conditions.
Almost one out of five had deliberately not revealed genetic information to insurers or
employers.
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The Slaughter/Ney amendment would effectively end genetic discrimination in
health insurance. The amendment would cover various types of insurance; prohibit
enrollment restriction and premium adjustment on the basis of predictive genetic
information or genetic services; prohibit health plans and insurers from requesting or
requiring genetic testing; and prohibit health plans and insurers from pursuing or being
provided information on predictive genetic information or genetic services.

According to a survey of Americans conducted last year, almost 70 percent
of the population believes that health insurers should be barred from access
- to genetic information. Our constituents are telling us that genetic discrimination in - ~ === ==
health insurance is a flaw in managed care that they want to have repaired. We ask that
the Slaughter/Ney amendment be made in order in the upcoming consideration of
managed care reform legislation.

Thank you for your consideration. We look forward to working with you to
protect all Americans from genetic discrimination in health insurance. = - - .

Sincerely,
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