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INTRODUCTION /
PREAMBLE:

The Nationa Breast Cancer Codlition (NBCC) presents
its 2000 Congressional Voting Record. This document
measures Members of Congress' support for the National
Breast Cancer Coalition’s legidative prioritiesin the 106th
Congress (January 1999-December 2000).

NBCC is agrassroots organization dedicated to ending breast cancer through the power of
action and advocacy. The Codlition’s main goals are to increase federa funding for breast
cancer research and collaborate with the scientific community to design and implement
new models of research; improve access to high quality health care and breast cancer
clinical trials for all women; and expand the influence of breast cancer advocatesin

every aspect of the breast cancer decision making process.

Made up of more than 500 member organizations and hundreds of thousands of individual
members, the Nationa Breast Cancer Codlition has launched a campaign to “Make Breast
Cancer History” to remind candidates and their congtituents that breast cancer isnot just a
hedlth issue, or afamily issue, or awoman’'sissue, but also a political issue. The Campaign
focuses on encouraging votersto find out where their candidates stand on substantive breast
cancer palicies. This Congressional Voting Record is one part of NBCC's larger Campaign
to educate and encourage voters to consider a candidate’s position on NBCC's legidative
priorities before heading into the voting booth.

The National Breast Cancer Coalition has identified specific legidative priorities for the
106th Congressthat are critical in the fight to “Make Breast Cancer History.” The Coalition
determines its legidative agenda after a great deal of research and analysis. NBCC's com-
mitment to a partnership with the scientific community, policy makers and consumers
assists the Coadlition in prioritizing the breast cancer policy initiatives most likely to move
NBCC’'s mission forward. NBCC believes one of its responsibilitiesisto help Members

of Congress make informed decisions about breast cancer and to educate men and women
across the country about this important public policy issue. This Congressiona Voting
Record was developed in the spirit of NBCC's god to eradicate breast cancer.




Please note that this Record contains information only about NBCC's legidative
priorities— it does not include all votes and bills relevant to breast cancer. Also, note

that this Record does not include proposals such as pink ribbons and awareness resolutions.
While awareness about breast cancer isimportant, NBCC believes that Congress must
move beyond these gestures to act on substantive breast cancer policy. The Coalition
believes that NBCC's legidative priorities focus on the critical issues that must be
addressed and the significant policies that candidates should be encouraged to support.

On behalf of the more than 3 million women living with breast cancer and their families
and friends, NBCC extends a debt of gratitude to the tireless efforts of many Members
of Congress who recognize that the fight against breast cancer is not easy — and that it
takes courage and collaboration to determine the best way to prevent, treat and cure this
disease. Please contact the National Breast Cancer Coalition for additional information
about the legidative agenda and to find out how to become more active in helping the
Coalition to move forward in the fight to end this disease.

Note: This Voting Record is the final compilation of votes during the 106th Congress on
NBCC's legidative agenda. NBCC's interim Voting Record was published at the close of
the 1st Session of the 106th Congress.




HOW TO USE THIS
VOTING RECORD:

This Voting Record measures Members of Congress' support for NBCC's |egidative agen-
da. Membersreceive a [ for voting in favor of one of NBCC's legidative priorities. In
instances where a legidative priority was not voted on, Members' support for the issueis
measured by whether they co-sponsored the legidation or co-signed a“Dear Colleague”
letter of support.

The National Breast Cancer Coadlition recognizes that some Members of Congress have
played a greater leadership role than others based on their position as a member of the
leadership or as Chairperson of arelevant committee. NBCC acknowledges that it is not
always possible to accurately reflect a Member’s leadership on a priority ssimply by a [

for co-sponsorship or a‘yea vote. It isfor that reason that this Voting Record contains a
detailed textua section highlighting Members of Congress who deserve specia recognition
for their leadership on NBCC's legidative agenda.




A NOTE ABOUT
ENFORCEMENT:

The National Breast Cancer Coalition believes that any legidation affording rights and
privilegesto individuals, such as patient protection bills, must have strong enforcement
mechanisms to be effective. NBCC's genera position is that a right without appropriate
enforcement isno right at all.

In the area of patient protection, for instance, the Codlition believes that a strong enforce-
ment provision must include: the right to hold insurance plans accountable in a court of law
(if they unlawfully deny care) and the right to full compensation for injuries caused when
patients' rights are violated. The need for strong enforcement mechanisms also applies to
the issue of nondiscrimination based on genetic information, and would apply in the
context of any and every set of patient protections.

NBCC considers “full compensation” to include compensation for economic and non-
economic damages. Moreover, it isthe Coalition’s position that the mere threat of punitive
damages deters insurance companies and providers from violating the law and denying

care. NBCC is neither on the side of thetria lawyers, nor on the side of the insurance com-
panies. Rather, NBCC is on the side of patients and believes that individuas must be able
to enforce the protections given to them by law in order to make those protections vauable.




PRIORITY #1:

Support for the Department of Defense Peer-
Reviewed Breast Cancer Research Program:

Goal:
To appropriate $175 million for the Department of Defense Peer-Reviewed Breast
Cancer Research Program (DOD BCRP) for fiscd year 2000 and fiscal year 2001.

What NBCC Asked Members of Congress To Do:

Sign on to a letter to the Chairmen of the House/Senate Defense Appropriations
Subcommittees requesting an appropriation of $175 million for the DOD BCRP for
fiscal year 2000 and fiscal year 2001.

What This Voting Record Tracks:
Members receive a L in the Voting Record for signing on to the 1999 DOD BCRP
“Dear Colleague” letter and the 2000 DOD BCRP “Dear Colleague’ |etter.

Status:

Both the House and Senate passed Defense Appropriations hillsin fiscal year 2000 and
fiscal year 2001 that included $175 million for the DOD BCRP. The President signed the
DOD fiscal year 2000 Appropriations Conference Report (with $175 million for the DOD
BCRP) into law on October 25, 1999 and the DOD fiscal year 2001 Appropriations
Conference Report (with the same level of funding) into law on August 9, 2000.

The Department of Defense Peer-Reviewed Breast Cancer Research Program (DOD
BCRP) was crested as aresult of NBCC's 1993 “$300 Million More” campaign. NBCC
launched this campaign after holding a series of research hearings at which fifteen of the
nation’s most prominent scientists working in the field of breast cancer testified. As aresult
of the hearings, the Codlition told Congress that an additional $300 million would be need-
ed in 1993 for breast cancer research, for atotal of $430 million.

Led by NBCC, women arrived in Washington, DC by the budoad and swamped their
Members of Congress with calls, faxes and telegrams through NBCC's hotline and con-
stituent visits, demanding $300 million more for breast cancer research.




NBCC's requests were met. In 1993, the Coalition won more than $400 million — the
first-ever significant increase in breast cancer funding. Of that increase, $210 million came
from the Defense budget to the Department of the Army to establish the DOD BCRP. Due
to its outstanding success and bipartisan support, Congress has continued to fund this pro-
gram each year — bringing its total to more than $1 billion for peer-reviewed breast
cancer research.

The DOD Peer-Reviewed Breast Cancer Research Program has led the way in forging new
and innovative directions for breast cancer research. It has been amodd that others have
replicated. The program is renowned for its efficient use of resources — more than 90%

of the funds go directly to research grants. The program is unique because it includes con-
sumer advocates at every level and reports the results of its research to the public.

In the first session of the 106th Congress, NBCC asked Members of Congress to sign on

to aletter to the House/Senate Defense A ppropriations Chairmen requesting $175 million
for the DOD BCRPfor fiscal year 2000. As aresult, 225 Representatives and 62 Senators
signed on to this letter in support of increased funding for this program. Both the House and
Senate Defense Appropriations Committees met the Coalition’s request. Congress passed,
and the President signed legidation that included $175 million for the DOD BCRP.

In the second session of the 106th Congress, NBCC made a similar request for a continued
high level of funding for the DOD BCRP at $175 million in fiscal year 2001. With 235
Representatives and 64 Senators signed on to this letter, both the House and Senate Defense
Appropriations committees met this request. Congress then passed and the President signed
legidation that included $175 million for the DOD BCRP.

NBCC could not have accomplished this goal without the particular leadership of the
following Members of Congress.

Senate:

= Senate Defense Appropriations Chairman Ted Stevens (R-AK) and Ranking
Member Daniel Inouye (D-HI): Led Senate Defense Appropriations Subcommittee in
meeting NBCC's request for $175 million for the DOD BCRP in both sessions of the
106th Congress.

Senator s Olympia Snowe (R-ME), Tom Harkin (D-1A), Susan Collins (R-ME),
Patrick Leahy (D-VT) and Arlen Specter (R-PA): Led the “Dear Colleague’ letters




in the Senate, which requested that their colleagues sign on to aletter to the Senate
Defense Appropriations Committee requesting $175 million for the DOD BCRP for
fiscal year 2000 and fiscal year 2001.

(Note: Senator Tom Harkin (D-1A) and Senator Alfonse D’ Amato (R-NY) led the
fight on the Senate floor in 1993 resulting in the $210 million which established the
DOD BCRP)

Senator Leahy: Tracked money Congress appropriated to the DOD BCRPto ensure
that it moved expeditioudly to the U.S. Army Medical Research and Materiel Command
that administers the program.

House:

m House Defense Appropriations Chairman Jerry Lewis (R-CA) and Ranking
Member John Murtha (D-PA): Led House Appropriations Defense Subcommittee in
meeting NBCC's request for $175 million for the BCRP in both sessions of the 106th
Congress.

Representatives Nita Lowey (D-NY) and Connie Morella (R-MD): Led the “Dear
Colleagu€e’ letter in the House, which requested that their colleagues sign on to a letter

to the House Defense A ppropriations Subcommittee requesting $175 million for the
BCRPIn fiscal year 2000 and fiscal year 2001.




PRIORITY #2:

Support for the Breast and Cervical Cancer
Treatment Act
(S. 662/H.R. 4386 (formerly H.R. 1070))

Goal:

To enact the Breast and Cervica Cancer Treatment Act, which would give states the option
of providing Medicaid coverage for the trestment of low-income women diagnosed with
breast and cervical cancer through the federal Centers for Disease Control and Prevention
(CDC) Breast and Cervica Cancer Early Detection Program.

What NBCC Asked Members of Congress To Do:

Sign on as co-sponsors to H.R. 1070/S. 662, the Breast and Cervical Cancer Treatment Act,
and enact it into law. (To see which co-sponsors signed on to this legidation in the first ses-
sion of the 106th Congress, refer to NBCC's 1999 Voting Record.)

What This Voting Record Tracks:

Members receive a [ in the Voting Record for co-sponsoring S. 662/H.R. 1070. Members
receive a [] in the Voting Record for voting for H.R. 4386 (the re-introduced version of
H.R. 1070.)

Status:

The House of Representatives voted 421-1 to pass H.R. 4386, (formerly H.R. 1070) the
Breast and Cervical Cancer Treatment Act on May 9, 2000. The Senate passed H.R. 4386
unanimously on October 4, 2000, and on October 12, 2000, the House adopted the Senate-
passed bill. The President signed this legidation into law on October 24, 2000.

Passage of the Breast and Cervical Cancer Treatment Act closes a critical gap in an existing
federal policy (established by Congressin 1990) that screens low-income women for breast
and cervical cancer, and then leaves them to scramble for treatment that is becoming
increasingly difficult to secure.

The Centers for Disease Control and Prevention’s (CDC) Breast and Cervica Cancer Early
Detection Program (BCCEDP) currently relies on an ad-hoc system of charity care to treat




women diagnosed through the program. The current strategy for finding these women
treatment is fragile and deteriorating. Resources intended for screening are being diverted
from the screening program that is currently only able to screen about 15% of the women
who are nationally digible.

Patients from all over the country who have been screened through this program,
BCCEDP coordinators and physicians providing charity care to women the program has
diagnosed have testified about the vital need for the treatment component that passage of
the Breast and Cervical Cancer Treatment Act will provide.

This legidation had overwhelming bipartisan support prior to its passage — 318 House
co-sponsors and 76 Senate co-sponsors. In the 1st Session of the 106th Congress, the
National Breast Cancer Codition worked with lead sponsors to gather co-sponsors and
pushed for hearings to be held in the House and Senate Committees.

Following this overwhelming bipartisan support for the bill, hearings were held in the
House Commerce Health and Environment Subcommittee, and shortly theresfter, in the
Senate Finance Health Subcommittee. These hearings helped establish why this legidation
was critical to save women's lives. Both the House Commerce Committee and the Senate
Finance Committee members voted unanimously in support of this hill.

In the 2nd session of the 106th Congress, funding for the Breast and Cervical Cancer
Treatment Act was included in Congress' fiscal year 2001 budget. H.R. 4386 (the re-intro-
duced version of H.R. 1070) was subsequently brought to the House floor for a vote, where
it passed 421-1. Following passage in the House, this legidation was brought to the Senate
floor, where it passed under unanimous consent. When the Senate-passed bill needed to be
approved by the House in October, the House approved it with no changes so that it could
be signed into law prior to Congress' adjournment.

A number of Governors from across the country have endorsed this bill. Their support will
be critical as the National Breast Cancer Coalition begins working to get states to ‘opt-in’
to the treatment component this legidation provides.




NBCC applauds the following Members of Congress for their extraordinary leadership in
working to get the Breast and Cervical Cancer Treatment Act enacted this year:

Senate:

= Senate Mgjority Leader Trent Lott (R-MS) and Senator Minority Leader Thomas
Daschle (D-SD): Brought the Breast and Cervical Cancer Treatment Act to the Senate
floor for avote, where it passed under Unanimous Consent.

Senator Olympia Snowe (R-ME): Played aleadership role in working with Senator
Lott to bring S. 662, as passed out of the Finance Committee, to the Senate floor before
the end of the 106th Congress.

Senator Richard Bryan (D-NV) and Senator Danidl Patrick Moynihan (D-NY):
Included S. 662 in the Demoacratic version of the Balanced Budget Relief Act.

Senate Finance Committee Chairman William Roth (R-DE) and Ranking M ember
Danidl Patrick Moynihan: Marked up thislegidation in the full Finance Committee,
which voted unanimously in support of this hill.

Senators Lincoln Chafee (R-RI), Charles Grasdey (R-IA) and Orrin Hatch (R-UT):
Became stalwart supporters and tirel ess advocates for passage of S. 662 in the late
Senator Chafee's absence.

The late Senator John Chafee, Senator William Roth, and Senator John Rockefeller
(D-WV): Held a hearing in the Senate Finance Subcommittee that helped establish a
strong record in support of passage of S. 662.

The late Senator John Chafee, and Senators Barbara Mikulski (D-M D), Olympia
Snowe, Daniel Patrick Moynihan and Gordon Smith (R-OR): Lead Senate sponsors
of the Breast and Cervical Cancer Treatment Act.

House:

m Speaker of the House DennisHastert (R-1L) and Representative Sue Myrick
(R-NC): Exercised extraordinary leadership in bringing H.R. 4386 back to the House
floor for avote in October, ensuring that no changes were made to the Senate-passed
version of the bill so it could be enacted before the 106th Congress adjourned.




Speaker Hastert and House Minority Leader Richard Gephardt (D-MO): Brought
the Breast and Cervical Cancer Treatment Act to the House floor for avote in May
2000, where it passed overwhelmingly 421-1.

Representatives Tammy Baldwin (D-W1) and Ernest Fletcher (R-KY): Led the
charge to include funding for the Breast and Cervical Cancer Treatment Act in
Congress fiscal year 2001 budget.

House Commer ce Committee Chairman Tom Bliley (R-VA) and Ranking M ember
John Dingel (D-M1): Marked up this legidation in the full Commerce Committee
which voted unanimously in support of this hill.

House Commer ce Committee Chairman Tom Bliley, Health and Environment
Subcommittee Chairman Michael Bilirakis (R-FL) and Ranking Member Sherrod
Brown (D-OH): Held a hearing and a markup of H.R. 1070 in the House Subcommittee
on Health and Environment. Testimony from this hearing established an important
record for passage of this bill. Members of the Subcommittee voted unanimously to

pass this legidation aong to the full Committee.

Representative Anna Eshoo (D-CA): Envisioned a“Mother’s Day” campaign to get
amajority of Representatives to co-sponsor the legidation by Mother’s Day of 1999

(218 Representatives). Working with Representative Rick Lazio (R-NY), Lois Capps
(D-CA), and lleana Ros-L ehtinen (R-FL ), she met—and exceeded—this goal.

Representatives Rick Lazio, Anna Eshoo, Ileana Ros-L ehtinen and L ois Capps.
Lead House sponsors of H.R. 1070, the Breast and Cervical Cancer Treatment Act
which had more than 300 co-sponsors in the 106th Congress.




PRIORITY #3:

Support for the Breast Cancer and
Environmental Research Act
(S. 2287/H.R. 3433)

Goal:

To enact the Breast Cancer and Environmental Research Act, which would authorize

$30 million for each of the fiscal years 2001 through 2006 to the National Institute of
Environmental Health Sciences (NIEHS) to award grants for the development and opera-
tion of research centers regarding the study of the potential links between the environment
and breast cancer. These centers would be multi-ingtitutional and multi-disciplinary, and
would award grants based on a competitive, peer-reviewed process involving consumer
advocates.

What NBCC Asked Members of Congress To Do:
Sign on as co-sponsors to H.R. 3433/S. 2287, the Breast Cancer and Environmental
Research Act, and work towards enacting it into law.

What This Voting Record Tracks:
Members receive a [ in the Voting Record for co-sponsoring H.R. 3433/S. 2287.

Status:

H.R. 3433 has 95 co-sponsors in the House of Representatives and was referred to the
House Commerce Committee with no further action taken. The House Appropriations
Committee’s Labor Heath and Human Services Committee Report included language
supporting the gods of H.R. 3433. With 16 co-sponsors in the Senate, S. 2287 was
referred to the Senate Committee on Health, Education, Labor and Pensions with no
further action taken.

Breast cancer is a complex disease that occurs in an environmentally complex world. It is
generaly believed that the environment plays some role in the development of breast can-
cer, but the extent of that role is not understood. NBCC believes that more research needs
to be done to determine the impact of the environment on breast cancer, which has been
under-studied. The Codlition believes that before the answers are found, the right questions
must be asked. It isimportant that a comprehensive strategy be developed in pursuit of the




right questions and the right answers, towards knowing how to prevent, treat, and cure
breast cancer.

The National Breast Cancer Codlition supports passage of H.R. 3433/S. 2287, the Breast
Cancer and Environmental Research Act, because it pursues the comprehensive strategy
necessary for better understanding the links between the environment and breast cancer.

NBCC thanks the following Members for their leadership in helping to move the Breast
Cancer and Environmental Research Act forward this year:

Senate:

m SenatorsLincoln Chafee (R-RI) and Harry Reid (D-NV): Introduced S. 2287, the
Breast Cancer and Environmental Research Act, in the Senate. Senator Reid, in his
capacity as aMember of the Senate Appropriations Committee, worked to include lan-
guage in the Senate Appropriations Committee’s Labor Health and Human Services
Committee Report that supports the intent of S. 2287.

House:

= Representative Nita Lowey (D-NY): Introduced H.R. 3433, the Breast Cancer and
Environmental Research Act, in the House of Representatives, and worked to include
language in the House A ppropriations Committee’'s Labor Health and Human Services
Committee Report that supports the intent of H.R. 3433.




PRIORITY #4:

Support for the Medicare Cancer
Clinical Trials Coverage Act
(S. 784/H.R. 1388)

Goal:

To enact the Medicare Cancer Clinical Trials Coverage Act that would guarantee cancer
patients who are Medicare beneficiaries coverage for routine patient care costs received in
peer-reviewed clinical trials.

What NBCC Asked Members of Congress To Do:
Sign on as co-sponsors to S. 784/H.R. 1388, the Medicare Cancer Clinica Trials Coverage
Act, and enact it into law this year. (To see which co-sponsors signed on in the 1st Session
of the 106th Congress, refer to NBCC's 1999 Voting Record.)

What This Voting Record Tracks:
Members receive a [ in the Voting Record for co-sponsoring S. 784/H.R. 1388.

Status:
Legidation referred to the Senate Committee on Finance and the House Committees on
Commerce and Ways and Means where no further Congressional action was taken.

On June 7, 2000, President Clinton signed an Executive Memorandum requiring that
Medicare cover dl routine patient care costs for Medicare beneficiaries participating in
approved clinica trials. This Executive action, which will be followed by the implementa-
tion of aNational Coverage Decision, negates the need for Congressional action on this
legidation.

NBCC believes that the insurance industry — whether Medicare or private payers —
must reimburse the costs associated with routine medical carein al phases of high-quality
research trias. Individuals diagnosed with cancer must receive trestment, whether or not
they decide to participate in aclinical trial. If acancer patient decidesto participatein a
clinical trial, she will receive either the standard treatment for the disease or the new inter-
vention being tested. Insurance typically covers routine care costs, such as blood tests, for
patients who receive standard treatment. Likewise, these costs should be covered for those
consumers who choose to be treated within the context of an approved clinical trial.




Patients may be reluctant to participate in clinical trials unless they are assured that their
medical needs and treatment costs will be covered. Efforts must be focused on increasing
patient participation in research, because it is the only means to test newer and better treat-
ments, and thus, to save lives. In fact, high-quality clinical trials provide the best evidence
of whether an intervention will work. Learning how to prevent breast cancer, how to treat
it, and ultimately how to cureit is not possible without clinical trials.

As an example of the importance of clinical trial participation, mortality in childhood
cancers has dropped 57% since the early 1970s. It is no coincidence that 70% of cancer
patients younger than 19 participate in clinical trias. Clinical tria participation, however,
falls drastically with respect to increasing age. In order to discover better means of detect-
ing, preventing, treating, and curing cancer, more adults must have access to and participate
inclinical trials.

Ensuring that associated costs for clinical trials will be covered by Medicareis acritical
step in encouraging greater participation in clinical trials.

The following Members have been extraordinary leaders in the push to move this
legidation forward towards enactment:

Senate:
= Senators Connie Mack (R-FL) and John Rockefeller (D-WV): Lead Senate sponsors
of S. 784, the Medicare Cancer Clinical Trials Coverage Act.

House:
= Representatives Nancy Johnson (R-CT) and Ben Cardin (D-MD): Lead House
sponsors of H.R. 1388, the Medicare Cancer Clinical Trials Coverage Act.




PRIORITY #5:

Support for the Genetic Information
Nondiscrimination in Health Insurance Act
and the Genetic Nondiscrimination in Health
Insurance and Employment Act

(H.R. 306; H.R. 2457/S. 1322)

Goal:

To enact H.R. 306, the Genetic Information Nondiscrimination in Health Insurance Act, and
S. 1322/H.R. 2457, the Genetic Nondiscrimination in Health Insurance and Employment
Act that would prohibit health insurance and employment discrimination based on genetic
information.

What We Asked Members of Congress To Do:

NBCC urged Members of Congressto sign on as co-sponsors to H.R. 306, the Genetic
Information Nondiscrimination in Health Insurance Act, and S. 1322/H.R. 2457, the
Genetic Nondiscrimination in Health Insurance and Employment Act, and to enact this
legidation into law this year.

What This Voting Record Tracks:

Members receive a [ in the Voting Record for cosponsoring H.R. 306 and S. 1322/H.R.
2457. (To see which co-sponsors signed on to this legidation in the first half of the 106th
Congress, refer to NBCC's 1999 Voting Record.)

Senators also receive a L in the Voting Record for voting in favor of Senate Amendment
3688 (S. Amdt. 3688), an enforceable genetic nondiscrimination amendment to the fiscal
year 2001 Senate Labor Health and Human Services Appropriations bill. (Note: This vote
does not apply to House Members since a similar vote in the House of Representatives did
not occur.)

Status:

H.R. 306 was referred to the House Committee on Ways and Means Subcommittee on
Health, the House Commerce Subcommittee on Health and Environment and the House
Committee on Education and the Workforce.




H.R. 2457 was referred to the House Commerce Subcommittee on Health and
Environment, the House Education and the Workforce Subcommittee on Employer-
Employee Relations and the House Committee on Ways and Means.

S. 1322 was referred to the Senate Committee on Hedlth, Education, Labor and Pensions.

Aside from the amendment offered to the Labor Health and Human Services
Appropriations bill in the Senate, no further Congressiona action was taken.

Asthe mapping of the human genome continues to progress and new genetic tests are
developed, the National Breast Cancer Coalition strongly believes that legidative and regu-
latory strategies must be established to address the protection of individuals from the mis-
use of their genetic information. Genetic information is uniquely private information that
should not be disclosed without authorization by the individual. Improper disclosure can
lead to significant harm, including discrimination in the areas of employment, education,
health care and insurance.

H.R. 306, the Genetic Information Nondiscrimination in Health Insurance Act, would
go beyond the protections offered in the Kassebaum-K ennedy Health Insurance Reform

Act of 1996 by extending protections against misuse of genetic information to al health
plans — both federally regulated and state-regulated insurance — as well as government,
church, individual and Medicare supplemental coverage policies. Passage of this hill
would prohibit these plans from discriminating against individuals based on their private
genetic information.

S. 1322/H.R. 2457 would extend the protections offered in H.R. 306 to the
employment arena.

NBCC believes that legidation must be passed to ensure that individuals are not discrimi-
nated against either by their heath plans or their employers based on genetic information.

On February 8, 2000, President Clinton signed an Executive Order that bans genetic dis-
crimination in the federal workplace. The order prohibits every federal department and
agency from using genetic information in any hiring or promation action.




NBCC recognizes the outstanding leadership of the following Members of Congress who
helped to move the genetic nondiscrimination issue forward:

Senate:
= Senators Tom Daschle (D-SD) and Ted Kennedy (D-MA): Introduced S. 1322, the
Genetic Nondiscrimination in Health Insurance and Employment Act.

Senator s Kennedy, Daschle, Tom Harkin (D-1A) and Christopher Dodd (D-CT):
Offered the text of S. 1322 as an amendment (S. Amdt. 3688) to the fiscal year 2001
Senate Labor Health and Human Services Appropriations bill. (Note: This amendment
failed by avote of 44-54. See chart for how Senators voted.)

House:

= Representative L ouise Slaughter (D-NY): Lead House sponsor of H.R. 306, the
Genetic Information Nondiscrimination in Health Insurance Act and H.R. 2457, the
Genetic Nondiscrimination in Health Insurance and Employment Act.

NBCC also would like to thank Senators Christopher Dodd and Ted Kennedy and
Representative L ouise Slaughter (D-NY) who tried (unsuccessfully) to include the issue

of genetic nondiscrimination in the managed care debates in both the House and Senate.

NBCC did not support Senator Olympia Snowe's (R-ME) S. 543, the Senate
Nondiscrimination in Health Insurance Act, because it did not go far enough to ensure that
patients who were discriminated against would be able to enforce the protections this legis-
lation would offer. Similarly, NBCC could not support Senator Jim Jeffords (R-VT) for
his effort to include the text of this legidation in the fiscal year 2001 Senate Labor Health
and Human Services Appropriations. While the Coalition appreciates both Senators
Snowe's and Jeffords’ efforts to address the issue of genetic discrimination, NBCC
believes that without strong enforcement mechanisms, this legislation would fail to
adequately protect individuals.




PRIORITY #6:

Passage of a Strong and Enforceable Patients’
Bill of Rights that Reflects the Principles in the
House-passed H.R. 2723, the Bipartisan
Consensus Managed Care Improvement Act

Goal:

To enact meaningful and enforceable health care reform legidation, consistent with the
principles included in the Bipartisan Consensus Managed Care Improvement Act, H.R.
2723, sponsored by Representative Charles Norwood (R-GA) and John Dingell (D-MI),
which would protect the rights of women and their families.

What NBCC Asked Members of Congress To Do:

Vote only in favor of real patient protection that covers al individuas in private
health plans, and includes strong enforcement mechanisms with aright to sue in state
and federa court.

What This Voting Record Tracks:

Representatives receive a L] in the Voting Record for voting in favor of H.R. 2723.
Senators receive a L in the Voting Record for voting in favor of Senate Amendment
3693 (S. Amdt. 3693), an amendment to the Senate Labor Health and Human Services
Appropriations bill which included the text of H.R. 2723.

Status:

In the 1st session of the 106th Congress, only the House of Representatives passed compre-
hensive patient protection legidation, which would apply broadly to cover dl individualsin
private health plans and contained strong enforcement mechanisms. The patient protection
bill passed by the Senate was unacceptable to NBCC because it only covered individualsin
self-insured plans and did not contain strong enforcement mechanisms.

In the 2nd Session of the 106th Congress, efforts to conference the House and Senate

bills broke down when agreements could not be reached on the issues of scope (whether to
cover individuasin group health plans only, or in al private plans) and liahility (whether to
alow individuals a private right of action and the opportunity to collect punitive damages).




NBCC supports passage of comprehensive legidation that would make quality health care
available and accessible to everyone. The Coalition's god is a dynamic heathcare system
that recognizes quality, appropriately manages cost and supports research.

NBCC believes that breast cancer patients have fundamental rights including: coverage for
routine health costs associated with participation in clinical trials, the right to receive accu-
rate information about their health plans; access to the right providers; involvement in treat-
ment decisions based on sound science; and confidentiality of their health information.

The Codlition also believes that any patient protection bill must include a strong enforce-
able mechanism with aright to sue in state and federal court. Under the current law, man-
aged care companies can only be held accountable for the cost of the benefit it should have
provided in the first place. This does no good if a patient has died, or if a patient has suf-
fered grave loss as aresult of denia of care. While the debate over patient protections
should not be about lawsuits and remedies, it is essentia that it be about how to ensure that
breast cancer patients, and al patients, are guaranteed access to the quality care they need.
If health plans comply with the law, then those enforcement mechanisms will never have to
be used. Patients need to know that these mechanisms are in place for their protection.

Although a number of patient protection bills were introduced in the House and Senate,
only S. 6/H.R. 358, the Patients Bill of Rights, and H.R. 2723, the Bipartisan Consensus
Managed Care Improvement Act, would provide patients with a strong and accessible
enforcement process that would alow them to uphold their patients rights. It isfor this
reason that these were the only patient protection bills that NBCC endorsed.

NBCC recognizes the leadership of the following Members of Congress in the debate on
furthering passage of a meaningful patient protections:

Senate:
= Senators Tom Daschle (D-SD) and Ted Kennedy (D-MA): Lead Senate sponsors of S.
6, the Patients' Bill of Rights—which would accomplish the Coalition’s goals.

= Senators Byron Dorgan (D-ND) and Ted Kennedy: Offered the text of H.R. 2723 as
an amendment (S. Amdt. 3693) to the fiscal year 2001 Senate L abor Health and Human
Services Appropriations bill (Note: This amendment failed by a vote of 47-51. See chart
for how Senators voted.)




House:

= Representatives Charles Norwood (R-GA), John Dingell (D-M1), and Greg Ganske
(R-1A): Lead House sponsors of H.R. 2723, the Bipartisan Managed Care |mprovement
Act which passed the House 275-151.

NBCC did not endorse S. 374, the Promoting Responsible Managed Care Act of 1999,
offered by the late Senator John Chafee (R-RI), and Senators Bob Graham (D-FL),
Joseph Lieberman (D-CT), Arlen Specter (R-PA), Max Baucus (D-MT), Chuck Robb
(D-VA) and Evan Bayh (D-IN) becauseit did not provide the ability to win punitive dam-
agesin adate cause of action (if ahealth plan violated the law). However, the Coalition
appreciates the work they did to move the issue of patient protections forward.

NBCC also did not endorse the Health Care Quality and Choice Act of 1999, offered by
Representatives Tom Coburn (R-OK), John Shadegg (R-AZ), Bill Thomas (R-CA),
Jim Greenwood (R-PA) and Porter Goss (R-FL). The Coalition was concerned that the
enforcement provision included in this bill placed too many limitations on the damages that
could be assessed in a court of law (if a health plan violated the law).
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