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cancer, and Long Island’s
rate is especially high. Ac-
cording to one set of statis-
tics, in the 1980’s there were
94.7 cases of breast cancer
for every 100,000 women,; in
Nassau County on Long Is-
land, the rate was 110.6
cases. For years there has
been talk of scattered can-
cer clusters on Long Island
— not just for breast cancer
but all forms of the disease.

What would eventually be-
come 1 in 9 began in 1987,
after Francine Kritchek, a
petite blond grandmother
and teacher, had a mastec-
tomy; Marie Quinn, a friend
from work, admitted what
she had told no one before:
she, too, had breast cancer.
The next year, Kritchek and
Quinn sent a letter about the
disease to everyone in their
school.

But what really got them
going was a state study of
Long Island’s breast cancer
that found a relationship be-
tween high breast cancer in-
cidence and high levels of
household income. The
study deemed environmen-
tal factors negligible, and
said no further studies were
warranted.

Women all over Long Is-
land were outraged by the
state’s conclusions, among
them Kritchek and Quinn,
who later died of her cancer.
They contacted Balaban at
Adelphi, put a small ad in
the local paper and sent a
mailing to hundreds of peo-
ple announcing a meeting.
“Fifty-seven angry, frus-
trated women showed up,”
Kritchek says. Soon 1 in 9 was
making local headlines, most
notably with a protest by 300
women, some in wheelchairs,
in front of the courthouse in
Nassau County.

“The AIDS activists were

news conference with Sena-
tor D’Amato in January on
“discrepancies,” “archaic
thinking” and “patronizing
implications” in the report.

The group also pledged to
organize a study of its own in
November, led by two
breast cancer researchers,
Susan Love and Dr. Devra
Lee Davis of the National
Academy of Sciences. Other
groups, meanwhile, are dis-
tributing and tabulating
questionnaires to identify
possible clusters in Hunting-
ton, West Islip and Long
Beach.

CTIVISTS FOR
the National
Breast Cancer Co-
alition say they
want a cure. But is
money — even un-
limited Federal
funding — the an-
swer? The millions of dol-
lars allocated and used for
AIDS research has not yet
produced promising resulits.
The Komen Foundation
gives grant money to post-
doctoral researchers in
many different areas be-
cause, says Greenberg, “a

does chemotherapy knock
out some cells but not all of
them?” Langer asks.

Coalition leaders like Love
think that money ear-
marked for breast cancer
research can answer some
of these questions, as well as
throw light on how breast
cancer starts.

“Basically, all cancer is
genetic,” says Love. “It’s not
all hereditary, but it’s all ge-
netic. What that means is,
it’s all a gene that screws
up.” Carcinogens, she says,
interfere with normal genes.
“What are these carcino-
gens in breast cancer? We
don’t have a clue. Could they
be hormones? Sure. Could
they be a virus? Sure.” It
could be pesticides, food ad-
ditives or “a million” other
things.

At the National Cancer In-
stitute, Kessler is sympathet-
ic to the movement’s goals,
but doubtful of its success. In
his expert opinion, he says,
“clinically, it's going to be im-
possible to detect” the first
cellular changes that lead to
breast cancer.

Love is undeterred. Scien-
tists should look for the ear-

generally voiced off the
record, is that the coalition’s
determination to get more
money for breast cancer
will mean less money for
other diseases. Critics
squirm at the thought of “po-
liticizing” medical research.
The coalition members
describe this as backlash.
“We don’t want a bigger
piece of the pie,” they repeat
again and again. “We want a
bigger pie.” They say re-
search has always been po-
litical, because there has
never been enough money
for research. “Someone has
been making the decision to
fund ‘X’ at the expense of ‘Y.’
For too long those decisions
have been made at the ex-
pense of women’s lives,”
says Visco. “We’ve come
along and we've said
enough, stop; you have to
start spending more of that
money on breast cancer.”
According to a story that
Lesley Stahl of CBS News
told at a charity lunch, Con-
gress first saw breast can-
cer as a political matter in
1988, during the Reagan Ad-
ministration, when Congres-
sional women wanted Medi-

care bill was repealed. But
when George Bush became
President, he needed the
Congressional women’s
votes to pass his budget, and
they again asked for mam-
mogram coverage. The
President agreed, but said
he’d have to swap it for
something else, Stahl says:
funds for a children’s pro-
gram called Wee Tots.
Inthe last two years, since
its collective consciousness
was raised by Anita Hill's
testimony at the Clarence
Thomas hearings, Congress
has learned to pay more re-
spect to women’s issues, in-
cluding breast cancer. In
part, this is because more
and more lawmakers have
personal experience with
the disease. Senator Harkin,
who championed the $210
million in defense money for
breast cancer, lost two sis-
ters to the disease. Repre-
sentative Nita Lowey, Dem-
ocrat of New York, lost her
mother and two aunts; she
has sent a letter to President
Clinton signed by 185 of her
Capitol Hill colleagues en-
dorsing the advocates’ 1993
goals. Representatives Bar-
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bara Vucanovich, Republican of Nevada, and Marilyn
Lloyd, Democrat of Tennessee, are themselves survi-
vors and have made breast cancer issues part of
their legislative proposals.

In the Senate, Patrick J. Leahy, Democrat of
Vermont, arranged for the coalition to show its for-
mal display, “The Faces of Breast Cancer,” in the
rotunda of the Russell Senate Office Building for a
week. Although Senator Orrin G. Hatch, Republican
of Utah, was one of the four who voted against
Harkin’s $210 million Defense Department maneu-
ver, he has since sponsored a bill requiring public
health programs to provide clients with information
about cervical and breast cancer.

“So what?” say some activists, implying that
Hatch’s response was trivial. But Lowey is encour-
aged. “You build support where you can get it,” she
says.

URING THE WASHINGTON WORKSHOPS
in May, in a session called “Identifying
Opportunities for Influence,” Sheila L.
Swanson of the Bay Area Breast Cancer
Network in San Jose, Calif., tells the audi-
ence: “We have to make it clear: We may
have had mastectomies, but we did not
have a lobotomy.” Her listeners cheer, and
the next day several hundred of them buoyantly hurl
themselves into the world of big-time lobbyists. Their
inexperience sometimes can work for them; after all,
these are voters first, lobbyists second. But other
times inexperience leads to emotionally bruising con-
frontations.

In the office of Senator Daniel Patrick Moynihan,
a dozen women believe they have an appointment
with the Senator at 12:30 P.M. He is not there; an aide
will speak with them. The meeting room is unavail-
able. Grumbling a little, the novice lobbyists — some
of them using canes because their cancer has spread
to the spine, others pasty-faced from chemotherapy
— follow her to a dimly lighted basement lunch room
full of workers grabbing a quick bite or smoke.

Scattered wrappers and bits of food litter the ta-
bles. Several women sweep the table tops clear before
sitting. They push close to hear; the din from the
vending and change-making machines is constant.

Yet they stick to their script: “As you sit here,
every 12 minutes a woman dies.” And: “What we’re
doing now probably will not save our lives. We're
doing it for our daughters, and our sisters.” They end,
as instructed by workshop leaders, on a positive note,
thanking the aide for the Senator’s past support.

Afterward, in the hallway, Kritchek is furious.
“Never in all my years have I been treated like this,”
she says. “It was insensitive, it was offensive.” Brian
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Network in San Jose, Calif., tells the audi-

ence: “We have to make it clear: We may

have had mastectomies, but we did not

have a lobotomy.” Her listeners cheer, and

the next day several hundred of them buoyantly hurl

themselves into the world of big-time lobbyists. Their

inexperience sometimes can work for them; after all,

these are voters first, lobbyists second. But other

times inexperience leads to emotionally bruising con-
frontations.

In the office of Senator Daniel Patrick Moynihan,

a dozen women believe they have an appointment

with the Senator at 12:30 P.M. He is not there; an aide

will speak with them. The meeting room is unavail-

able. Grumbling a little, the novice lobbyists — some

| of them using canes because their cancer has spread

to the spine, others pasty-faced from chemotherapy
— follow her to a dimly lighted basement lunch room
full of workers grabbing a quick bite or smoke.

Scattered wrappers and bits of food litter the ta-
bles. Several women sweep the table tops clear before
sitting. They push close to hear; the din from the
vending and change-making machines is constant.

Yet they stick to their script: “As you sit here,
every 12 minutes a woman dies.” And: “What we're
doing now probably will not save our lives. We're
doing it for our daughters, and our sisters.” They end,
as instructed by workshop leaders, on a positive note,
thanking the aide for the Senator’s past support.

Afterward, in the hallway, Kritchek is furious.
“Never in all my years have I been treated like this,”
she says. “It was insensitive, it was offensive.” Brian
Connolly, Moynihan’s press secretary, later de-
scribes the way the meeting went as “unfortunate,”
but says the group had erred by not letting him know
that journalists would be coming.

A few days later, at home in Hicksville, L.I,
Kritchek is upbeat: giving interviews, making dinner,
working the telephone and planning 1 in 9’s next
Walk-Run fund-raising event.

“Nothing will ever happen to breast cancer,” she
says, ‘“unless it is politicized.”

AS OF THIS WRITING, THE COALITION’S PRESI-
dent, Fran Visco, has been named to President Clin-
ton’s cancer panel.

Long Island’s 1 in 9 gave Fran Kritchek the first
Marie Quinn Memorial Award.

Matuschka is making one-breasted self-portrait
postcards.

Liz LoRusso is considering starting an experi-
mental vaccination program for breast cancer in
Chicago.

Sherry Kohlenberg, the woman who promised not
to go silent into the dark night, met with Bill and Hillary
Rodham Clinton in June. She died on July 14. B
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Overview of Events

Breast Cancer Advocacy

Sunday April 30

FORGING AHEAD IN 1995

The National Breast Cancer Coalition is a grassroots
advocacy organization dedicated to the eradication of the
breast cancer epidemic through action and advocacy.
Since its inception in 1991, the Coalition’s membership
has grown to more than 300 organizations, representing
several million patients, professionals, women, their fami-
lies, and friends, and tens of thousands of individual
members.

The accomplishments of the NBCC have
fundamentally changed our nation’s deadly indifference
to breast cancer. NBCC has:

* built a grassroots network of advocates across the

country, with members in every state.

* successfully fought for a five fold increase in federal
funds for breast cancer research.
targeted President Clinton with 2.6 million
signatures which resulted in his commitment to
create a National Action Plan to end breast cancer.
established working relationships with the nation’s
lawmakers and prestigious medical and research
institutions.

Hotel

The Washington Marriott

Located at 22nd and M Streets in Washington's
West End. Only fifteen minutes from Washing-
ton National Airport and Union Station. Three
block walk to either Foggy Bottom or Dupont
Circle Metro Station. Adjacent to Georgetown's
neighborhood, boutiques, and restaurants.

$149 per night + tax, single or double occupancy
triple/quad $20 additional per person + tax. Call
202-872-1500 or 800-344-4445. Be sure to
request the group rate for the National Breast
Cancer Coalition.

Special Thanks

To Our Sponsors

Bristol-Myers Squibb Oncology Division
Revion

The Streisand Foundation

The Blue Ridge Foundation

Coloplast, Corp: featuring Amoens & Discrene brands

This conference is a project of the
National Breast Cancer Coalition Fund.

12:00 NOON-5:00 pm: Registration.

12:30-2:00 pm: Lobby Day Briefing.

3:00-4:30 pm: Organizational Membership Meeting.
5:30-7:00 pm: Reception for Conference attendees.

Monday May 1

7:00 am: Registration.

8:00 AmM-4:45 pm: Third Annual Advocacy Training
Conference.

Tuesday May 2

10:00-10:45 am: Lobby Day Briefing.

10:45 Am-5:00 pm: Annual NBCC Membership
Lobby Day on Capitol Hill.

Registration

Open registration begins at noon on Sunday at the
Washington Marriott. This is an opportunity for you
to pick up name tags, workshop assignments and
conference materials the day before. Registration is
required for attendance at reception.

Reception

The National Breast Cancer Coalition invites
conference registrants to a reception at the Washington
Marriott. This is a unique opportunity to meet NBCC
Board, Staff and Conference Speakers, and a time to
network with breast cancer activists from across the
country. The reception is included in the conference
fee.

Organizational Membership Meeting

Organizations that are current members of NBCC are
entitled to send a representative to the Annual Mem-
bership Meeting. The meeting will update members
on our activities and provide an opportunity to ask
questions and offer suggestions.

Annual NBCC Membership Lobby Day and Briefings

This year NBCC will hold two lobby briefings to
ensure that all your questions and concerns are
addressed before we send you off to lobby your rep-
resentatives on Capitol Hill. Packets of informtaion will
be handed out at the briefings. If you are planning to
attend Lobby Day, attendance at one of these briefings
is critical. Lobby Day briefings will be held on Sunday
at the Washington Marriott and again on Tuesday
morning before lobbying begins on Capitol Hill. A bus
will be available to take participants from the Marriott
to Capitol Hill on Tuesday morning.
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One thousand breast
cancer advocates
marched from the
National Museum of
Women in the Arts to
the Ellipse on October
18, 1993 — demanding

members and friends stood in the East
Room of the White House and presented
President Clinton with 2.8 million
signatures.

Dear Activists,

I am extremely pleased to introduce
the premiere issue of our quarterly news-
letter, Call to Action. There is so much to

a national strategy to
end the breast cancer

report, we decided to make this a double
issue. This newsletter is about the grassroots
organizations that make up the Coalition
and the actions we are taking in our ongoing
fight to eradicate the breast cancer epidemic.
We recognize that an effective grassroots net-
work requires informed and educated advo-
cates with whom we regularly communicate.
We are committed to making this network
as forceful and productive as needed to
achieve our goals. This newsletter is an
important step in that direction.

Our 1993 efforts did not rest with the
petition drive. Our work helped increase
the domestic appropriations for breast cancer
research by another s100 million. We also
worked to increase funding for the Depart-
ment of Defense breast cancer program,
and we received an additional $25 million
for that project, which has attracted close
to 3,000 proposals and is moving forward
rapidly. The s210 million appropriated last
year plus this year's 25 million will be allo-
cated to exciting and innovative research

Our efforts have escalated from the
first signature drive in October 1991, through
research hearings in February 1992 and our
$300 Million More! campaign to the culmin-
ation of Campaign 93 — our drive to collect

projects over the next several months.

The landmark accomplishments of last
year are only a beginning. Our strength lies
in you — our membership and grassroots net-
work. We will continue to wage the war and

. | . Tha
} National
‘ @ Breast Cancer

Coalition
A grassroots advocacy effort

2.6 million signatures on a petition to the
President. You, our members, sponsors,
supporters and friends, surpassed that
goal in less than six month’s time, and on
October 18, 1993, two hundred Coalition

speak out as long as women continue to live
in fear of breast cancer.

Fran Visco
President
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The National Breast Cancer Coalition
1707 L Street, NW, Suite 1060

Washington, D.C. 20036
(202) 296-7477
(202) 265-6854 fax

The National Breast Cancer
Coalition

CHALLENGING INDIFFERENCE,
CHANGING THE RULES.

THE
National
Breast Cancer

Coalition [

In 1991, a small group of women confronted a
growing national tragedy and decided they had
to change the country’s mindset about breast
cancer. They refused to accept the chronic
underfunding of breast cancer research. And
they refused to be defeated by the conspiracy of
silence and indifference surrounding a disease
that claims the lives of 46,000 American
women each year — a disease that has become
the leading killer of women aged 35-44 and the
major cause of cancer death for African Ameri-
can women.
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With vision and determination, these women
formed the National Breast Cancer Coalition,
an organization with a unique focus: action
and advocacy to end breast cancer.

The Coalition has built a grassroots network of
advocates across the country, with members in
every state. More than 300 organizations and
tens of thousands of individuals bring their
power and voice to our network. This remark-
able grassroots coalition has forever altered the
way that scientists, health care providers, the
government, and private industry deal with
breast cancer. It has empowered all those whose
lives are touched by this disease.

NBCC gave me so much hope, and

| transformed from a breast cancer “victim”
to a breast cancer Survivor/Activist!

| can't tell you what this

has meant to me and my family.

The members of NBCC are survivors, as well
as the children and parents, spouses, partners,
and friends of those who survive...and those
who have not. Our supporters and member
organizations encompass the universe of groups
that care about this issue, including physicians,
nurses, scientists, legislators, and others.

The National Breast Cancer Coalition has
fundamentally changed our nation’s deadly
indifference to breast cancer. NBCC'’s Cam-
paign '93 rargeted President Clinton with 2.6
million petition signatures and resulted in the
President’s full commitment to a National
Action Plan to fight breast cancer. NBCC was
a chief architect of this unprecedented plan,
which outlines concrete action steps in the
areas of health care, national policy, and
research.

The Coalition also advances change through

a National Action Network, nationwide
conferences for advocates, and extensive media
education. Our input is now sought by the
nation’s lawmakers and prestigious medical
and research institutions.

Perhaps the most important change we've
brought about is acceptance of the idea that
breast cancer survivors must have a say when
policies are formed and research funding
decisions are made.

“The National Breast Cancer Coalition [has] trans-
formed breast cancer from a closely guarded secret —
an issue once considered unfit for polite conversation
— and brought the issue to the front pages of our
newspapers, to the front steps of American house-
holds, and to the frontburner of the national agenda.”

Donna Shalala
Secretary of Health and Human Services



These Successes Are Just The Challenge Ahead
The Beginning :

Benchmarks For Change Join NBCC

The National Breast Cancer Coalition has

three major goals, and we've already made
significant achievements in all three areas:

1. Increase research into the cause, optimal
treatments, and cure for breast cancer.

The Coalition was chiefly responsible for boosting
federal funding for breast cancer from $80 million in
1990 to over $400 million in 1993 to $465 million in
1995.

2. Improve access for all women to high
quality breast cancer screening, diagnosis,
and treatment.

With the specifics of a national health plan at stake,
the Coalition has gained the attention and respect of
the President of the United States and other key poli-
cy makers. Our growing National Action Network
and nationwide advocate training program will help
ensure that universal access to breast cancer related
services and treatment remains a top government
priority.

3. Increase the influence that breast cancer
survivors have over research, clinical trials,
and national policy.

NBCC was the driving force behind a precedent-set-
ting National Summit on breast cancer, convened by
the U.S. Secretary of Health and Human Services in

December, 1993. This summit resulted in the world's
first comprehensive National Action Plan on Breast

Cancer.

The Coalition’s President was named Co-Chair of the
National Action Plan implementation process. She
was also appointed to the three-member President’s
Cancer Panel, which monitors the national cancer
program.

Members of the Coalition are also invited to testify
before Congress and to participate on panels such
as the one that oversees the $210 million Breast
Cancer Research Program of the Department of the
Army.

ONCE YOU EARN A SEAT AT THE
TABLE YOU CAN NOT WALK AWAY!

Finally, women with deep personal knowledge
about breast cancer have been invited into the
policy and budgetary discussions that control
our daughters’ destinies.

Is this the time to lessen our involvement?

Finally, funding for research that may unlock
the secrets of breast cancer has reached an
appropriate level for one year. But life-saving
answers are not found in one year.

Is this the time to relax and turn our attention
elsewhere?

And still, far too many women die simply
because they do not have access to quality med-
ical screenings and treatment. Others with
breast cancer cannot get employment or pur-
chase health insurance because they suffer the
stigma of their disease.

Can we let up on our pressure?

The answer to all these questions is a resounding
NO! Now, more than ever, The National
Breast Cancer Coalition can make a difference
...and so can you.

A COMPREHENSIVE NATIONAL
STRATEGY IS ESSENTIAL

NBCC has mobilized the power of the breast
cancer community, and now decision-makers
are paying attention. Due to our work, Presi-
dent Clinton and Secretary of Health and
Human Services Donna Shalala are fully com-
mitted to a national strategy to end breast can-
cer. The Action Plan exists, but now we must
ensure that it is implemented, turning our early
victories into long-term results.

Specifically, we must:

¢ Through education, turn consumers into
effective advocates in the political and
scientific arenas.

¢ Fight to continue adequate funding for
research. It will take years of sustained
research to understand and conquer breast
cancer.

¢ Monitor the use of hard-won research dol-
lars to ensure that scientists look for ways to
cure breast cancer and seek innovative new
treatment options.

¢ Ensure that breast cancer is adequately
addressed in national health care reform.

¢ Extend and strengthen our grassroots
advocacy network.

For those individuals or organizations interested in making
a substantial gift to the Coalition, we have a tax-exempt
education fund. For more information please call the
NBCC office.

ADD YOUR VOICE!

Now that we have the attention of decision-makers,
we can make a difference. But we need you. Every
additional Coalition supporter increases our clout in
the halls of Congress and in the world of medical
research. Every additional dollar enables us to train
advocates, mobilize the National Action Network,
bring grassroots lobbyists to Washington, and more.
Your support helps bring us closer to understanding
and ending the horror of breast cancer.

Yes! I want to stand up to the ignorance and
indifference about breast cancer! Here is my
contribution of:

_$20 __%$25 __$35* __$50 __$100
__$500 __$1,000 __ Other $

*a gift of this amount or more entitles you to receive
our quarterly newsletter, “Call to Action”

Please charge my gift to my: __Visa _— MasterCard

Account # Exp. Date

Signature

My gift is in honor/memory of:

__Yes! [ want 10 join the National Action Network and
be active in NBCC's work. Please contact me.

Name

Address

Cicy/State/Zip

Telephone (h) (w) (fax)

Please make checks payable to and mail to: The National Breast
Cancer Coalition, P.O.Box 66373, Washington, D.C. 20035
(202) 296-7477

In order to keep NBCC free to lobby aggressively on your behalf,
your contribution is not tax deductible.
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