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FUTURE 
PLANS 

NBCC Search for Major Gifts Director 

May Conference 
Plans for our May 
conference are shaping 
up. We now anticipate 
that the advocacy train­
ing seminar will take 
place on Monday, May 
3 at the George 

Due to a generous grant from a supporter of the Coaliti'on, we are in a 
position to hire a seasoned Major Gifts Fund Raiser. We arc looking for an 
individual with a proven track record and strong fundraising experience in 
identifying, cultivating and soliciting significant gifts from individuals and 
corporations ($5,000 - $100,000). We need an excellent planner and imple­
mentor, with good oral and written communication skills. Base location and. 
hours arc ricgotiable. If you know of someone who fits this description and is 
interested in the position, please have her send a cover letter, resume and writing 
sample to NBCC Search, c/o 612 D SL N.E., Washington, D.C. 2000::!. 

Washington University 
conference center. The next morn­
ing, w~ will converge on the Hill lo 
put into practice our newly honed 
advocacy skills. We plan to hold a 
fundraising luncheon on Tuesday 
afternoon. Our plans for Sunday, 
May 2 are still in the works. 
Please hold the dates! Also. please 
drop a line to the Coalition at: P.O. 
Box 66373, Washington. D.C. 
20035 and let us know if representa­
tives of your organization are inter­
ested in attending. 

February Congressional Breakfast 
NOTE NEW DATE: On 
February 3, I 993 the Coalition will 
host a Congressional breakfast to 
brief Congressional members and to 
honor those members who were 
particularly helpful in our cause this 
past year. After the breakfast we 
expect to sponsor our first 1993 
lobby day on the Hill to greet the 
new Congress and to begin advocat­
ing for our legislative agenda. 

Membership Drive 
Our goal is to double our organiza­
tional membership over this next 
year. To that end, we expect to 
launch a membership drive within 
the next two months. Contact 
NBCC if you need a membership 
application form. If you are aware 
of organizations that are interested 
in joining the Coalition, please share 
this infonnation with them. If you 
are a member and have not 
completed a form, please do so as 
soon as possible. Thanks. 

President's Cancer Panel 
Special Commission On 
Breast Cancer 

Since the inception of this Special 
Commission in Spring. 1991. the 
Coalition has protested the makeup 
of the Commission. The only lay 
members of the Commission are its 
chair, Nancy Brinker, of the Susan 
B. Ko men Foundation. and Zora 
Brown, chair of the Cancer Aware­
ness Program Services (CAPS) and 
board member of the Komen Foun-
dation. The Coalition demanded 
grassroots patient advocacy repre­
sentation on the Commission. As a 
result, the Commission opened an 
additional seat for nominations and 
the Coalition nominated the NBCC 
president, Fran Visco. We have 
just learned that the nomination has 
been approved. The next meeting 
of the Commission is January I I 
and 12 in Atlanta, Georgia, the 
topic is treatment. 

1993 Legislative Agenda 

We are in the process of setting the 
1993 agenda for the NBCC. While 
we intend to again fight for more 
money for breast cancer research, 
we also want to put together a 
package of access legislation - deal­
ing with access for all women lo 
high quality screenings, treatment 
and diagnosis. In addition, we are 
looking at legislation mandating 

4 

national tumor registries. Please 
drop us a line with any suggestions 
on legislation you would like to see 
introduced this year. 

California Bill 

Congratulations to California advo­
cates! The California Personal 
Income Tax law permits taxpayers 
to contribute amounts in excess of 
their liability for the support of 
specified funds. California recently 
passed an amendment to allow 
taxpayers to designate on their tax 
returns that a specified amount in 
excess of their tax liability be trans­
ferred to the California Breast Can­
cer Research Fund. created by the 
bill. Th.: mun.:y wuuld b.: apprupn­
ated by the Legislature to be allocat­
ed lo the Stale Department of Health 
Services to make contract or grants 
to conduct research relating to the 
prevention, screening, treatment and 
cure of breast cancer. 

Note: 
If there is advocacy news you 
want to shar.: with oth.:r mem­

bers, please drop a note with 
the text to the Coalition post 

office box. 
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SUCCESS ... SUCCESS ... 
SUCCESS 

This has been a phenomenal year! We 
attained our first year's entire legislative 
agenda. When the Coalition announced 
our $300 million more campaign. we 
were told by many that it was an 
impossible goal. We were not deterred 
and we won! For the first time ever. 
because of the Coalition's work, there is 
a meaningful appropriation for breast 
cancer research. We were influential in 
getting the Mammography Quality 
Standards Act enacted and we supported 
the Cancer Registries Act which passed. 
Thanks to everyone who participated. 

WHAT WE DID 

$300 Million More: the Story 

The story of how the NBCC and its 
members caused the appropriation for 
breast cancer research to more than 
triple in size bears retelling. Of course, 
the genesis of the "$300 million more" 
campaign was our commitment to ending 
the breast cancer epidemic by the year 
2000. Recognizing that we needed to 
develop a plan of bow much money 
would be needed to reach our goal, the 

UPDATE 

Coalition sponsored research hearings in February 1992 at which 
scientists renowned in the field of breast cancer testified to areas of 
promising but underfunded research. Based upon these hearings, the 
Coalition determined that an additional $300 million should be spent on 
breast cancer research in 1993. for a total of $433 million. "$300 
million more" became our rallying cry. We sponsored lobby days in 
Congress at which busloads of women came in to Capitol Hill to meet 
with their congressional representatives and lobby for $300 million 
more. We established a hotline through which mailgrams could be sent 
to Congress. We sent out the word through our action network and 
thousands responded by calling the hotline. We sent the telephone and 
fax numbers of targeted members of Congress to our members with the 
message to phone, fax and visit to demand that Congress appropriate: 
the funds. 

We initially tried to get the entire $433 million from the domestic 
budget - we were told that the money was not there. Because we did 
not give up, the House voted to appropriate $ J 80 million.· or an 
additional $47 million, for breast cancer research. The Senate voted 
for $220 million. We then went to the defense side - we started a 
campaign based on the theme "I% for Women's Lives - Stop Breast 
Cancer" - we wanted a transfer of I percent of the defense research 
and development budget of $38 billion-or $380 million--to the 
domestic side of the budget, $300 million of which would be for breast 
cancer. Initially, we became part of Senator Harkin's transfer 
amendment--he wanted to transfer $4.2 billion from the defense budget 
to domestic, including $200 million for breast cancer research. That 
amendment, because it would break the budget agreement. needed 60 
votes lo pass; it failed. Senator D' Amato then introduced our I% 
amendment - it also failed although it received more votes than any 
other transfer amendment. 

Sen. Harkin then introduced an amendment to the defense 
appropriations bill to allocate $210 million of defense dollars IO breasl 



cancer research - this money would 
not be transferred to domestic and 
thus would not break the budget 
agreement. This amendment passed 
by a vote of 89 to 4 - many senators 
initially voted no, but when they 
saw the amendment was going to 
pass, they changed their votes to 
yes. Next, the administration tried 
to block this allocation. The Office 
of Management and Budget sent a 
le!!er to the defense appropriation 
conference commillee stating that 
OMB would consider the money for 
breast cancer research domestic, 
even though the Senate had voted it 
in the defense budget. This 
threatened to have the practical 
effect of killing the allocation - it 
would break the budget agreement. 
The Coalition put its action network 
into high gear. Through our 
national action network, telephone 
calls, faxes, and in person visits 
occurred. We staged a vigil on the 
Senate steps - we would not leave as 
long as Congress was in session, 
until they approved the breast 
cancer allocation. The Congress did 
not succumb to the OMB threat, and 
the $2 J 0 million for breast cancer 
remains in the DOD budget. 

We now intend to demand a 
structure through which we will 
have a say in how the money is 
spent • both on the domestic and the 
defense sides. The Coalition has 
developed a relationship with the 
Anny officers responsible for 
oversight of this money and will 
continue to meet with repre­
sentatives of NIH and NCI. 

This years' allocation for breast 
cancer research - at least a $287 
million increase is the first 
meaningful appropriation for this 
disease. It was accomplished by the 
hard work and commitment of the 
members and volunteers of the 
Coalition. 

Mammography 
Standards Act 

Quality 

The Coalition·s advocacy 
contributed to the passage of the 
Mammography Quality Standards 
Act. At our September 9 lobby 
day, we atlracted additional 
sponsors for this bill. Under the 
Act, all facilities must have a 
certificate to operate, which 1s 
conditioned on the facility having 
been accredited and inspected. The 
accreditation program mandates 
strict requirements for equipment, 
personnel experience and !raining. 
routine quality control procedures, 
annual survey by a qualified medical 
physicist, and peer-review of 
clinical images. The measure 
establishes a National Advisory 
Committee, made up of patient/ 
consumer, medical, and technical 
representatives, to make recommen­
dations to the Secretary of Health 
and Human Services on the 
implementation of the law. The 
measure also requires a study to 
determine whether the new program 
will result in improved quality and 
access to mammography, and 
whether the reduced frequency of 
poor quality mammography will 
improve the early detection of breast 
Cancer. 

The Cancer Registries Act 

The Coalition supported passage of 
the Cancer Registries Act which has 
been signed into law. The Act 
establishes a National Program of 
Cancer Registries to make grants to 
States or others designated by a 
State 16 operate the State's cancer 
registry. to support the operation of 
population-based, statewide cancer 
registries in order to collect certain 
data for each fonn of in situ and 
invasive cancer (with certain excep­
tions). The Act also legislates a 
study in the states of Connecticut, 
Delaware, Maryland, Massachu­
setts. New Hampshire, New Jersey, 
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New York. Rhode Island, Vermont 
and the District of Columbia for the 
purpose of determining the factors 
contributing to the fact that breast 
cancer rates in those states arc: 
elevated compared to rates in other 
states. 

Unfortunately, no funds 
were appropriated for implementa­
tion of this legislation. The Coali­
lion intends to advocate this year for 
appropriate funding for this Act. 

HOW WE DID IT 

Lobby Days 

Much of our success stems from the: 
lobby days we sponsored this past 
year. 1n June, with no more than 
48 hour~ notice:. we managl!d to 
bring about 70 women to Capitol 
Hill to meet wi1h their Congressio­
nal representatives and to rally 
outside the room in which the 
House appropriations subcommittee 
was meeting. Several Coalition 
members were in the committee 
room for the star! of the meeting. 
The Committee voted lo proceed in 
closed session (Rep. Early from 
Massachusetts was the only member 
who opposed closure). We then 
split up into groups and went to 
visit various legislators. 

On September 9, 1992 we held a 
lobby day in the Senace Ar lc:a~r 

two hundred women attended. 
Every Senalor was visited and was 
given a packet of information about 
the Coalition and the need for more 
money -- $300 million more -- for 
breast cancer research and for pas­
sage of the Mammography Quali1y 
Standards Act. 

Hotline 

We sponsored a hotline to Congress 
through Western Union. Through 
the NBCC hotline, several thousand 
mailgrams were sent to Congress in 
support of the appropriations and 
quality standards bill. We periodi-

cally changed the recipient and 
message as required - initially, the 
mailgrams were sent to Rep. 
Natcher, as chair of the House 
Labor HHS appropriations subcom­
mittee. Subsequently, they were 
sent directly to the caller's Senators. 

Postcard 

As part of an internal mailing, 
postcards containing the message to 
vote for $300 million more for 
breast cancer research. to be mailed 
to the sender·s Senators were sent 
out to 3 ,000 names and addresses. 

Faxes And Telephone Calls 

Al various points throughout the 
process, the names. telephone and 
fax numbers of important commillee 
members were sent out to our grass­
roots members through the National 
Action Network with the message to 
contact those committee members 
and urge for passage of legislation. 

SUCCESS ... SUCCESS 
... SUCCESS 

Our National Action Network has 
grown to thousands of members. 
All of this led to our amazing suc­
cess this past year, but we all recog­
nize how much more there is to do. 
We have just begun. 

RECENT ACTIVITIES 

Testimony 

The Coalition testified before the 
Senate Appropriations Subcommit­
tee, the House Subcommittee on 
Health and the Environment (the 
Committee on Energy and Com­
merce), the House Select Aging 
Committee. Special Hearings on 
Breast Cancer, and the President's 
Cancer Panel, Special Commission 
on Breast Cancer. Our testimony 
given before the House Select Aging 
Committee was shown on C-Span 

and resulted in hundreds of calls to 
the Coalition with requests for 
membership applications. 

Media Coverage 

The NBCC has been quoted or 
identi tied in several national news­
papers and magazines over the past 
few months, including The New 
York Times. The Los Angeles 
Times. The Philadelphia Inquirer. 
The Baltimore Sun, The Memphis 
Daily News, Minneapolis City 
Paper, Time Magazine, Family 
Circle and The Soroptimist Maga­
zine. We were featured in Morton 
Zuckerman's editorial in the No­
vember 23 issue of U. S. News and 
World Report. The Coalition is 
often featured in the Cancer Letter. 
the Blue Paper and similar periodi­
cals. 

Hillary Clinton Visit 

On Wednesday, October 14, 1992. 
in Williamsburg, Virginia, several 
members of the Coalition participat­
ed in a round table discussion on 
breast cancer with Hillary Clinton. 
that was moderated by the NBCC 
president. Originally, the meeting 
was set with President-elect Bill 
Clinton, but due to bis having to 
rest his voice for a debate, Mrs. 
Clinton participated. It was an 
exciting afternoon, in more ways 
than one. The Coalition Board was 
meeting in Washington, D.C. and 
planned to take a bus to 
Williamsburg, leaving at 11 :30 a. m. 
for the 3:30 p.m. round table. At 
2:55 p.m., 13 miles outside of 
Williamsburg, the bus broke down! 
Undaunted, the fifteen board mem­
bers on board immediately jumped 
off the bus, flagged down any vehi­
cles that would stop, and proceeded 
to the Williamsburg Lodge in a 
caravan of pick-up trucks, automo­
biles and sheriffs cars. Board 
members pulled up in front of the 
hotel at 3:25, rushed down the hall 
and were in place moments before 
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Mrs. Clinion appeared. As Linda 
Byrd Robb. who was also present. 
said "Thc:~e arc Can Do Womc:n'." 

NOTICES 

Board Membership 

There have been some changes in 
the makeup of the Working Board. 
Cancer Care has resigned from the 
Board. while retaining its member­
ship in the Coalition and on the 
Access Task Force. The Board 
approved the board membership 
applications of Breast Cancer Action 
of San Francisco. California. I in 
9 of Long Island, New York, 
UCLA Breasl Center, and approved 
a seat for a representa_ti ve of the 
Washington, D. C. area chapter of 
the Coalition. 

NBCC Computer Network 

We now have on-line capability 
through the Cancer Forum in the 
CompuServe network. As of 
January I, 1993, you can find us in 
the National Breast Cancer Coalition 
conference. If you are already on 
CompuServe. please join us. If you 
would like to become a member of 
CompuServe, let us know. We 
have a number of member packets 
that can be distributed to our action 
ne1work. 

Year-End Appeal 

Al our November meeting 
the Board established the 
hiring of support staff as 
a #1 priority. We need 
your help. Please solicit 
others and make a year­
end contribution to the 
NBCC at P.O. Box 66373, 
Washington, D.C. 20035. 
Let's make this year as 
successful as the last! 
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Breast Cancer Coalition To Congress: 'Find A Way 
To Fund The War;' Bypass Level Is Not Enough 

It looked as though Fran Visco was demanding money for a disease 
other than cancer. 

She did not exchange nods with other cancer activists, did not 
shmooze with the lobbyists who accompanied them. Instead, Visco sat' 
down with a group of women, several of them wearing ribbons 

(Continued to page 2) 

In Brief 
Sullivan Rejects Oregon Medicaid Rationing Plan; 
Howe To Head National Marrow Donor Program 

OREGON'S MEDICAID rationing plan was rejected this week by HHS 
Secretary Louis Sullivan, who said the controversial program to expand 
Medicaid services to the poor by excluding some services appeared to 
violate the Americans with Disabilities Act. Sullivan said the state's 
decision about which services to exclude "was based in substantial part 
on the premise that the value of the life of a person with a disability is 
less than the value of a life of a person without a disabiliry1." The plan 
would have excluded cancer treatment for Medicaid beneficiaries who 
have less than a 10 percent chance of five year survival (Cancer 
Economics, March 1992) .... CRAIG HOWE has been named chief 
executive officer of the Minneapolis-based National Marrow Donor 
Program. Howe was associate professor of medicine and director of the 
bone marrow transplant program at Medical College of Virginia .... 
AMEIUCAN CANCER Society Clinical Research Professorships were 
awarded to to Rodney Withers, Univ. of California (Los Angeles) and 
Alan Solomon, Univ. of Tennessee Medical Center. Each will receive 
$250,000 for five years. Dartmouth College received a $1 million special 
institutional grant from ACS to establish a Center for Psycho-Oncology 
Research, under the direction of Peter Silberfarb .... PACIFIC YEW ACT 
has passed the Senate by voice vote and awaits signing by President 
Bush. The House passed the bill on July 7. The act provides for 
management of the yew tree, the source of the drug taxol. . . . 
CHILDR.ENS CANCER Group is seeking a pediatric oncologist­
hematologist for the position of associate chairman for group operations. 
This new position will report to the group chairman and be responsible 
for operational management of the group and its office in Arcadia, CA, 
in association with USC School of Medicine. Appropriate clinical activities 
and academic appointment can be arranged. Experience in cooperative 
clinical trials required. Prospective applicants may write to: Chairman, 
Children's Cancer Group, PO Box 60012, Arcadia, CA 91066-6012. 
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Breast Cancer Coalition Goes Against 
'The Rules,' Demands $300 Mil. More 
(Continued from page 1) 
emblazoned with "$300 million more," the slogan of 
the Breast Cancer Coalition over which Visco presides. 

Taking the stand before Senate Labor, HHS, 
Education Appropriations Subcommittee, the 
diminutive 44-year-old Philadelphia trial lawyer and 
breast cancer survivor assumed the tone unheard of 
when cancer groups come to ask Congress for money: 

"When the men in suits all but destroyed the 
savings and loan system in this country, the nation's 
economic stability was threatened and this Congress 
responded with billions of dollars. 

"Because our cities are in danger of extinction, this 
Congress has found a way to appropriate emergency 
funds for the urban crisis. 

"When this administration decided to wage a war, 
you found $7 .5 billion to fund it. 

"Women have declared war on breast cancer and 
you had better find a way to fund that war. 

"Women refuse to fight with other diseases for 
which no funds are available. That would be going by 
existing rules, and too many women die under those 
rules. 

"It is not enough that we can all say breast cancer 
aloud. And it is not enough to say you want to help 
us. 

"We will no longer be passive. We will no longer be 
polite. We can no longer afford to wait while Congress 
gets around to significant, decent funding for breast 
cancer. 

"We implore you: you must find a way to 
appropriate the additional $300 million for breast 
cancer research now. We can accept to less." 

From the perspective of professional societies, NIH 
and NCI, this is an outlandish figure that would 
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increase spending on breast cancer to $433 million, 
almost double the bypass budget level of $220 
million, which NCI says would meet all opportunities 
in breast cancer research in FY 1993. 

"! think that if they had taken the same tactic, but 
asked for something more in line with the bypass 
budget, we would have been more supportive of 
them," said a lobbyist for one of the professional 
societies. 

With the congressional appropriations cycle half­
over, the Breast Cancer Coalition has not been able to 
bring additional funds into the cancer program. 
However, this is not to suggest that the coalition has 
been ineffective. Strapped for funds yet unable to say 
no to a vocal constituency, Congress has done what 
it could: mandate a diversion of funds from existing 
NCI programs. 

Last week, the House Appropriations Committee, 
apparently in response to pressure from the Breast 
Cancer Coalition and its supporters in the 
Congressional Caucus for Women's Issues, mandated 
a $40 million increase in NCI's spending on breast 
cancer research. Altogether, $70 million was 
reallocated to breast, cervical, ovarian and prostate 
cancer programs (The Cancer Letter, July 31). 

For years cancer researchers looked wistfully at the 
appropriations hauled in by the politicized AIDS 
activists. What would happen if cancer patients 
became as politicized? Would more money suddenly 
be found for cancer? 

Now the time for wondering has passed. 
Like it or not, breast cancer patients have moved 

beyond battling paternalistic surgeons. Politicized and 
militant, they are taking on Congress, the President 
and NCI. 

From Stop the War to Stop Breast Cancer 
It is certainly a phenomenon where political style 

and political tactics are firmly rooted in demographics: 
the kids who once opposed the war are starting to get 
susp1c10us mammograms. 

"The nature of breast cancer is such that it is 
starting to affect people who grew up in the sixties," 
Visco said to The Cancer Letter. "We are activists. 
That's our nature." 

This shared political temperament made it natural 
for the new generation of cancer advocates to accept 
the lessons of AIDS activism. 

"From AIDS activists we learned what would 
happen when you open your mouth and make 
demands," Visco said. "That's where we are now, and 
that seems to be what the people in power respond 
to. We are grateful to AIDS activists for showing this 
to us." 
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The newly politicized stance is reflected in the 

coalition's rhetoric. 
"I recognize how starkly dissimilar my [Senate] 

testimony was from other testimony given that day," 
Visco said. "I thought it was time to give this kind of 
a speech. I thought it was time for them to understand 
that we are serious, that we mean this, and that we 
are not going to go away." 

The Breast Cancer Coalition was started early in 
1991 by leaders of CancerCare, Cancer Patients Action 
Alliance, Faulkner Breast Center, Mary Helen Mautner 
Project for Lesbians with Cancer, National Coalition for 
Cancer Survivorship, National Alliance of Breast Cancer 
Organizations, Women's Community Cancer Project 
and Y-ME. Since then, 160 organizations, including the 
American Cancer Society, joined the coalition. 

Last October, the coalition decided to flex its 
muscles by deluging official Washington with letters 
demanding additional funds for breast cancer research. 
The goal was to generate 175,000 letters, one for each 
woman diagnosed with breast cancer last year. 

Instead, over 600,000 letters were generated. About 
140,000 letters, addressed and delivered to the White 
House, are yet to be acknowledged by the Bush 
Administration, said Sharon Green, head of Y-ME and 
one of the founders of the Breast Cancer Coalition. 

After some negotiations, a White House staff 
member showed up at the side entrance of the Old 
Executive Office Building to accept the boxes. 
According to Green, the staff member stood idly while 
late stage breast cancer patients were placing the 
boxes on the conveyor. 

"Our feeling was, they are probably on the way to 
the shredder," Green said to The Cancer Letter. 

Room for 'Moderates?' 
The $300 million figure was derived last February, 

after the coalition held a conference on prevention, 
epidemiology, basic and clinical science. 

Following the conference, the coalition's "research 
task force," which includes activists as well as 
physicians and PhDs, arrived at the number. 

Among the recommendations considered was one by 
Virginia Soffa of Vermont's Breast Cancer Action 
Group. By comparing incidence vs. federal spending on 
AJDS and breast cancer, Soffa interpolated that breast 
cancer research should get $4.3 trillion to reach 
equivalency with AIDS. 

While reasonable to some activists, the $300 million 
figure amounted to heresy in the eyes of the groups 
committed to pursuing another ambitious goal: closing 
the gap benveen NCI's bypass budget and the funds 
appropriated to the Instirute. 

Some patient advocacy groups, most prominently, 

Nancy Brinker's Susan G. Kamen Foundation, chose 
not to join the coalition. The American Cancer 
Society, also a supporter of the bypass budget, chose 
a different strategy. 

"We knew from the outset that there would be 
events in which we would not care to participate," 
said Joann Shellenbach, spokesman for ACS and a 
member of the Breast Cancer Coalition board. 
However, the benefits of being part of an emerging 
political force outweighed the potential costs, she said. 

"We've reached a level of understanding with their 
national board," Shellenbach said. "It's the local 
chapters with whom we have problems to iron out." 

Along with the National Coalition for Cancer 
Research, ACS is on record asking for a $170 million 
increase for the entire NCI in FY93 and is opposed to 
diverting funds from existing NCI programs. 

Later this month, at a meeting in Washington, a 
group of members of the society's public issues 1 

committee will gather to decide the future of ACS 
membership in the coalition. 

"I suspect that we will give it another year," 
Shellenbach said. "The coalition and ACS have 
disagreed on certain matters, but we haven't been 
embarrassed. We've disagreed, we've been comfortable 
about doing it." 

Joanne Howse, the Breast Cancer Coalition's 
Washington lobbyist and partner in the lobbying firm 
Bass & Howse, said she would like to see ACS remain 
in the coalition. 

"If they decide to leave, from my perspective it 
would be a serious loss," Howse said. "But again, they 
obviously have to be supportive of all cancers and 
they have their own political considerations." 

T-shirts at Rayburn 
Earlier this year, under questioning by Rep. William 

Natcher (D-KY), NIH Director Bernadine Healy said 
that "despite NIH's enormous support of women's 
health research, I think it would be destructive to 
planning and destructive to the broad goals of the 
NIH to have $500 million [including $300 million for 
breast cancer] earmarked specifically for women's 
research." 

Similarly questioned by Natcher, NCI Director 
Samuel Broder asked: "Sir, are you asking me for my 
professional judgment?" 

NATCHER: "Yes, I am." 
BRODER: "Our FY 1993 bypass budget request for 

breast cancer was approximately $220 million." 
These statements notwithstanding, Howse said she 

is convinced that Broder "is not going to tum the 
money down if it's there." 

The infusion of $300 million for breast cancer 
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research could force NCI to operate more efficiently, 
she said. 

"When they tell us how long it takes to get the 
grants out, women become very impatient," Howse sai.d 
to The Cancer Lener. "Let's get the money out. Lets 
not create the kind of bureaucracy that can't get the 
money out efficiently. Let's do something different." 

Visco is similarly confident. "We can show [Broder] 
that the money would not be wasted," she said. 

As the Breast Cancer Coalition stood by its demand, 
the $300 million figure made its way into a letter 
signed by 20 members of the Congressional Caucus on 
Women's Issues. Later, the figure appeared in the NIH 
reauthorization bill. 

Then, as members of the Labor, HHS, Education 
Appropriations Subcommittee went to a clo~ed sess!on 
to mark up the FY93 budget, women rn T-shirts 
inscribed with demands for "$300 million more" lined 
the halls of the Rayburn House Office Building. 

"We aren't doing street theater, we aren't 
interrupting meetings like ACT-UP," said Y-ME's Green. 
"What we do is line the halls. They knew we were 
there. We did not have to shout." 

Most recently, the coalition's goals got another 
boost when Democratic presidential contender Bill 
Clinton told a group of breast cancer patients that he 
supported the $300 million increase. 

Looking for Funds 
Howse said she was disappointed to see "one 

disease played against another disease" rn the House 
report. 

"You can't get any money from Labor, HHS," she 
said. "There is~'t any money there. We want to get it 
elsewhere." Most likely, the group would call for cuts 
in the defense research and development budget, she 
said. 

"We believe that we don't have to take money from 
other diseases," Howse said. "We are trying to figure 
out a way to increase the pie for breast cancer 
research. What we would like to see is that we 
increase the pie for everyone, so we are seen as 
heroines." 

So far, attempts to cur the superconducting super 
collider and the space station have failed in Congress, 
and if the cuts are made, it is far from certain that in 
the current fiscal climate Congress would apply the 
funds to anything other than deficit reduction. 

Be that as it may, the Breast Cancer Coalition is 
preparing for its next political action: 

Not revealing the details, Howse says only that a 
large number of coalition members \Viii come to 
Washington on Sept. 9, the first day of Senate markup 
of the HHS budget. 
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In Congress 

House Preserves Space Station; 
Societies Support $170 Mil. Raise 

The cancer program suffered another setback last 
week as the House voted to presen1e funding for the 
space station. The amendment to kill the $30 billion 
project was expected to be followed by a move to put 
about $350 million into health research. 

The amendment to kill the $30 billion space 
station, introduced by Reps. Bob Traxler (D-MI) and 
Bill Green (R-NY) was rejected by a 237 to 181 vote. 
It was to be followed by an amendment by Rep. 
Richard Durbin (D-IL). 

In another apparent setback, the Senate 
Appropriations Committee restored the funds for the 
$8.25 billion superconducting super collider. 

Obsen1ers say that even if these or other projects 
get the ax before the end of the appropriations cycle, 
it appears doubtful that the funds would be applied 
ro anything other than deficit reduction. 

Earlier this year, cancer program lobbyists 
expressed hopes that Sen. Dale Bumpers (D-AK) 
would introduce a series of amendments that would 
cut the defense and space budget and divert a portion 
of the savings to medical research. 

Whatever Bumpers' ultimate plans, the bills 
Bumpers introduced last month (S 2930 through S 
2934) mention no diversion of funds to medical 
research. The entire $10 billion he proposes to cut 
from the FY 1993 budget would be applied to deficit 
reduction. 

• • • 
Advocates of the cancer program addressed the 

Senate Labor, HHS Appropriations Subcommittee, 
reiterating their request for additional $170 million 
for NCI over the President's FY 1993 budget request. 

"The House has recommended the NCI funding level 
$11 million below the President's request," said Ellen 
Stovall, executive director of National Coalition for 
Cancer Survivorship. 

"This is most unfortunate since the Congress made 
progress last year in restoring the funding base of 
NCI. Overall the House provided an increase of 3.1 
percent to the entire National Institutes of Health 
with only a 2.4 percent increase allocated to the 
National Cancer Institute. We urge you not to repeat 
the pattern of NCI receiving an increase below that of 
the rest of the NIH." 

Stovall spoke on behalf of the National Coalition 
for Cancer Research. 

"'Speaking for the American Sociery of Clinical 



Mammography 

Q: I am a women who is 42 years old and am concerned about the 
issues surrounding mammography screening. Under the Health 
Security Act will it be difficult to get this screening and 
will I have to pay a lot of money for this service? 

A: The Health Security Act is deeply committed to womens' 
health issues. The plan is designed to work toward ensuring 
appropriate mammography screening in order to reduce the 
tragedy of breast cancer. Mammography screening is included 
for women over the age of 50, at no cost every two years. 
This recommendation was based on the best scientific 
literature available today, including the National Cancer 
Institute. For all other women ·mammography screening will 
be covered when it is medically necessary or appropriate. 
This decision will be made between a women and her 
physician. For these women, mammography will be covered 
with the same co-payments, just as any other medical 
procedure. 



BH BASS and HOWES, Inc. 

Melanne Verveer 
Deputy Chief of Staff to the First 
Old Executive Office Building 
White House 
Washington, DC 20500 

Dear Melanne, 

Lady 

I wanted to bring you up to date on the National Breast Cancer 
Coalition's (NBCC) Campaign to obtain 2.6 million signatures, which 
represent the number of women who have breast cancer in this 
country. 

The NBCC has asked President Clinton to invite 200 breast 
cancer activists most responsible for collecting the petitions and 
others from the scientific community, private industry and the 
world of public policy to a public ceremony on October 18, 1993 in 
the Rose Garden where we can present the petitions to him. 

We have been working with a number of key individuals at the 
White House - Carol Rasco, Assistant to the President for Domestic 
Policy, Doris Matsui, Deputy Assistant to the President (see 
enclosed letters), and Marcia Hale, Director of Presidential 
Scheduling to name a few. They have been very supportive of this 
endeavor, and we are appreciative of their efforts. Anything you 
can do to help will be greatly most appreciative to make this event 
happen. 

Looking forward to talking with you soon about possible next 
steps to pursue for this plan of action. 

Warmly, 

Enclosure 



B H BASS and HOWES, Inc. 

Ms. Doris 0. Matsui 
Deputy Assistant to the President 
Deputy director of Public Liaison 
White House 
Washington, DC 20500 

Dear Doris, 

June 25, 1993 

As promised, enclosed is a letter to President Clinton requesting that he meet 
with representatives of the National Breast Cancer Coalition to receive the 2.6 million 
signatures representing the number of women living in this country with breast cancer. 

It is the hope of the NBCC that the 200 breast cancer activists most responsible 
for collecting the petitions would be invited to participate in a public ceremony at the 
White House on October 18, 1993. In addition, Members of Congress, public policy 
makers and scientists could be added to the list. 

This is an excellent time to hold this event. Not only is October designated 
Breast Cancer Awareness Month, but the message will be well timed in the midst of the 
health care reform debate. Preventing disease is an important way to restrain health 
care costs. Six billion dollars a year are spent on treating breast cancer; finding the 
cause of and cure for breast cancer will save dollars as well as lives. 

We have had initial conversations with Carol Rasco and Melanne Veveer at the 
White House, and Sarah Kovner, Special Assistant to Secretary Shalala about developing 
the national strategy that President Clinton would announced. We will keep you 
apprised of those developments. 

end. 
We will be in touch with you shortly to learn how the event is developing on your 

Warm regards, 
. 'i 

"j-t[l. )L/J.--

Joanne Howes 
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We mean something ~w, and real. when we talk about a national strategy to end the 

// 

: breast cancer epidemic: a st~ategy that goes beyond research. This strategy will require a· 
publio\ptivate partnership and will only work if every relevant admi.nistrative agency and the 
Congress are also partners in its design and implementation. This is not just an issue for the 
National Institutes of Heal~, but also for the Oepo.rtment of Education, Commerce, ~he 

'Environmental Protection Agency, the Oeparunent of Labor, the Department of Defense and 
Others. Most importantly. women with breast cancer and other breast cancer advocates -
consumers - must be ac the ~ie from day one, involved on an equal basis at every level of the 
process. \Ve can no longer afford "business as usual. .. It is time to shake up the system. There 
are many volunteers within dte leadership of the business community who want to be involved 
in this effort. Let us mobmze these private resources. We must find a way to foster 
communication and coordina~ion of effort among scientists and medical profe5:iionals. co better 
educate the medical professirin, to form parmer*ips with patient advocates and the scientific 
community. Any stratfgy m1.l5t find ways to remove roadblocks to innov civ h to 
coorsjnate and oversee t l; re§#§tCb performe Ypnvate Oun anons, tO inform and educate the 
public about access and cgp . 
• : 

The President should use the fact that he appointed Ft"an Visco to the President's Cancer 
Panc;1 and announce thaL Franiwill work wilh S~retary Shalala or whoever will be cho.sen within 
the Administration to lead th~s effort, m begin pulling together the process for a strategic plan . 
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The Politics of Breast Cancer 
A grass-roots movement consisting mostly of breast cancer survivors persuaded Congress to double 

funds for the disease; its success is rattling the biomedical research establishment 

When Kay Dickersin went to a gathering in 
Washington in May 1991, she wasn't quite 
sure what she was getting into. The meeting 
had been billed as a group of women who 
warned ro influence government policy on 
breast cancer research. And that was a subject 
in which Dickersin had a keen-and keenly 
personal-interest. Four y= earlier she had 
had surgery after a diagnosis ofbreast cancer. It 
struck out of the blue: Dickersin had no family 
history of breast cancer, nor any of the usual 
warning signs or symptoms. One thing she did 
have, though. was knowledge: She was a Ph.D. 
student in epidemiology ac Johns Hopkins 
when she was diagnosed, and she had "reams 
of files" on breast cancer, which she had col­
lected out of an interest in the subject. It was 
the combination of personal experience and 
expertise that she wanted co put at the ser­
vice of the informal gathering of women in 
Washington. 

1nat combination of personal drive and 
technical knowledge has become a hallmark 
of the informal group Dickers in Joined, which, 
1 year later, has become the most visible 
lobby co stalk the National Institutes of 
Health (NIH) since the AIDS activist group 
ACT UP began making a loud noise in the 
streets of New York. The National Breast 
Cancer Coalition (NBCC), as it's known, 
along with other groups, achieved a breath­
cabng political victory: They lobbied Con­
gress and persuaded it to double the amount 
of money it spends on breast cancer research. 
Some of the increase went to the National 
Cancer Institute (NCI), raising its breasccan­
cer budget from $133 million co $197 mil­
lion, bucbyfarthe larger amount ($210mil­
lion) went to the Department of Defense, to 
be administered by the U.S. Army (Science, 
300ctober 1992, p. 732). 

Bue along with that success has come con­
flict: between activists, who are demanding a 
role in deciding how research money should 
be spent, and scientists, who stoutly defend 
the existing system. At a recent meeting, for 
example, Frederick Becker, research chief of 
the M. D. Anderson Cancer Research Center 
in Houston, said: "The tidal wave of 
advocacy ... may wash away certain bulwarks 
of basic science that have been the greatest 
contributors towards the pocemial for cancer 
prevention and cure .... " Their chief worry is 
that popularity rather than quality could be­
come important in determining what gets 
funded, ;ind that these targeted funds could 
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siphon dollars from ocher basic research. 
And there are conflicts even within the 

psyches of those who, like Kay Dickersin, are 
both scientists and breast cancer activists. 
As a scientist, Dickers in says she finds it "pain­
ful" to be identified with a political move­
ment that aims to target research into one 
area But she says that experience has shown 
her that the cancer research program needs 
shaking up. She agrees with well-known sur­
geon Susan Love, a fellow NBCC member, 
who says the coalition wants to break open 
what it regards as NCl's cliquish inner circle 
and bring in new faces. "We have to scop 
business as usual. We have to change the 
direction and really put our emphasis on ha· 
sic science and prevention, and noc such a 
large emphasis on treatment," says Love. 

Oickersin is also mocivated by the face 
that two of her sisters have since been diag­
nosed with breast cancer and the fourth and 
youngest sister ·waits, fearing the worst. It's 
incredibly frustrating, D1ckersin says, co think 
that "we have to sit and wait for each sister to 
get it, and others have to sit and wait for their 
daughters to get it," while nothing seems to 

change. She knows women in NBCC with 
breast cancer--daughters of women who died 
of it-who are "getting the same chemo, the 
same radi::ition" their mothers got. They fear 
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their daughters will get caught in the same 
mill. That feeling makes them angry, and it 
drives their political movement. 

Political prowess 
Anger, of course, im't enough on its own to 
drive a political movement. ln NBCC's case, 
its clout stems from several other factors as 
well. One is numbers. Breast cancer is one of 
the commonest cancers, striking 180,CCO U.S. 
women each year, killing 46,CCO, and leaving 
in its wake a survivor group of 1.5 million. 
NBCC established a broad base with captains 
m every state. A second factor is political 
know-how, which comes from people like Fran 
Visco, a litigator for a Philadelplua law firm 
who isnow NBCC's president. Third is a strong 

dose of scientific and medical expertise, con­
cibuted by volunteers like Dickersin and Love, 
who cochair NBCC's research committee. 

Bue even this constell::ition of factors might 
not have been enough if NBCC hadn't lut 
Washington at a time when ic; targets were vul­
nerable ro a push in the right direction. NIH 
had declared that women's health needed 
more attention. And, m 1992, many senators 
v.-ere crying to overcome the embarrassment 
of the Clarence Thomas-Anita Hill hear­
mgs, proving to constituents that they cared 
about women's issues. The chairman of the 
Senate appropriations committee in charge of 
NlH funding-Senator Tom Harkin (D-lA) 
-had seen cwo sisters die of bre:ist cancer 
and was determined to help the cause. 

In exploiting this opening, NBCC presi­
dent Visco and Joann Howes, ::i politic::il con­
sultant at the Washington firm of Bass and 
Howes, say they consciously followed the 
tactics of AIDS activists. To get their foot in 
the door, they had to show they had broad 
support, which they did in the fall of 1991. 
They solicited written appeals for increased 
NCI spending on breast cancer, hoping to 
get 175,CXX> letters; inste::id, in 6 weeks they 
received 600,CCO. They delivered them to 
the White House and Congress, then fol­
lowed up with a technical meeting to estab­
lish scientific credibiliry. 

In one ofNBCC's key decisions, the group 
organized its own "research hearings" on 
Capitol Hill in February 1992. The activists 
invited top researchers co come ;ind speak, 
asking whether the field could use more funds. 
Fifteen spoke, including M::irc Lippm;m of 
Georgetov.n University, Maureen Henderson 
of the Fred Hutchin.son C;mcer Rese::irch 



Center in Seattle, Darcy Spicer ci the Uni­
versiry ci Southern California, and Graham 
ColdltI of Harvard. To no one's surprise, they 
revealed that their wen could use additional 
funding. NBCC came up with a propo.sed 
1993 increase for NCI ci $3CO million, spelling 
out categories into which it should be put. 

The number may have sounded like pie­
m-the-slcy to many old tunen. But. than.ks to 
Senator Harkin's slcillful maneuvering, Con­
gress came through with more than rwo-thirds 
of the sum the coalition was a5king for. Be­
cause Congress had agreed to a cap on domes­
tic spending, however, the money ended up 
in the defense budget. Pentagon defenders 
like Senator Daniel Inouye (D-Hl) objecced 
that it was wasteful and brazenly political to 
carve up che military budget chis "''a)', even 
for a good cause like medical research. Bue 
Harkin poinced to a clause already approved 
by military stalwarts m the House that ear­
marked $25 million inAnnymoneyforbreasc 
cancer research in 199 3 and sec aside another 
$ 7 million for an unnamed "institution in the 
Nonheast." Tiiough no ckx:umenc says so, any 
appropriations commi ccee aide can cell you the 
phrase refers co the Universiry of Pittsburgh. 
who5e interests are guarded by rwo members of 
the defense appropriacioru subcommiccee: 
chaumanJohn Munha (D-PA) and rankmg 
Republican Joseph McDade (R-PA). It be­
came clear that opposition to Harkin's move 
v."a.S not so much a matter of pnnciple as who 
would get the funds--and how much. Once 
this became clear, the Senate debate came to 
an end and Harkin's proposal won. 

As a result, the Army now has a new 
mission and $210 million co spend on it. 
Because it doesn't have a peer-review system 
comparable co NIH's, the U.S. Army Medi­
cal Research and Development Command 
(USAMROC) is asking for s.ome help from 
the lnstituce ciMedicine (I OM). General Rich­
ard Travis, USAMROC's chief, told Scirnce 
ma recent telephone mterVJew chat in De­
cember IOM agreed co pull together an ex­
pert panel that will first, rule on the appropn­
aceness of his strategy for spending the money, 
and second, advise the Anny on how co orga­
nize and conduct a peer-review program. T ravi.s 
says his strategy is co avoid duplicating basic 
sciennfic research of the kind done at NCI 
and co focus irucead on "mid-risk, high-pay­
off" proiects. However, if the IOM advisers 
tell him he should focus exclusively on basic 
science, he's ready co do that instead. Travis 
hopes co begin soliciting proposals next 
spring. The one kind of proiecc he does not in­
tend co fund is the "bncks and mortar" ~'<lriery. 

A seat at the table 
Having won money for their cause, the ac­
tivms are not about to stop there: They want 
a say in how the funds are spent. At a meet­
ing ofNCl 's National Cancer Advisory Board 
(NCAB) on 14 December, NBCC leaders 
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Cause and effect Activists lobbied for a big 
increase; $210 million ended up in the Army. 

Visco and Love laid out a manifesto of pro­
posed changes. Members of the board were 
shocked to learn how intimately the activists 
want co become involved. 

NBCC wants at least rwo srudy sections 
(volunteer science panels that conduct NI H's 
peer review) devoted co breast cancer, and 
they wane their own members invited co sic on 
these panels. This would set a new precedent 
for NIH, and Samuel Broder, NCI's director, 
grumbles that people who want co do this just 
"don't understand how NIH works." By defini­
tion, peer review must be conducted by peo­
ple with expertise in the area under review, 
Broder says, though he welcomes nonexperts 
on oversight panels like the NCAB. Here, 
again, he faces new demands: Cancer activ· 
iscs want a seat on the NCAB, and they also 
"''<int an NCAB subcommittee devoted exclu­
sively co breast cancer. They would like to be 
included in groups that monitor data coming 
in from ongoing clinical trials. They hope co 
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E establish a "formal mechanism" through 
~ which to exchange information and advice 
ffi with Broder. And they want every significant 
~ subsegment ofNCl to have "consumer input.." 
~ Some of these requests have upset bio­
~ medical leaders such a5 Becker of the M.D. 
2 Anderson Clinic and a member of the NCAB. 
~ 
~ He says others scientists have cold him they 
; agree with an impassioned speech he gave at 
~ the advisory board meeting last month, in 

which he stressed the importance of noncar­
geted research. He pointed out that some 
discoveries c:rucial co understanding breast 
cancer today--such a5 information about on­
cogenes and rumor suppressor genes--<.arne 
out of highly specialized work on adenoviruses 
and retinoblascoma He worries that the trend 
tO..,,'aT'd earmarking funds will make it harder 
co support speculative research. 

NCI chief Broder, though he is crying co 
calm these troubled waters, als.o is concerned 
that the emphasis on breast cancer may lead 
to neglect of basic biomedical science. He 
notes that "ourcommianent to breast cancer 
has increased 177% m recent years" while 
NCl's overall budget has grown 35%. He 
worries about the lack of "balance" that's 
creeping mto the budget, citing the cutback 
chis year in NIH's general medical science 
funds as an indicator of pocemial trouble in 
the future. Trying co respond co changing po­
litical winds, he wornes, could erode the agen­
cy's research strategy and ciepnve esoteric 
fields of support- Yee Broder agrees that "we 
have co have an open dialogue" with the pati­
ent activists, pointing out that it was he, after 
all, who invited them co address the NCAB. 

Broder has clearly heard che message. Last 
September, he submitted an NCI budget re­
quest for 1994 that seems to go a long way 
coward doing what the breast cancer lobby 
would like. The total amount requested for 
breast cancer research, for example, iumps 
from the $197 million appropriated this year 
co $449 million. In addition, NCI is coordi­
nating a new, NIH-wide program co attack 
breast cancer. It is also launching a series of 
"specialized programs of research excellence" 
(SPORES) aimed at getting the latest science 
into clinical trials and treaanent practices as 
rapidly as possible, the first batch of which 
will be focused on breast and prostate cancer. 

Although Broder says these changes are 
coming about because "a number of opportu­
nities in breast cancer are unfolding," it's 
clear that s.ome of them may not be purely 
scientific opportunities. After meeting with 
NCI's cop brass and reviewing the budget 
recently, Susan Love says, "They are listen­
ing; the dialogue is starting." Broder has pro­
posed an aggressive new plan, which. accord­
ing co Love, is "exactly the kind of thing we 
\l.'ant to see." Now the coalition is gearing up 
for another lobbying effort in 1993 to make 
sure that NCI's aggressive plan gets funded. 

-Eliot Marshall 
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•EDITORIAL BY MORTIMER B. ZUCKERMAN 
EDITOR-IN-CHIEF 

BATILING BREAST CANCER 

F 
ran Visco had two full-time jobs at the age of 
39- as a commercial trial lawyer and as a wife 
and mother. Her doctor recommended she have 

a baseline mammogram even though there was no 
family history of breast cancer. The mammogram re­
vealed she had the disease. That was five years ago. 
She has recovered, but she knows that she was lucky 
and she acknowledges it by throwing herself into a 
campaign to make the survival of millions of other 
women more than happenstance. 

America is undergoing a breast-cancer epidemic. 
Every three minutes, a woman is diagnosed, and every 
11 minutes, a woman dies from the 
disease. It strikes 1 in 8 women and 

cancer that year. In six weeks they collected more than 
600,000 letters. They organized a conference of re­
nowned scientists in the field, who testified to areas of 
research that needed more money and concluded that 
an additional $300 million could realistically be spent 
annually on breast-cancer research. 

With that, women went on the march. Busloads came 
to Capitol Hill. They set up vigil on the Senate steps. 
Ultimately, by force of reason and pressure they induced 
the Congress, and finally the president, to approve a sum 
of $400 million - nearly a tripling of the previous budget. 
It was the first meaningful increase in appropriations for 

the disease. It meant that many proj­
ects could be taken up that had been 

kills 46,000 a year. Nearly every wom­
an (and many men, including this 
writer) has personal knowledge of 
someone with breast cancer and has 
witnessed the agonizing medical and 
emotional struggle to cope with the 
disease. It is the disease that women 
fear most, because it also carries with 
it the fear of disfigurement in a soci­
ety that places great value on physical 
appearance. "It's like standing in the 
midst of a battlefield," says one wom-

'Every three 
minutes, a woman 

is diagnosed, 
andeveryll 

minutes, a woman 
dies from the 

disease.' 

unfunded by the National Cancer In­
stitute because of revenue shortfalls. 
No longer would women have to pay 
for breast-cancer research with brown­
ie sales and chili cook-offs. 

The money will also go to improving 
access to high-quality breast-cancer 
screening, diagnosis and treatment. 
Mammography is the best way to de­
tect breast cancer in its early stages, 
when a tumor is small - even too small 

an, "with all your friends dropping 
around you one by one." 

The perception is not fanciful. 
There are 2.8 million victims in America at the mo­
ment. It costs the country over $6 billion annually in 
medical costs and lost productivity- something to bear 
in mind when the "costs" of a detection program are 
assessed. Breast cancer has become the leading cause 
of death for women between the ages of 32 and 52. 

This need not be. Fran Visco joined the Linda 
Creed Foundation. named after a 37-year-old song­
writer victim and dedicated to the early detection and 
treatment of breast cancer. Last year, she became the 
first elected president of the National Breast Cancer 
Coalition, which is devoted to changing the rules of 
research and treatment. The coalition is a model of the 
American gift for association in action. 

A national network of individual members has been 
formed and now runs into the thousands. In 1991 they 
set out to collect 175,000 letters representing the num­
ber of women who would be diagnosed with breast 

COP)-ngrit © 1992. ov U.S News & Wor1d Reool1 inc. 

to be felt - and localized, often con­
fined to the breast or to the milk duct 
where it arose. It is then particularly 
amenable to treatment. Appropriate 

mammography and subsequent treatment can reduce 
the breast-cancer death rate by as much as one third. The 
risk in mammography is minimal; radiation doses are 
low. All doctors should recommend a mammogram. 

Until now, however, there has been another snag: 
Businesses have been slow to include insurance cover­
age for tests. Remarkably, it has taken a six-year battle 
to get screening approved as a legitimate Medicare ex­
pense. Three quarters of the Fortune 500 companies 
provide insurance coverage for the test, but the provi­
sion should be universal. 

The NBCC deserves credit for refusing to fight with 
other medical centers for what little funds were available 
for medical research and for fighting instead for new 
money altogether. But where would we be if Fran Visco, 
and women like her, had not taken up the cause? Their 
efforts demonstrate how individual enterprise can re­
awaken a proper sense of national priority. • 

U.S.NEWS & WORLD REPORT. NOVEMBER 23. 19'32 
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P.O. Box 66373 
Washington. DC 20035 
(202) 296-74i7 

The President 
The White House 
1600 Pennsylvania Avenue 
Washington, DC 20500 

Dear Mr. President, 

July, 1993 

Women and men across the country have come together over the past two years to 
form the National Breast Cancer Coalition with one overriding goal-to eradicate the breast 
cancer epidemic. Today, the Coalition has more than 185 member organizations and 
thousands of individual members. We are all volunteers - this movement has grown because 
of the dedication of women with breast cancer, their families and friends. 

The statistics on this disease are staggering: there are 2.6 million women living in 
this country today with breast cancer; this year an additional 182,000 will be diagnosed and 
46,000 will die. In October of 1992 we met with Hilary Rodham Clinton in Williamsburg, 
Virginia. We wanted to impress upon her the devastating reality and the epidemic 
proportions of this disease that have escaped the public's awareness for too long. Women's 
health, and specifically breast cancer, historically have been ignored, by the pubic, by 
Congress and by past administrations. 

We could no longer wait for others to become aware of our issue. Last year, the 
Coalition through a tremendous grassroots effort was responsible for the first ever 
meaningful increase in appropriations for breast cancer research. We accomplished this 
through our grassroots network that has coordinators and members in each state and the 
District of Columbia. 

We cannot afford to see that money wasted. On May 2, 1993 we kicked off our 
campaign to collect 2.6 million signatures to bring to you in October, asking that breast 
cancer become a national health priority and that you call for a comprehensive, national 
strategy to end this epidemic. Over the summer women and men across this country will 
be involved in this campaign, collecting signatures at town meetings, shopping centers, 
schools - wherever possible. For many of these individuals, it will be their first experience 
in the political process, but they are committed to this cause not only for themselves, but 
for their daughters and granddaughters. 



' Mr. President 
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We want to present you with these signatures on Monday, October 18, 1993. We ask 
that you receive us at the White House on that date and hope that you will respond 
favorably to the need for a coordinated effort to end the breast cancer epidemic. 

Sincerely, 

Fran Visco 
President 
National Breast Cancer Coalition 



THE PROBLEM 

Breast cancer is the most common form of 

cancer in women in the United States. 

Ii 182,000 women will be diagnosed with breast 

cancer in 1993, and 46,000 women will die from 

the disease; Every twelve minutes, another 

woman dies of breast cancer. 

II Breast cancer is the leading cause of cancer 

death for African-American women. 

• Breast cancer is the leading cause of death 

for women between the ages of 35 and 52. 

• Every wQman is at risk. The incidence of 

breast cancer is rising every year and we do 

not know why. One in eight women will 

get breast cancer in her lifetime, up from 

one in twenty in 1960. If these numbers 

increase at the current rate, by the year 

2000, at least one in every seven women 

can expectto get breast cancer. 

There is no known cure for breast cancer. 

There is no known cause. 
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The voice of women on breast , 
cancer policy and concerns 

-
In the time· it 

takes to read 

this brochure, 

another woman 

in this country 

·will be told she 

has breast cancer. 



ii ·he National Breast Cancer Coalition 
is a grassroots advocacy effort created 

to focus the nation's attention on the breast 
cancer epidemic. Conceived in January 1991, the 
Coalition has grown to more than 170 organiza­
tions representing several milliory patients, profes­
sionals, women, their families, and friends. 

The Coalition educates the public about 
breast cancer advocacy and, through its national 
action network, provides ways for individuals to 
become actively involved in the fight to stop the 
breast cancer epidemic. 

THE MISSION OF THE NATIONAL BREAST 

CANCER COALffiON IS TO ERADICATE 

BREAST CANCER BY ADVOCATING: 

a research into the cause of, optimal treatments 
and cure for breast cancer through increased 
funding, recruitment, and training of scientists 
and improved coordination and distribution of 
research funds. 

• improved access t"o high-quality breast cancer 
screening, diagnosis, treatment, and care for all 
women, particularly the underserved and 
uninsured, through legislation and change in the 
regulation and delivery of breast health care. 

• increased involvement and influence of those 
living with breast cancer-in the areas of legisla­
tion, regulatory process, and all aspects of clinical 
trial design, including access to clinical trials. 

THE WORK OF THE 

BREAST CANCER COALITION. 

Legislative l111>act. The Coalition initiates new 
laws and regulations for research budgets, quality 
of patient care, and regulatory policy. 

"[The Coalition's] advocacy is working. The war 
against breast cancer is a war that must and will be 
won. Your leadership and advocacy in this fight have 
set us on the path to victory. "-s~N. TOM HARKIN (D-IA) 

Grassroots Mobilization. Through phone and fax chains 
and computer bulletin boards, the National Breast 
Cancer Co<J,lition has created a network of supporters 
who mobilize to respond quickly to breast cancer issues 
that arise. 

"By force of reason and pressure [the Coalition] induced 
the Congress, and [malty the president to approve a sum 
of $400 million - nearly tripling of the previous budget. 
it was the first meaningful increase in appropriations for 
[breast cancer]." U.S.NEWS & WORLD REPORT NOV. 23, 1992. 

Empowering Women. Faced with the lack of progress 
in finding the cause and cure, the National Breast 
Cancer Coalition is asking women to get involved and 
act tb stop breast cancer now. 

"I have managed to keep this disease at bay since 1989 
and I a'!I now energized by the work of the National 
Breast Cancer Coalition. ... \Ve must continue to bring 
these issues to legis!Ators, health professionals, and policy 
makers, who have the power and responsibility to end 
the breast cancer epidemic." -COALITION MEMBER, N.H. 

Media Attention. The Coalition wo'rks closely with 
national and local media to keep breast cancer issues 
and concerns in front of policy makers and the public. 

"Breast cancer is the nations's best kept secret." 
-OTHER VIEWS, SAN FRANCISCO CHRONICLE, SEPT. 1991 

x 
I 
I 

Yes, I warit to join the 
National Breast Cancer Coalition 

I want to be part of the national action 
network detem1ined to fight the breast 
cancer epidemic. 

Here is my contribution of: 

- $20 - $25 _ $35 . _$50 
_ $100 _ $500 _ $1,000 _Other 

My gift is in ho:zor/memory of-

__ Yes, I would like to be an active 
participant in the Coalition's network. 

NAME 

ADDRESS 

CITY 

STATE ZIP 

TELEPHONE HOME 

WORK 

FAX '· 

Pl.EASE MAKE CHECKS PAY ABLE TO AND MAIL TO: 

1be National Breast Cancer Coalition 
P.O. Box 66373 
Washington, D.C. 20035 

So that NBCC may lobby aggressively on your behalf to 
increase funding for Breast cancer research your contri­
bution is not tax deductible. 
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The National Breast Cancer Coalition • a grassroots advocacy effort 

Le National Breast Cancer Coalition is a grassroots advocacy effort con­

ceived in January 1991. Since that time, the Coalition has grown to more than 170 organizations, representing several 
million patients, professionals, women, their families, and friends. Coalition members include cancer support, 
information, and service groups, as well as women's, consumer health, and provider organi7,ations. 

ln just over two years, the NBCC has had a significant impact on general awareness about the breast cancer epi­
demic, and has had a major influence on public policy We were able to achieve this success through intensive work 
and participation on the part of t11e NBCC Board of Directors, Task forces, member organizations and our national 
grassroots action network. 

The National Breast Cancer Coalition (NJKC) is now a forceful voice, speaking for women and men across tlie 
country, who are demanding victory in the war against breast cancer. 

THE MISSION OF THE NATIONAL BREAST CANCER CoALrTION is to work to eradicate breast 

cancer, tlie most common form of cancer among women in the United States, through focusing national attention on 
breast cancer and by involving patients and caring others as advocates for action, advances and change. 111e Coalition 
informs, supports, and directs patients and concerned others in knowledgeable and effective advocacy efforts. 

Nationwide, women and men are influencing policy t11rough legislative and regulatory input, promotion of media 
coverage, and participation in activities such as marches and campaigns. 

OUR GOALS ARE: 

To promote research into tlie cause of, optimal treatments and cure for breast cancer t11rough increased funding, 
recruitment, and training of scientists and improved coordination and distribution of research funds. 

To improve access to high-quality breast cancer screening, diagnosis, treatment, and care for all women, 
particularly tlie underserved and uninsured, through legislation and change in t11e regulation and delivery of breast 
health care. 

To increase tlie involvement and influence of tliose living wit11 breast cancer in the areas of legislation, regulatory 
process, and all aspects of clinical trial design, including access to clinical trials. 

P.O. Box 66373, Washington, D.C. 20035 • 202-296-7477 



ACCOMPLISHMENTS 

The NBCC "Do the Write 111ing" letter campaign set out in October 1991 to deliver 175,000 letters to Congress 

and the President- one letter for each projected breast cancer diagnosis that year. In an extraordinary demon­

stration of the grassroots power of this issue, we delivered more than 600,000 letters. 'J11is outpouring of letters 

plus hard work by NBCC members resulted in an appropriation of $132 million for breast cancer research to the 

NCI in fiscal 1992 - a gain of almost 500"i over 1991 spending. 

In February 1992, the NBCC convened Research Hearings in Washington. Fifteen of the nation's most promi­

nent scientists working in the field of breast cancer testified. As a result of the Hearings, the Coalition told 

Congress that $300 million additional dollars would be needed in 1993 for breast cancer research. 

During 1992's Mother's Day weekend, the NBCC coordinated 38 events in 31 states to emphasize the need for 

more research dollars for breast cancer, quality assurance in mammography, and a national registry system. 

In July 1992, the NIH reauthorir .. ation bill that included the NBCC's fih111re of $300 million for breast cancer 

passed the House and Senate, only to be vetoed by President Bush. 

Led by the NBCC, women arrived in Washington by the busload and swamped their members of Congress with 

calls, faxes, telegrams through the NBCC hotline and constituent visits demanding $300 million more for breast 

cancer research. 

The National Breast Cancer Coalition's demands were met. We won more than $400 million for breast cancer 

research: $210 million in the Department of the Army and $200 million to the National Cancer Institute. 'n1is 

total appropriation comprises the first-ever significant increase in breast cancer research funding. 

We endorsed or supported the Mammography Quality Standards Act of 1992, a Sense of the Senate Resolution 

Declaring Breast Cancer a Public Health Emergency, the Cancer Hegistries Act of 1992, and the Breast and 

Cervical Mortality Prevention Act of 1990. 

The Coalition increased the visibility of breast cancer as a national health emergency. NBCC leaders met with 

Hillary Clinton during the presidential campaign to brief her on breast cancer issues. We appeared on "TI1e 

Today Show," CNN's "Sonya Live" and the "ABC Nightly News," and were covered by "U.S. News and World 

Report" and dozens of national and local publications. 

On May 2-4 TI1e National Breast Cancer Coalition kicked off its 1993 Campaign to secure 2.6 million letters, 

postcards, signatures, faxes and mailgrams directed to President Clinton asking that the breast cancer epidemic 

be declared a National Health Emergenc)' and that we develop a National Strategy to end the epidemic. 
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WOMEN'S HEALTH 

Women are increasingly the victims of life-threatening illness, yet 
still are at the bottom ofour medical research agenda. Funding for 
research into breast and ovarian cancers, osteoporosis and other 
diseases remains inadequate. Although women are more likely to use 
health care than men, they are less likely to have insurance: 

• Women make up a larger portion of the population holding part-time 
jobs and clerical or sales jobs--jobs which usually don't offer health 
insurance to employees. 

• Women tend to live longer and require more long-term and home health 
services that are often not available or affordable. 

• Many women must rely on their spouses for health insurance, and risk 
of being dropped if they divorce or if they are widowed. 

• From the beginning of the health reform process, women's health and 
preventive care concerns were at the core of the program. The Health 
Security plan will emphasize the kinds of care and research that protect 
women's health and guarantee comprehensive care. 

Comprehensive Benefits 

• Under the Health Security plan, all women will be guaranteed 
coverage regardless of health status, marital status, employment 
status, or ability to pay. 

• Women will be guaranteed a comprehensive package of benefits that 
will include unprecedented free coverage of a wide range of preventive 
services, including mammograms, Pap smears, diagnostic services, and 
prenatal care. 

• The plan includes coverage for health services that help prevent 
unwanted pregnancies. 

Preventive Health 

• The Health Security plan will cover a schedule of preventive 
screenings, tests, and checkups covered in only a few of today's health 
insurance policies. These include regular mammograms for women 
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Women's Health 
Page2 

with a close family history of breast cancer and will be covered under 
the regular cost sharing provisions, like other medical procedures. 

• The nationally guaranteed comprehensive benefits package will also 
include free coverage for mammograms every two years for women 
over age 50 free-of-charge--no matter which plan someone chooses, as 
an extra incentive for those most at risk. 

• Preventive services included in the comprehensive benefits package 
are provided at ages specified by the report of the U.S. Preventative 
Services Task Force. These recommendations can be modified by the 
National Health Board as new information becomes available. 

Supports Women's Health Research 

• New research initiatives will concentrate on child health (including 
birth defects, prenatal care, and adolescent health), and illnesses that 
primarily strike women -- including breast cancer, ovarian cancer, and 
osteoporosis. 

• Medical research initiatives will be expanded to include efforts to 
isolate and cure diseases such as breast cancer and cervical cancer. 

Expansion of Home and Community-Based Long-Term Care Services 

• The addition of a new home and community-based long-term care 
program and the expansion of nursing home coverage will help reduce 
the undue burden born by many women caregivers. 

October 8, 1993 
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July 23, 1993 

The Honorable Hlltary Rodhlm Clinton 
The White House 
Washington, D.C. 20~00 

Dear Mn. Clinton: 

I am writinc at tho SU"CStiOll of Rc:icd Tucboo, M.D., whu Xl"VQ ilUI .. 

member of the President's Cancer Panel Special Commission on Breast 
Cancer (SCBC), a federally chartt.red committee wttlch I chair. 

This 19 member Commiwon is composed ol national e.xpena in aJI aspects 
of breast canca ~ and care and includes three patieot advocata. n 
bu held 11 mcctinp throu&hout the nation, lqinnin1 in May 1992, at 
which it received testimony on cvuy aspect or the breast cancer problem 
from over 190 scientists, clinicians, breast cancer survivon. and 
representatives of relevant 1ovemment agencies, private sector orpnfza­
tiona nnd bu.sinessca . 

We are wen aware and quite respectful of your interat in btalth care 
reform generally, and breast cancer prevention and treatment specifically. 
All of us were quite moved by your recent speech in Loa An&etes on 
behalf of the [ria C4ntor Certter for Breast lmqing. Your uccdotca 
revealed the depth or your pcnonal compassion for the millions of om 
countrywomen who live with this cballenge evay day. 

Our Commls.Uoa Is completing its final n:port of ftndinp and iecom.mea· 
dation1. It ii bcln1 put tocether very thoughtfully and wttb outstendlng 
cxpcrtix. We wo d ve much like co idc with tho 
to review our rt aod to uac 1 ts subltaoc:C u 
your health orm campaign. We know that tho eventJ surround1n& the 
pwsiiatton of mu &eoitiBit will be o( hip national interest, putlcuhufy 
in the breaat cancer releafCh and advocacy commmlitiea. To the grmrat 
extent possible, we would like you to have the benefit of our efforts. 

Additionally, I am awate that many members of tho Senate have ukcd the 
President to <X>DVene selected leaden from government, tho scientific 
e.ommunity, private industry and womeii with breut cancer to develop and 
carry out a national strategy to end thia diseue. Our Commission ii a 
supab 'wup amd I am convinced lhat no more lmpresslvc bod)' ot apetts 
could be assembled than those from whorn we received testimoay. Tbe 
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record of our hrarin11 and tho report of findings and rcc:ommendations developed by the 
SCBC ~ uu 1111 Lhia testimuny ~ta ~IJlllflcant lnvC$UDCDt ot time, money and 
cxpcrtiJC. It ia my penona1 &oal to have the report ready by the end of October, whlch is 
National Breait C".an<:er Awareness Month. I hope decisions about future directions and 
fnltf ative\ wou1d not be made until the Administration hu bad the opponunity to ~cw lt 
and take advantap or all the consultation and hard work that have &000 on for over a year. 

Given the urgency of time, I and Dr. Tuckson. perhaps along with a few others, would 
appreciate the opportunity to brief you or your designee about this report and to diJCUss the 
next steps. I can be reached at 214/lRti-96~~ nr your rt~ff <"an contact Iris Schn~, the 
Executive Secretary of the SCBC at the National Cancer Institute at 301/496-SS34 look 
forward to heuing from you soon. 

Please actept my deep appreciation for your concern for the health of the Nation and for your 
interest. In particular. in prcventina death and sufferina from brea.u cancer. 

cc: 
Dr. Tucbon 

Sinc-.erely, 

7t;;:;i:B~ 
Chairman 
Pre"cat'1 Canocr Panel Spcci.al 
Commission on Breast Cancer 
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WHY WE NEED A COMPREHENSIVE NATIONAL STRATEGY 

The breast cancer epidemic has been called this nation's best kept secret. There 
are 2.6 million women in America today with breast cancer, one million of whom do not 
yet know they have the disease. This year 182,000 more women will be diagnosed and 
46,000 women will die. 

Without a comprehensive strategic plan to end this epidemic, the loss of human 
and financial resources to this nation, already of staggering proportions, will continue to 
escalate. 

The Problem? 

• That we do not know what causes breast cancer, how to prevent it or cure it. 
That the incidence of breast cancer has been rising since the 1940's and we don't know 
why. 

• That the researchers, the medical community, the government and the 
women with breast cancer do not work together, do not communicate in the search for 
answers. 

• That 80% of women who are diagnosed with breast cancer fall into no known 
high risk category. That a significant portion of educational materials on breast cancer 
are outdated, plainly wrong or duplicative. 

• That so little is known about the suspected environmental factors in the 
development of breast cancer. 

• That there has been little progress in methods of detection and treatment 
over the past twenty years. That too few women have access to high quality care. 

• That historically breast cancer has been underfunded and we need to find 
ways to bring medical professionals and scientists into the field. That we know little 
about the healthy breast, and fail to educate women, especially young women, in what 
breast health we do know. 

• That breast cancer affects the entire family and too little is done to help 
those affected by the disease and that fear and cultural mores result in treatment denial 
or detection that is too late. 

• That far too many women die. 



Our human resources are too important, 
our economic resources too limited, to waste. 

We can no longer afford to battle this disease in isolation, not on any level. 

The National Breast Cancer Coalition calls for a comprehensive national plan that will: 

• Involve all segments of the Administrative branch, from the Environmental 
Protection Agency, Department of Commerce, Center for Disease Control, 
National Institutes of Health, National Cancer Institute, to the Department of 
Defense and the Department of Education. 

• Involve leadership from Congress, the scientific community and the private 
sector. 

• Foster communication and coordination of effort among scientists and 
medical professionals. 

• Expedite the approval process for drugs and devices used in the treatment of 
breast cancer. 

• Search for the possible environmental causes of breast cancer. 

• Insure that women of all ages are educated about the importance of breast 
health. 

• Provide incentives to attract more scientists to the field of breast cancer 
research. 

• Remove existing roadblocks to innovative research. 

• Develop strategies to provide incentives for the private sector to invest in 
research. 

• Insure that the best available information regarding breast cancer is available 
to medical professionals and the public at large. 

• Insure that all women have access to state of the art screening and treatment. 

• Find the tools we need, but do not yet have, in the war against this disease. 

Our goal is simple: The eradication of breast cancer. 

We believe the goal can be achieved. We cannot do it alone. It will take the 
commitment of the Clinton Administration and the nation. Join the 1993 National 
Breast Cancer Coalition Campaign. 
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Summary of Position on Breast Cancer 
for the 103rd Congress 

Submitted By 
The National Breast Cancer Coalition 

PLEASE NOTI 
OUR NEW ADDRESS 

P.O. Box 66373 
Washington. D.C. 20035 

(202) 296-7477 

Breast cancer is an epidemic that has been called this nation's best kept secret. 
Today, there are 2.6 million women living with breast cancer - 1.6 million who have been 
diagnosed and an estimated 1 million women who do not yet know they have this 
disease. This year alone, 182,000 women will be diagnosed with and 46,000 will die of 
breast cancer. It is the number one killer of women ages 32 to 54. Every three minutes, 
a woman is diagnosed with breast cancer. Every twelve minutes, a woman dies. Over 
120 times a day, someone's wife, someone's mother, someone's best friend dies from this 
savage disease. 

We do not know what causes breast cancer or how to cure it. Breast cancer is a 
disease with a legacy - a woman who is diagnosed with breast cancer knows that it is 
likely that her daughters and granddaughters will hear the same diagnosis some day. Yet 
the vast majority of women who have breast cancer have no family history of the disease. 
Eighty percent of women who are diagnosed with the disease fall into no known high 
risk category. 

The National Breast Cancer Coalition is a grassroots advocacy effort committed 
to the eradication of the breast cancer epidemic. We know that we can achieve that 
goal. We recognize, however, that to do so we must effect fundamental change in all 
aspects of the fight against this disease. We must not be bound by the status quo, rather 
we need new ideas and new approaches to address the breast cancer epidemic. 

The NBCC asks that this Congress recognize the epidemic of breast cancer and 
join in our commitment to eradicate the disease. Specifically we ask that Congress: 

• Commit to ending the epidemic of breast cancer and to a national plan to 
combat this disease. Work with the Clinton administration to call together leaders from 
the Executive branch, the Congress, the scientific community and women with breast 
cancer and other breast cancer advocates to begin the design and implementation of this 
plan. 

• Enact legislation that will ensure sustained increased levels of funding for breast 
cancer research. 



• Approve a supplemental 1993 appropriation to implement the Cancer Registries 
Amendment Act and legislation to appropriate a sufficient level of funding in 1994. 

• Amend the Mammography Quality Standards Act to strengthen its provisions 
and approve a supplemental appropriation to support its implementation. 

• Mandate a study to determine the feasibility of and to recommend the 
parameters of a national tissue, tumor and devices bank or banks. 

• Ask that the General Accounting Office investigate the structure and process of 
the National Institutes of Health and recommend changes to facilitate innovative ideas 
and the entry of new scientists into breast cancer research. 

• Devise legislative recruitment and retention strategies that will attract and keep 
high quality scientists in the field of breast cancer and to support those scientists, 
entrenched and renowned in other fields, who wish to move to breast cancer research. 

• Enact legislation that will provide incentives to the private sector to foster 
quality private research into breast cancer prevention, detection and treatment. 

• Determine and then legislate an appropriate method to oversee and coordinate 
all federal breast cancer activities including agencies, projects and initiatives. It is vitally 
important that there be a mechanism through which the exchange of information and 
data can be accomplished by medical professionals and the lay public. 

• Enact health care reform that results in access for all women to appropriate 
methods of detection and treatment. A woman's survival should not depend upon her 
economic circumstance. All federally funded education and screening programs must 
include access to treatment. · 

• Enact legislation to ensure that access to care will not be denied because of a 
woman's prior medical history. 

The National Breast Cancer Coalition's complete position paper, addressed to 
President Clinton, follows. 



must decide based 011 their training and experience what is 
truly known about an agent, which conclusions are too early 
to make, and, therefore. what data should be made available 
to a patient. Emerging data arc seductive but often subject lo 
various interpretations, as anyone who has altended a 
National Cancer Institute phase I meeting can readily attest. 

The current phase I and phase II trial designs are products 
of evolution and are widely employed not for their statistical 
rigor, but becau'e they provide data upon which decisions 
for future studies can be based. The designs also strike a 
balance between knowing exactly and unnecessarily treating 
patients with subtherapeutic doses or inactive drugs. The 
currently used trial designs are not perfect, and proposals to 
modify them usually attempt to either improve patient safety 
or increase the likelihood of response. However, these two 
elements frequently conflict wJth one another when a cancer 
patient is treated with cytotoxic chemotherapy. Many of the 
proposed modifications to the current phase I and phase II 
trial designs will shift the balance of these two factors. 
While a discussion of such proposals may be useful, the 
feasibility of any new trial design must ultimately be 
demonstrated by the successful conduct of the clinical study. 
We can look forward to the investigators at the University of 

Screening for 
What Should 
Policy Be? 

Breast Cancer: 
National Health 

Thomas C. Chalmers* 

For decades. it has been assumed that the lives of women 
with breast cancer could be prolonged if their tumors could 
be diagnosed early, before metastasis to other parts of the 
body. The addition of effective technology, in the form of 
radiological mammography. to supplement routine physical 
examinations and breast self-examination has been viewed as 
an inherently attractive program, and mammography has 
become widely used in the last 20 years. 

By 1977. there was general agreement that women older 
than age 50 should have an annual breast physical 
examination and mammography. This consensus was cod­
ified by the National Cancer Institute (NCI) and the 
American Cancer Society (ACS) (/). However, there were 
serious doubts about the wisdom of encouraging annual 
mammograms for women younger than 50. Was the apparent 
lengthening of Ii fe mere I y a shortening of the prediagnosis 
lead time? Could the exposures to x rays at a younger age 
be harmful (2)'1 In 1980, undaunted by thest: worries, the 

Chicago and other ins1i1utions providing us \\ ith the~e 

reports 111 the years to come. 
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ACS encouraged maminography for women under 50. 
In 1988. led by the American College of Radiology. most 

organizations involved with cancer treatment agreed to a 
more stringent recommendation, which stated that beginning 
at age 40, annual or biannual mammography should be 
performed in addition to a yearly clinical examina1ion. In 
1991. the ACS reiterated its support of radiological 
screening in women under 50. 

The landmark Health Insurance Plan (HIP) of New York 
study that began 30 years ago was the first of eight long­
term clinical trials in which women were selected at random 
or randomly assigned either to a group receiving mammogra­
phy or to a control group ·with no mammography. Results of 
that trial and those from the other six studies, which haH' 
been published during the last 8 years, have been combined 
in a meta-analysis by Elwood et al. (J) presented at an 
i11terna1iu11al workshop on screening for breast cancer 
summarized in this issue of the Journal (4). A representative 
of each trial was present and participated Ill the 
deliberations. 

The charge to the workshop was not to make recommen­
dations regarding ma1pmography, but to seek a consensus 011 
the data fro1i1 the eight studies for the benefit of an advisory 
committee of the NCI, which would, in turn, make 
recommendations. The report from the workshop summarizes 
data on women aged 40-49 in the trials as follows: "The 
randomized trials of women ages 40 to 49 are consistent in 

•srr ··Nute'·· section following ''References.·· 
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showing no statistically significant benefit in mortality after 
I 0 to 12 years of follow-up . . . In contrast. results for 
women ages 50 to 69 in all randomized trials confirmed the 
disease postponement benefit that was first seen in the HIP 
trial.·' All representatives agreed that more randomized 
control trial data are needed for women who might have 
their first mammography after the age of 69. 

Thus. mammography recommendations with regard to 
women under the age of 50 seem to have come full circle. 
However. it is important to point out that there is as yet no 
basis for denying potential efficacy in younger women. 
Except for the hard-to-explain shortening of time between 
random assignment and death from breast cancer found in 
the Canadian trial, harm has neither been suggested nor 
proven by the randomized control trial data presented at the 
workshop. Although mammography's combined effect on 
mortality from breast cancer in women 40-49 years of age is 
very close to zero, the 95% confidence interval includes a 
potentially beneficial lengthening as well as harmful 
shortening of the time until death from breast cancer of 
approximately 30%. 

This analysis by workshop participants is a good example 
of how hard it is to prove a negative hypothesis in clinical 
medicine. The statistical power needed to accomplish that 
task depends both on the total numbers of study subjects and 
on the quality of the studies. Although almost half a million 
young women have been randomly assigned in the eight 
studies, the number that have had follow-up for 10 years or 
more is still relatively small, and several studies have found 
a delay of 8-12 years in the possible effect on mortality. 

The quality and applicability of the studies have been 
vigorously challenged by radiologists, but they are not an 
unbiased group (5). Even so, I believe that there are 
numerous ways in which flaws in the studies could have 
resulted in a spurious answer. Randomization was sometimes 
by clusters of patients rather than by individuals. The 
technique of mammography was not always what is now 
considered optimal. The effects of crossovers were not 
adequately measured (they rarely are). The best of the 
studies in women aged 40-49 (6) is one of two recently 
reported trials comprising the Canadian National Breast 
Screening Study (NBSS). This trial was different from most 
of the others in that the effect of annual mammography and 
physical examination was compared with that of a single 
physical examination plus yearly follow-up with a self­
administered questionnaire. Over 50000 women were ran­
domly assigned. The risk of death from breast cancer was 
higher in the mammography group (odds ratio = 1.36; 95% 
confidence interval 0.84-2.21 )-approximately 35% 
higher. Even if some beneficial effect begins to appear in the 
next 5-10 years for women aged 40-49 at the start of the 
study. it is extremely unlikely that the observed trend will be 
completely reversed. For the second NBSS trial, involving 
women aged 50-59 (7), annual mammography combined 
with breast physical examination had produced no effect 
after 7 years compared with physical examination alone. 
Considering the NBSS trials, the apparent trend toward a 
good effect of mammography in the past studies in women 
nf all ages could be attributed to awareness stemming from 

an annual examination rather than ;1 ~pecific effect of 
mammography. 

So the pooled results of the definitive trials on 
mammography in women aged 40-49 arc unimpressive for 
mortality efficacy, as pointed out in the accompanying 
article by Fletcher et al. (4). It is important to emphasize 
that we are discussing routine preventive measures for breast 
cancer in the general population. not for patients at high 
risk, such as those with a strong family history. 

What should those individuals responsible for public 
health policy now recommend? I believe that after 
wallowing in the data for almost a year. I can answer that 
question with respectable credibility. 

I propose two measures: First, because of the annoying 
uncertainty regarding the benefit of mammography for 
women aged 40-49, another study that corrects a major 

defect in all. the studies reported to date should be conducted 
immediately. This defect is the relative crudeness and 
insensitivity of determining effects by decade rather than 
individual years of age at the time of randomization. We can 
remedy this problem by obtaining from all of the in­
vestigators all of the individual patient data on age and 
menopausal status at the time of randomization and timing 
of all events and compliance after randomization. Meno­
pausal status is especially important because many bits of 
data suggest that cancer of the breast acts differently before 
and after menopause. Perhaps menopausal status is the 
critical cutoff point rather than the age of 50. 

The NCI should see that such a "mega-analysis" is 
undertaken. A precedent has been set by the National Heart, 
Lung, and Blood Institute. Individual data on all patients 
randomly assigned to coronary artery bypass surgery in 
seven trials started over I 0 years ago are about to be 
published. 

If such a study does not yield a satisfactory conclusion in 
6-12 months and if the data from other trials now under way 
do not suggest a clear answer to the question, a large-scale 
international trial designed to avoid all past mistakes should 
be undertaken. This trial would, I hope, be sized to sup­
plement the available information rather than test the null 
hypothesis as if no prior information existed. 

My second proposal concerns third party reimbursement 
for mammography in women under the age of 50-or in 
premenopausal women, if menopause proves to be the 
critical cutoff point. I recommend that third parties pay for 
mammography in these women only if the women are 
randomly assigned in a peer-reviewed study. The point here 
is that it is foolish for some third parties to continue to pay 
for mammography in younger women as if it has been 
proven to be effective and for other third parties not to pay 
for mammography as if it has been proven ineffective. A 
board of experts could authorize exceptions such as 
geographic inaccessibility or other contraindications. 

A policy of supporting needed clinical trials and not 
paying for unproven diagnostic and therapeutic interventions 
should be a cornerstone of any health care reform, because 
such a policy will improve quality while at the same time 
saving money. Mammography for younger women would be 
a great place to start. 
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Deficiencies in the Analysis 
of Breast Cancer 
Screening Data 

Edward A. Sickles, Daniel B. Kopans* 

Breast cancer is a major, and increasing, public health 
problem in the United States and most other industrialized 
countries. Since there is not yet an established means of 
preventing breast cancer, efforts to combat the disease have 
focused on early detection through screening to increase the 
success of existing treatment. There is general consensus thal 
screening is both safe and effective in women aged 50 and 
older, but considerable controversy remains over 1hc utility 
of screening women aged 40-49. 

The report by Fletcher et al. published in this issue of the 
Journal (/) is a summary of a breast cancer screening 
workshop convened by the Early Detection Branch of the 
National Cancer Institute in February 1993. The vast 
majority of data presented at the workshop involved only the 
eight randomized controlled trials of breast cancer screening, 
despite the availability of an abundance of additional 
evidence. The article by Fletcher et al. (1) reflects this bias 
by discounting the importance of nonrandomized controlled 
trial data. Screening data from the eight randomized 
controlled trials are discussed for women aged 40 and older, 
with special focus on women in the specific age group 
40-49, the period during which screening is most 
controversial. 

Fletcher et al. briefly cite many of the problems 1ha1 have 
been raised concerning the validity and applicability of the 
screening data presented at the workshop. However, 1he 
reader is left wilh lhe implication thal these problems are 
relatively unimportanl, when in fact they severely limil bolh 

(I>) Milkr AB. Baines CJ. To T. el al: Canadian Na1ional Rrcast Screening 
S1udy: I. Rreasl cancer delection and death ra1es among women aged 
40 10 49 years lpuhlishcd crralum appears in Can Med Assoc J 
148:718. 1991J_ Can Med Assoc J 147:14)9-1476. 1992 

(7) Miller AB. Baines CJ. To T, el al: Canadian Nalional Breas1 Screening 
S1udy: 2. Breasl cancer dc1ect1on and dealh ra1es among women aged 
50 IO )9 years r published erratum appears Ill Can Med Assoc J 
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statistical validity and clinical applicability. In this editorial. 
we present a much more critical analysis of available 
screening data and also provide what we believe to be a 
more balanced overview of current knowledge on the 
strengths and limitations of screening. Paralleling the article 
by Fletcher et al. (/ ), we concentrate on the evidence from 
randomized controlled trials of breast cancer screening in 
women aged 40-49. The major problems concerning the 
randomized controlled trial data for this age group include 
lack of statistical power, other flaws in experimenlal design, 
and technical deficiencies in implementation of study 
protocols. Some specific problems are common to all 
randomized controlled trials, others to individual randomized 
controlled trials. 

Statistical Power 

A randomized controlled trial of breasl cancer screening 
muse involve sufficierll numbers of women who develop 
sufficient numbers of breast cancers resulting in sufficient 
numbers of breast cancer deaths, such that a reduction in the 
number of deaths by screening can be demonstrated with 
slatistical validity. In designing a trial. planners make a 
calculation of statistical power that estimates how large the 
study and control populations should be to demonstrate the 
anlicipated benefit. The smaller the expected benefit, the 
larger the number of women needed in the trial; conversely, 
if the number of women in the trial is small, only a very 
large benefit can be demonstrated. If the number of women 
is too small to begin with, or if dilution effects from 
noncompliance (refusal of screening) or control group bias 
(screening in control group) are not accounted for by 
increasing the number of women studied, then the ability of 
the 1rial to demonstrate a benefit is compromised (2). 

With the exception of the National Breast Screening Study 
of Canada (NBSS) (3,4), for which only preliminary dala are 
available, the randomized controlled trials were designed to 
evaluate screening in women aged 40 and older as a single 

*SC'<' "Notes" sec lion following "References." 
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NCI Proposes New 
Breast Cancer 
Screening Guidelines 

In a much anticipated move, the Na­
tional Cancer Institute announced its 
intention to revise guidelines for breast 
cancer screening. 

Institute officials presented the sug­
gested revisions last month to a sub­
committee of the National Cancer 
Advisory Board. During October and 
November, NCI planned to circulate 
the draft guidelines to various public 
and private agencies for review and 
comment, with a target date of early 
December for a final decision. 

The most contested part of the 
proposed changes centered around 
recommendations for women ages 40 to 
49. NCI's proposed guidelines state 
that women ages 40 to 49 should talk to 
a health professional about the advisa­
bility of screening with mammography, 
taking into account family history of 
breast cancer and other risk factors. NCI 

llr. l'clcr Grccnwuld 

11126 NF\\S 

had been recommending mammogra­
phy every I to 2 years for this age group. 

Peter Greenwald, M.D., Dr.P.H., 
director of NCI's Division of Cancer 
Prevention and Control, explained that 
"for women age 40 to 49, there is uncer­
tainty about the effectiveness of screen­
ing mammography for women who 
have no symptoms." After years of re­
search that does not show a benefit, 
NCI could not continue recommending 
that all healthy women without symp­
toms receive mammograms between 
the ages of 40 and 49, he said. 

1to2 Years 

In the proposed guidelines, NCI also 
recommended that asymptomatic 
women age 50 and older be screened 
every l to 2 years with mammography 
and receive an annual clinical breast 
examination. NCI had been recom­
mending annual mammography. 

Because studies have shown screen­
ing with mammography at intervals 
from 12 to 33 months to be effective, 
NCI opened the interval from yearly to 
every I to 2 years. The proposed guide­
lines continue to include annual clinical 
breast examination for women ages 40 
and older, and monthly breast self­
examination for all women as prudent 
practices. 

"Our best evidence for women age 50 
and older is that screening with mammog­
raphy at regular intervals is effective in 
reducing breast cancer mortality," ex-

..................................... 

plained Edward Sondik, Ph.D., deputy 
director of NCI's Division of Cancer 
Prevention and Control. "But the data 
don't determine exactly which interval 
is best. We're proposing to change the 
guidelines to reflect the information we 
have." 

Medicare, the government-funded 
insurance for older people, currently reim­
burses for screening mammograms every 
other year in asymptomatic women. 

NCI' s proposed changes are based 
on the summary of the International 
Workshop on Screening of Breast Can­
cer, held in Bethesda, Md., last February 
(see News, March 17, 1993) . Workshop 
participants reviewed the results of 30 
years of screening trials and a panel 
wrote a summary statement, which 
appears in this issue (see page 1644). 

The workshop panel determined that 
for women age 40 to 49, "it is clear that 
in the first 5 to 7 years [after screening] 
there is no reduction in mortality from 
breast cancer that can be attributed to 
screening. There is an uncertain, and, if 
present, marginal reduction in mortality 
at about I 0 to 12 years." 

Dr. Thomus C. Chalmers 
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The panel also found that more than 
30 years of controlled, randomized trials 
have strengthened the conclusion that 
women age 50 to 69 benefit greatly from 
regular mammograms. "Current scientific 
evidence strongly reinforces the value of 
screening mammography for women age 
50 and older," said Greenwald. About 
three-quarters of all breast cancers are 
found in women over age 50. 

For women age 70 and older, the In­
ternational Workshop panel said data 
were "inadequate to judge the effective­
ness of screening," and due to the in­
creased risk of breast cancer in this age 
group, randomized trials would probab­
ly not be feasible. 

NCI does not propose to have an upper 
age limit at which to stop screening. 
"Older women should make screening 
decisions jointly with their physicians," 
said Sondik, "and the decision should 
reflect a consideration of other health­
related issues." 

Gathering Comments 

NCI will be gathering commentary 
on the proposed changes from various 
organizations, including the 11 agen­
cies that had been in agreement on the 
current screening guidelines. At least 
two of these organizations - the Amer­
ican Cancer Society and the American 
College of Radiology - are expected 
to register some level of dissent with 
the proposed changes. 

"We would like to see the NCI and 
ACS guidelines as close as possible, 
so as to not send a mixed message to 
the public," explained Harmon Eyre, 
M.D., deputy executive vice presi­
dent for Medical Affairs and Research 
:it ACS, the largest non-profit ad­
-'Ocacy group focused on cancer is­
sues. He added that "ACS has taken 
no action in changing its guidelines 

in response to NCI' s proposed 
changes." 

Eyre said that ACS agrees with the 
findings of the International Workshop, 
but disagrees on the recommendations 
to make from these data. "We will con­
tinue to monitor the situation," he said, 
"and we recognize the continuing contro­
versy over the lack of perceived benefit 
of mammography for women 40 to 49 ," 
noting that ACS has long recommended 
that women discuss the need for mam­
mography with their physicians. 

The first major breast cancer screen­
ing trials to include women age 40 
through 49 were not planned to enable 
a separate analysis of results in this age 
group. Evaluation of data from these tri-

als show clear benefits for screening 
women age 50 and older, but less clear 
or no real benefit for younger women. 
Studies have not clarified this issue, 
and experts have not reached a consen­
sus on the effectiveness of mam­
mographic screening of asymptomatic 
women in this age group. 

Edward A. Sickles, M.D., of the 
University of California, San Francisco, 
and Daniel B. Kopans, M.D., of Har­
vard Medical School, Boston, register 
their critical comments on the work­
shop report, mainly about the con­
clusions for woman 40 to 49, in an 
editorial in this issue (see page 1621 ). 

"The Fletcher Report involves a 
one-sided analysis of the facts, ignoring 

NCl's Proposed Breast Cancer 
Screening Guidelines 

The following is a brief version of the National Cancer Institute' s proposed 
guidelines for breast cancer screening and a summary of the proposal process. 

Ages 50 and older: NCI recommends women be screened every 1 to 2 years with 
mammography and receive an annual clinical breast examination. Women ages 70 
and above should be screened unless otherwise indicated by health status. 

Ages 40 to 49: NCI recommends women discuss with a health professional the ad­
visability of breast cancer screening with mammography, taking into account family 
history of breast cancer and other risk factors. NCI also recommends annual clinical 
breast examination as a prudent practice for this group. 

Breast self-examination: NCI recommends as prudent practice monthly breast 
self-examination for all women, along with consultation with a health professional 
on proper breast self-examination techniques. 

The full text of the proposed guidelines and a copy of the report on the Interna­
tional Workshop on Breast Cancer Screening were disseminated to the I I agencies 
involved in the first set of guidelines and to professional, voluntary and advocacy 
groups. 

These groups will comment on the draft guidelines at the Oct. 2 I meeting of the 
Board of Scientific Counselors for the NCI's Division of Cancer Prevention and Con­
trol. The draft guidelines will also be reported to the National Cancer Advisory Board 
in November. A final decision by the NCI Executive Committee is slated for December. 

- Kara Smigel 
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TO: BiJ~gg, Director, News Division 
Office of the Assistant Secretary for Health 

1'HROUCH: Anne TI1omas, Actins AssocjaLe Director for Communica.tiuns, NIH 

NCI is planning to hold a press conference to announce the results of the work of the 
President's Cancer Panel Special Commis~ion on Breast Cancer. The Commission met 11 
times between May 1992 and July 1993 and heard testimony from 190 imljvjduats: scien­
tisls, clinicians, patient advocates, third pany payers, relevant DHHS components, biotech­
nology and pharmaceutical companies, the news media, scientific, professional and voluntary 
organizations and others. 

Pursuant to Executive On1er 12838, the Commission went out of existence on September 30, 
1993. TI1eir completed report will be publi~hed by NCJ. 

At the press conference, Mrs. 'Nancy Brinker, the C'ommission chair and a fonncr member 
of the President's Cancer Panel, would like lo present the Commission's findings to the 
Government during a press conference in WaiMngton, D;. C. 

Featured speakers representing the Commission at the press conference would be Mrs. 
Brinker and Dr. Harold 'Freeman. lhe current chair of the President'~ Cancer Panel. The 
Commission would like to present their repon to Secretary ShaWa or another top figure in 
lhe Clinton Administra.tion, who could use the oa:a'liion tn announce the new HHS Brea.st 
Cancer Action :rlan initiative. The Secretary will chair a special meeling December 14 at 
NIH. This meeting ii; a springboard for coordinating Federal activities to implement the 
Commission's rccommcndaUons. 

Possible dales for a pres~ confcrenc.c;: would <lepd"ld on lhe S'-'Crt:tary's schedule, but it is 
hoped that it can be held in October, which is National areast Cftncer Awareness Month. 
Mrs. Brinker is not able to be in Washington October 13, 14. 19, 21 or 22. We are 
tentatively planning to hold the pre.~s conference in the HHS auditorium .. 

Please let me know if you have any questions. 1 look forward to hearing from you and 
working with you. 

.. .:.,,, 
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funded care is critical for access to care. Exclusion of preexisting conditions leaves 
women previously diagnosed with breast cancer without ccverage in the event of a 
recurrence. Women who have been diagnosed with breast cancer cannot change jobs 
because future treatment for breast cancer would be excluded from coverage. Women 
with no ccverage or inadequate insurance often experience delays in diagnosis and 
treatment. 

• Affordability of care and of health insurance is an important issue. In small companies, 
breast cancer patients may be discriminated against and feel guilty if the costs of their 
care lead to a large insurance premium increase for their co-workers. Increased 
premiums and patients' out-of-pocket costs for breast cancer care can affect family 
resources and cause the breast cancer survivor to feel guilty. 

• There is a very specific problem with regard to reimbursement for mammography. While 
the current recommende.d guidelines of the National Cancer Institute, the American 
Cancer Society, and other professional organizations recommend annual mammograms 
for women 50 and older, Medicare provides reimbursement every other year for women 
65 and older and does not provide any coverage for breast clinical examination. 

:/(- .<i '( ' - .) . . . ' -

RECOMMENDATIONS ( (} ;- !~:;·i ,·: . '·; I ... - . I ./ 

: r .•. I 

National Leeislation !-/ .. ~ . i ., .• J •• 

• New funds should be appropriated to support the President's Cancer Panel Special 
Commission on Breast Cancer's recommended prog~ at a level no less than~ 
million JlGIYQ! until breast cancer prevention and cure are achieve.d. This research 
eff on should be under the leadership of the National Cancer Institute. 

St.ate Leeislatioo 

• Support state legislation to provide quality assurance for mammography and insurance 
. coverage for screening, diagnostic tests, treatment, and patient care costs of clinical trials. 

Payment Policies 

• Decisions about health care coverage in this country should involve all members of our 
society and take into consideration the society as a whole, government responsibilities, 
and the concerns of business. 

• Increase access to affordable health care ccverage by: 

• Eliminating pre-existing condition clauses. 

• Providing a universal health care package regardless of financial status or job or 
career changes. 

• Utilizing and adequately reimbursing primary care physicians and other providers 
such as nurse-practitioners and physician assistants. 

20 
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JO~· TD1'.T AT OF TH~ NATIONAL 
'U.l~ ~CANCER INSTITUTE 

Date: OCtober 12, 1993 

MEMORANDUM FORs Science Writers and. Editors on the 
Presa List 

From; Julianne Chappell, Mana.gi~g Editor 301/496-6975 

Subject a Highlights from October 20 Issue, No. 20 
(EMBARGOED FOR RELEASE ' P.M. EST OCTOBER 19) 

. ~~-
Journal~ / 

Review Pinds No Breast Cancer Death Reduction Prom Mammography 4(1/~/ 
· Screening of women in Their 40' s 

~ "I 
~~~. 

• \,t)r I · 
~ /1 screening guidelines for women aged 40-49,. suzanne 1'. Fletcher, 

Amid discussion of possible revisions in brea~t canoer 

~ t~ M.D., American college of Physicians. and other participants in a 

' I \.\ ... 

February 1993 National Cancer Institute (NCI) International 

Workshop on Screening for Breast Cancer report the Workshop 

findings in the October 20 Jpurnal of tht 5ottona.l Cancer Insti-

tute. 

Convened to review current worldwide clinical trial data on 

breast cancer screening and identify future research isauee, the 

Workshop focused principally on the B randomized controlled trials 

{RCTe) of screening mammography condu~ted in nearly soo,ooo women 

aged 40- 74 i:a the U.S. , Sweden, Great Britain, and Canada over the 

paot JO years. Publi•hed and unpubiished data were. presented by 

ntudy representatives, as was a 6-study- combined (meta-) analysis of 

RCT data, excluding the newest results. 

The data consietently confirmed earlier evidence that 

screening women aged 50-6~ reduces breast cancer mortality; a 30 

pex-cent benefit was apparent 5-7 year.11 after entry into tbe trials. 

Por ~men. aged 40-4g, h.oweVflr, the Workahop concluded that the 'llCTa 

showed no screening benefit 5-7 years after study entry, with only 

marginal and uncertain mortality J:"educticns apparent after l0-12 

yea-rs of fcl.l.ow\lp. A combined ana.lysi.1:1 of the Swedltih Btud.iea 

showed a etatietically insignificant 13 percent morta1ity decrease 
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at ·12 years. The only trial with folla.ntp exceeding 12 years showed 
a 25 percent 111Crtality decrease (of disputed. et.at.istioal al~fi­
cance) at 10-1e years. 'l'he meta-analysis estimates showed no 
significant effect of &creening, but with a Wide range of uncer­
tainty in both directions (from a 15 percent mortality decrease to 
a 3g percent mortality increase) • Despite their high breast caru:er 
risk, too few women over age ·70 were included in the trials to 
aQaess screening effectiveness. 

The authors acknowledge difficulties in drawing firm conclu­
sions from the data--study ~eigns differed and ea~h trial 
experienced problems: insufficient •tatistical power for valid age 
subgroup analyses; possible randomization problems: control group 
screening outside of the study1 different screening intervals (12-
33 months) and procedure• (mammogrllphy, clinical breast examina­
tion, and breast •elf-examination alone or in combination.)1 
variations iu mammography image quality and procedure• {one- versus 
two-views per breast) ; inconsistent screening participation level• / 
and followup and outcome cluaification va.riationa. Still, they 
belieV"e, the RC'I' data provide stronger evidence on breaat cancer 
screening effectiveness than is available for any other cancer. 

Workshop participants ma.de no reoommendatiOiuJ regarding 
current NCI/American canoer Society mammography screening gu.ide­
l inea (i.e~, mammography at 1-2 year interval• for women aged 40-
49, annually thereafter) , but euggested future research questions. 
Specificaily, atudiee are neeCied to detormine the age •t. which 
screening b@comee beneficial and the age after which it may no 
longer he ueeful1 determ.infl intermediate screening sensitivity and 
specificity measures; assess the added .value ·of two-view versus 
single-view mammography/ and determine the most eff~ctive 11creening 
modality and •creening interval• by ag~ group. A new randomized 
trial under way in the United llingdom should determine 1~ newer 
mammography techniques translate into mortality-reductions in women 
beginning screening in their early 'o' a. FUrther, they aay, 
continued followup of the current RCT utudies is needed to see if 
screening benefit in younger women emerges in later years and to 
clarify worrisome iasues in some of the trials; a second meta­
analysis may he useful when more data are available. Finally, 
quality coIJtrol procedures and etar.dardized reporting should be 
developed for RC'I's, and screening benefit for oldar women should be 
inveatigated. 

Two ~ditorial• accompany the report by Pletcher, et al. 
Thomas c. Chalmers, M.D., Medical Research Coneu1t1ng (West 
Leban.on, New Hampshire), an expert on meta-analysis, writea that· 
while the 8 RCTe represent a. significant body of data, withodologi­
cal di!.Cerenca11, •tudy problems, and issues these create for 
aggregating data and general1~ing findings 1'1ake it impossible to 
preclude potential ac:reening benefit in younger women. He believes 
two more atud.iea are neecied: First, an JiCI-eu.pported. •Dl8ga­
ana1yaie• of UidividuDl patient data from all e etucliee should 
asaea11 whflther fac:tora other than cige (e.g., menopausal statua) 
dab!!rm~ne whan a~~eeaing effectively reduces breast eancer 
morta.lity. Second, if this ef tort or new data from ongoing breast 
screening RCTs doea not provide anewera, a large intanlational 
trial that avoid.a past miatakes should be eon.ducted to supplement 
e.xisting information. In t.hs interim, he notes, third party payora 
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could support the research efforts and save health care dollars by 
reimbursing mam.nography screening of younger women only when they 
participate in a ran&.U.zed, peer revie11Fed study. Thia approa~h 
"°11.ld also further a policy to support clinical trials and not pa.y 
for \Dlproven diagnostic and therapeutic interventione. 

!n the second editorial, two radiologists--EdwardA. Sickles, 
M.I>. Univeruity of Ca.J.:Lforn:La, San Prancisco (UCSF), and Daniel B. 
Kopana, M.D., Massachusetta General Hosp1tal--ma1ntain that the 
Workshop findings minimize or ignore the RCTa' significant 
methcdclr;;igical ,alld statistical problems to reach unsupportable 
conclusions regarding s~ening benefit for women aged 40"!4.9. Moat 
importantly, they say, the RCl's were not designed to prove efficacy 
in age subgroups and included too few women at each age to do so. 
Moreover, the c:onc:lua1ons ignore non·random.ized trial findings 
showing sc:reening benefit (e.g., lower tumor grade/size, less 
frequent lymph node involvement) among screened women in whom 
brea•t cancer was found. Sickles and ltopans expreea special 
conet!rn that poor mammography image quality provided in the RCT& 
ma11ked. screening benefit, and stress that modern mammography, which 
vastly improved imaging of younger women's breasts. renders the RCT 
mamnography results irrelevant to current 2creening policy 
decision.e. 

Contact: Sue Montgomery, American College of Physicians, 1-
800-523-1546, ext. 265,. Editorial inquiries: Dinah Vaprin, Hew 
England Medical Center, (617) 956-0200, and OCSF ~ewe Office, (415} 
476-2557. 
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HEADLINE: RULING ON LESBIAN ADOPTION GIVES CHILD TWO MOTHERS 
BYLINE: By Sasha Cavender 

Katie Love-Cooksey may not choose to follow in the footsteps of her mother, nationally 
acclaimed breast surgeon Dr. Susan Love. But the five-year old girl is already famous as the 
child in a landmark legal decision which allowed a lesbian couple to adopt her. 

On Sept. 10 Love and her longtime companion Dr. Helen Cooksey, also a surgeon, were 
the first gay couple to win such a ruling from the Massachusetts Supreme Court after a 
long-running court battle closely monitored by both the homosexual and legal communities. 

"We're thrilled and excited the court has decided to validate our family," said Love. "This 
has been dragging on for years." 

For Katie it simply means she has two mothers- something she accepts as perfectly natural. 
She calls Love "Mommy" and Cooksey "Mama." 

"I can't see any problem with it," Love said in an interview. "There are so many children 
that are abused and abandoned, to criticize the makeup of someone's family life is 
presumptuous." 

The couple, who lived in Cambridge, Mass., for many years and taught at Harvard 
Medical School, were anxious to have a child with biological ties to both of them. Cooksey 
tried first to conceive by artificial insemination with sperm from Love's brother. When this 
was unsuccessful, Love later conceived with sperm from Cooksey's cousin. 

"Katie knows who her father is," said Love, who is well known for her candor with her 
patients and treats her daughter the same way. 

She said she, Cooksey and Katie all view the father as part of their extended family, 
though he waived any adoption rights. 

"What we told (Katie) is we love each other and we wanted to have a family and we asked 
her father to help us. He was willing to give us a seed," said Love, adding that Katie has 
asked to hear the story over and over again. 

The couple has shared Katie's upbringing from birth. Both are financially responsible for 
her, both volunteer at her school and spend weekends with her. 

During the prolonged battle to adopt the little girl, a nun and a priest testified that the 
family was close, loving and church-going. Teachers, colleagues, mental health professionals, 
neighbors and relatives all testified that "the three form a healthy, happy and stable family 
unit." 



Educators who know Katie described her as an "extremely well-adjusted, bright, creative, 
cheerful child who interacts well with other children and adults." Neighbors testified they 
would have no hesitation in leaving their own children in the care of Love or Cooksey. 

Last year the family moved from Cambridge to Los Angeles, where Love is director of the 
Breast Center at the University of California at Los Angeles. Cooksey, a general surgeon, is 
currently a full-time mother helping Katie adjust to life in a new city. 

UCLA treated Love's recruitment to the university "like any other academicrecruitment," 
said Dr. Michael Zinner, chief of general surgery. "We discussed her family's needs in 
moving here, a UCLA preschool for daughter, health benefits." 

But officials were not so matter-of-fact four years ago when they tried to bar Love and 
Cooksey from taking Katie on a trip out of the country, demanding that the child must have 
her father's permission to leave. 

The couple contacted attorney Katherine Triantafillou and the long struggle to win Katie's 
legal adoption began. 

The case was the first in Massachusetts, though New York, California, Vermont, Oregon, 
Alaska and the nation's capital, Washington- have had court rulings allowing similar 
adoptions. 

"This is not just a gay rights case," Triantafillou said of the precedent-setting Massachusetts 
court ruling. "It allows heterosexual, unmarried couples to adopt too. Clearly the time has 
come to acknowledge that many, if not most of us, do not live in so-called traditional 
families and the court's opinion reflects that reality." 

Love has a number of 'firsts' to her credit. She was the first female surgeon appointed to 
the staff at Beth Israel, a Harvard teaching hospital. And in 1988 she founded the Faulkner 
Breast Center, the first in the United States to have five female surgeons and an all-female 
medical, nursing and support staff. 

"She changed the way other doctors do business," said Dr. Deborah Prothrow-Smith, an 
assistant dean at Harvard School of Public Health and a former Massachusetts health 
commissioner. 

But so far Katie has no interest in becoming a doctor like both her mothers. She wants to 
be a ballerina. 

"I hope breast surgeons are obsolete by the time she grows up," said Love. 


