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At the end of the day, the cc chairs of each group presented their conclusions to the entire
group. The co chairs of the groups then met to synthesize the information.

A report of the proceedings - a summary of the proposals from each working group, has been
published in what is now called the "green book”, entiled Proceedings - thc Secretary’s
Conference to Establish a National Action Plan on Breast Cancer.

It is important 10 noutc that this document IS NOT A PLAN, it is a compilation of proposals that
came out of that conference in December.

SUBSEQUENT EVENTS

Nothing happened until June, when the co-chairs of the ten working groups were brought
together with representatives from most of the federal agencies, to being to design a plan. The
group insisted that someone co-chair the Plan with Susan Blumenthal and the group clected Fran
Visco to do this.

The Secremry asked us to identify five priority items to begin the Plan.

The entire group - co chairs and government reps - identified about 19 or 20 prioritics and these
were then ranked by the group. Six priorities were deemed important to begin the process.

The June group then identificd members of planning groups for each priority, who were to meet
and identify proposed members of working groups for each of the priorities. The working
groups were to begin the design of a plan of action within their privrities and implement those
actions.

The nomina fur Uie working groups were to be given to Susan Blumenthal and Fran Visco who
would look at them as a whole to make certain that there was sufficient diversity, etc. The
nominees were sent to Susan and Fran, who met several times, came up with a list and then held
conference calls with the co-chairs of the planning groups to finalize the lists.

The co cbairs of the working groups and certain others comprise a steering enmmiittee to oversee
the plan.

WHERF WE ARE NOW
The six priorities chosen arc:

Involvement of Consumers - goal is to place consumer advocales at all levels of decision making
in breast cancer.

Etiology of Breast Cancer - goal is to identify gaps in research on the etiology of breast cancer
and recommend strategies on how to fill those gaps.
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Information Action - goal is to make certain that the information superhighway (including of
course telephone, TV and radio) give out the right information on breast cancer to consumers,
physicians and scientists

Clinical Trials - goal is to identify barriers to access to clinical trials and to develop strategies
to avercome those barriers - increase accrual of women into breast cancer studies

National Resourcc Bank - goal is to develop best methad tn collect and distribute biological
resources needed by the research community

Geaetics - goal is to develop and implement a2 comprehensive plan to address the needs of
individuals carrying a breast cancer susceptibility gene

PROBLEMS.
Problem: Vision

The major problem with the process so far is that it has been slow and, more important, lacks
a coherent vision. We don’t even have a plan to get a plan. There is no vision of what the
National Action Plan comprises, no vision of what it is to accomplish and no articulated plan
or timclinc to accomplish it.

Example:

The federal agencies have been pulled together as a coordinated group to work on breast cancer
issues. They were told they would be working on the national action plan for breast cancer.
What happened is that they were given the green book and asked to identify what their agencies
were doing that matched a priority listed in tiis book. They then met to identify their own
priorities, with no private input.

Issuc:

What is the Plan? |[s it everything that has happened and is going on in breast cancer or is it
what the public private partnership that is the steering committee prioritizes from the green book
and then the working groups again reflecting public private membership plan and design?

» Is it everything going on even outside the government, eg., in ACS, in DOD at the
Caalition that is the Plan and thus uncer NAPBC leadership? Ou March 13 the stcering
committee voted that the Plan is the process developed by the steering committee.

Insue:

On the issue of there being no real plan - through the slecring committee process, we are
beginning to design one through the six working groups,: building the plan by taking the
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proceedings from the conference, looking at the proceedings in an organized, inclusive way,
developing an overall strategy by focusing on groups of priorities and making certain that this
is all dunc by a private public partnership, both in t he design and implementation stages.

Solutions:
The National Breast Cancer Coalition will draft a proposed "plan to get a plan” for submission
10 SB’s office and the stecring committoe. (Actually we are in the process of dning this).

Have a meeting of the Secretary, Hullary Clinton, Fran Visco, Susan Blumenthal, Susan Love,
and agree to overall vision

Hire somcone to do day to day management of plan and make it work

Problem: Funding

The issue of how this Plan is funded is another problem. The money as ] mentioned is now in
NCI, and this has crested many probiems. NCI process Is slow and they have not been
forthcoming on how to appropriately speed up that process.

Because of past history of plan, we are now faced with spending $10) million in five months.
No one wants to spend that money inappropriaiely, yet the working groups are just now
beginning. While they can come up with some short term goals, Lhey must be driven by goals,
rather than hy the need to spead the money.

Soludons
Make certain that NCI is on board.

Establish a quasi public foundation so that we can attract private funds also - but the foundation
must be solely for the National Action Plan on breast cancer and must be solely controlled by
the steering committee.

Plan the best way to spend this money by the steering committee and make certain this never
happens again.

Problem: Priorntics

Work is just beginning on the six priorities and it is 100 soon {0 tell just what the obstacles and
barriers are. We need a strict timeitne for the work and a product that we can evaluate. Federal
agencies must be encouraged to work in concert with the working groups and not in tangent.
All decisions should go through the steering committee so that misunderstandings can be
minimized. If this is truly to be a new way of doing things we need to continually monitor that
we are fulfilling our mandate.















In addition, the-following services are covered for pap smears:

Pap/pelvi¢ examy are covered annually for women who have reached childbearing age and are
at risk of cervical cancer as part of clinical preventative services with no cost-sharing. Once
three negative smears are obtained, pap smears are covered every three years for women age
20 - 39 and every two years for women 40 and above. If the patient is at risk for fertility-
related infectious illnesses, pap smears may be covered more frequently.

Additional pap smears: Additional, or more frequent pap smears may be done at any time
they are medically necessary or appropriate. In these cases, the services are covered with cost-
sharing as is any other medical procedure.

SUPPORTING WOMEN'S HEALTH RESEARCH
UNDER THE HEALTH SECURITY PLAN

The clinical preventive services package will be supported by significant increases in
investments in breast cancer research.

. This year the National Institute of Health's breast cancer research budget increased by
44 percent, from $208 million to almost $300 million.

Additional increased funding for early detection and preventive services is available through
the following agencies, which have increased investment in their own breast cancer research
programs:

. Centers for Disease Control From $71 million to $78 million
. The Food and Drug Administration From $3 million to $13 million
. The Department of Defense This year earmarked $210 million

for breast cancer research.

Under reform, new research initiatives will concentrate in prevention of many illnesses
affecting large numbers of women, including mental health, reproductive health and
0steoporosis. g
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[Recognitions] _

The White House has seen more than its share of unusual gatherings and important
moments since we arrived here nine months ago. But today marks a special occasion for
all of us. This morning, each of us is reminded of the despair that a terrible and frightening
disease has brought to our lives. But we meet also to celebrate your courage and your
commitment to making the lives of women all over our nation safer and more secure.

This is an audience that is all too familiar with the grim statistics that lie behind the
ravages of breast cancer. In the three minutes since I stepped up to this microphone,
another American woman has been diagnosed with breast cancer. Every twelve minutes, a
woman in our nation dies from it. Recent surveys have found that one in every three
women does not reéeive basic services like mammqgraphy that can help detect breast
cancer. And breast cancer will cost our nation an estimated $6 billion this year in medical
bills and lost productivity.

And yet despite the proportions of this epidemic, and the best efforts of some of
this nation's best scientists and doctors, we don't know what causes breast cancer. We
don't know how to prevent it. And we don't know how to cure it.

What we do know is what it does — not only to women, but to all of us.

[option: story of your mother's illness and it's impact] g

The devastating effects of this illness were brought home to me most recently on a
July day when Sherry Kohlenberg came to visit Hillary and me in the Oval Office. Some of
you in this room k.n;.w Sherry; she was a breast cancer victim who worked with your
Coalition.

In the early part of this year, Sherry had been in remission but then, in the spring,

she had a relapse. Shé contacted us and said that, before things got worse, she wanted to




































