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U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES

CENTERS FOR DISEASE CONTROL AND PREVENTION
National Center for Chronic Disease Prevention and Health Promotion
Division of Cancer Prevention and Control

ADVISORY COMMITTEE ON BREAST CANCER IN YOUNG WOMEN
April 17, 2015

Minutes of the Virtual Meeting

The U.S. Department of Health and Human Services (HHS) and the Centers for Disease Control
and Prevention (CDC), National Center for Chronic Disease Prevention and Health Promotion,
Division of Cancer Prevention and Control (DCPC), convened a virtual meeting of the Advisory
Committee on Breast Cancer in Young Women (ACBCYW) on April 17, 2015.

ACBCYW is formally chartered to provide advice to the HHS Secretary and the CDC Director
regarding the formative research, development, implementation, and evaluation of evidence-
based activities designed to prevent breast cancer in young women (BCYW), particularly those

at heightened risk.

Information for the public to attend the ACBCYW virtual meeting via webinar or teleconference
was published in the Federal Register in accordance with Federal Advisory Committee Act
regulations. All sessions of the meeting were open to the public (Attachment 3: Participants’

Directory).

Opening Session

Jameka Blackmon, MBA, CMP

Public Health Advisor, Division of Cancer Prevention and Control
Centers for Disease Control and Prevention

ACBCYW Designated Federal Officer
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Ms. Blackmon conducted a roll call to determine the ACBCYW voting members, ex-officio
members and liaison representatives who were attending the virtual meeting. She announced
that the 14 voting members and ex-officio members in attendance constituted a quorum for
ACBCYW to conduct its business on April 17, 2015 (Attachment 2: Roster of the ACBCYW
Membership).

Ms. Blackmon called the proceedings to order at 1:13 p.m. EST and welcomed the participants
to the ACBCYW virtual meeting. None of the voting members publicly declared conflicts of
interest for any of the items on the published agenda (Attachment 1: Published Meeting Agenda).

Ms. Blackmon asked the participants to join her in welcoming Dr. Lisa Richardson in her
appointment as the new DCPC Director. She formally introduced Dr. Richardson by describing
her leadership role as the DCPC Director and highlighting her notable accomplishments
throughout her distinguished public health career at CDC since 1997.

Ann H. Partridge, MD, MPH

Clinical Director, Breast Oncology Center
Dana-Farber Cancer Institute

ACBCYW Chair

Dr. Partridge also welcomed the participants to the ACBCYW virtual meeting. She was pleased
to announce that the meeting would be devoted to the diligent efforts of the workgroups over the
past two years in formulating updated recommendations for CDC’s consideration and action. The
recommendations would be compiled in a letter to the HHS Secretary as ACBCYW'’s formal
guidance.

Lisa Richardson, MD, MPH
Director, Division of Cancer Prevention and Control
Centers for Disease Control and Prevention

Dr. Richardson thanked the ACBCYW members for their continued commitment to provide CDC
with sound advice and guidance on its BCYW portfolio. She particularly thanked the outgoing
members for their valuable service and contributions to this effort over the past five years. As the
new DCPC Director, Dr. Richardson confirmed that ACBCYW'’s updated recommendations would
be thoroughly reviewed and considered for action.
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Update by the Ad Hoc Provider Workgroup

Generosa Grana, MD, FACP
Director, Cooper Cancer Institute
ACBCYW Member & Provider Workgroup Chair

Dr. Grana reminded ACBCYW of several key points before reviewing the workgroup’s draft
recommendations. The workgroup was charged with developing guidance to assist healthcare
providers (HCPs) in improving care and services for young women at risk for and diagnosed with
breast cancer. The workgroup conducted three major activities to develop its first set of
recommendations.

o Expanded the initial target audience of “providers” to include more specialties
e Explored strategies to better reach HCPs, such as targeted educational materials
¢ Reviewed the existing body of research on reaching HCPs with educational messages

The workgroup’s updated recommendations focus on groups that have developed programs to
reach different types of HCPs. Because many of these groups are challenged by systematically
collecting data to build an evidence base, funding opportunities should be identified to evaluate
and scale-up these activities at the national level. The workgroup’s recommendations also
emphasize the critical need for additional research in this area.

PROVIDER WORKGROUP RECOMMENDATIONS

1. In order to improve outcomes for young women at increased risk for breast cancer and those
living with or surviving from the disease, continued attention is needed to ensure that
healthcare providers can play a major role in partnering with at-risk women to address their
needs and elicit their preferences.

2. Formative research is needed to assess the needs of various constituents in the provider
network and also to identify effective strategies that allow targeting of high-risk groups. To the
extent that best practices can be identified, these should be widely disseminated and their
impact evaluated.

3. Several national programs, ranging from academically- to advocacy-based and many with
CDC funding, are in various stages of dissemination and evaluation across the country. Each
of these programs is focusing on innovative approaches to reach healthcare providers.
Evaluation and expansion of these programs should be fostered along with strategies to bring
providers together with at-risk women to help drive toward evidence-based, values-informed
decisions
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PROVIDER WORKGROUP RECOMMENDATIONS

4. Advances in healthcare and electronic medical record (EMR) systems that can both reach
women and providers need to be developed and evaluated. The Provider Workgroup is ideally
suited to focus on this area in the next iteration of ACBCYW.

5. The target audience of healthcare providers should include the following groups:

e Primary care physicians (e.g., specialties in internal medicine, family medicine and
obstetrics/ gynecology)

o Trainees

o Practicing providers

Nurse practitioners/physician assistants

Naturopaths

Insurance providers

Professional societies

Healthcare plans

6. The following strategies should be considered to reach healthcare providers:
¢ Organizational meetings
e Licensing boards
e Training programs (e.g., Bright Pink Training Program and the University of Southern

California Radiation Oncology Residency Training Program)
e Insurance providers
o Health Plan Medical Directors (e.g., the Michigan model)

National partners (e.g., Aetna, United Health and Cigna)

Newsletters

E-mail blasts

Conferences for providers

Social networks that connect patients with providers

Online education

o EMR innovations at point-of-care

7. Further research is critical and remains to be conducted in the field of effective outreach to
healthcare providers. Funding, the needs of various audiences, and successful strategies
must be identified to conduct this research.

8. Further support should be considered for groups that currently are conducting activities in the
field of healthcare provider outreach. It is imperative to identify these groups and explore
platforms to foster their collaboration. Funding opportunities should be identified to support,
evaluate and expand the activities of these groups. Examples include:

e Academic/community partnerships (Dr. Michael Wilkes at the University of California-Davis,

Moffitt Cancer Center, and University of Michigan)

Advocacy groups (Bright Pink and FORCE)

CDC and its grantees

Existing clinical initiatives (Planned Parenthood)

Patient advocacy groups and online support groups

e o o o o
O O O 0O O O
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Dr. Partridge asked ACBCYW to focus its feedback on the two major themes of the workgroup’s
recommendations: (1) additional research to better reach HCPs with important health messages
for their young patient populations and (2) funding to support research and ongoing programs that
focus on provider education and communication. She confirmed that ACBCYW would have
another opportunity to review and comment on the revised recommendations before the letter to
the HHS Secretary is finalized and sent.

ACBCYW INPUT ON THE PROVIDER WORKGROUP RECOMMENDATIONS

Recommendation # ACBCYW Comments Proposed Revisions
5 Medical and nursing school curricula e Add “medical and nursing

do not explicitly cover care to the students” as an additional
BCYW population. The continuing target audience.
education unit process is needed to ¢ Provide examples of specific
reach practicing physicians and types of “trainees:” residents,
nurses who have been out of school fellows and nurse/nurse
for quite some time and no longer practitioner trainees.
participate in curriculum-based ¢ Highlight schools of health
training. professions that integrate

multiple disciplines to
collectively create inter-
professional learning
opportunities.

6 Accrediting bodies for medical and ACBCYW:s letter to the HHS
nursing schools should be listed as Secretary should be succinct
additional groups to reach HCPs. and concise. The proposed
These groups should be aware of revisions for recommendation 5

ACBCYW’s ongoing efforts to improve will cover this suggestion.

education and training of HCPs who

provide care to young patients.

6 Examples of EMR innovations should Include the Patient-Centered

be described. Clinical Research Network
(PCORNnet) as an example of an
EMR innovation. PCORnet is
being built as a nationally
distributed research network that
will link 70 million Americans to
their EMRs. Due to its design,
PCORnet will be able to target
messages directly to a broad
and diverse group of HCPs,
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ACBCYW INPUT ON THE PROVIDER WORKGROUP RECOMMENDATIONS

Recommendation # ACBCYW Comments

7 The recommendation underscores the
need for research and funding to
better reach HCPs, but a clearer
explanation and additional details are
needed.

Proposed Revisions

including those with young high-
risk patients who could benefit
from genetic services. CDC is a
PCORnet partner.

Include new clarifying language:
Funding is needed to continue
research and evaluation on the
efficacy of existing programs in
reaching physicians, nurses and
allied health professionals. For
example, Bright Pink and
Planned Parenthood have not
yet collected impact and/or
outcome data because
evaluations of their programs
are underway. Conclusions
cannot be reached at this time
on the success of these
programs in changing provider
knowledge and practice.
Additional research also is
needed to develop and define
indicators to consistently
measure effectiveness and
success across programs.

Update by the Ad Hoc High Risk Workgroup

Rochelle L. Shoretz, JD
Executive Director and Founder, Sharsheret
ACBCYW Member & High Risk Workgroup Chair

Ann H. Partridge, MD, MPH

Clinical Director, Breast Oncology Center
Dana-Farber Cancer Institute

ACBCYW Chair
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Ms. Shoretz and Dr. Partridge reviewed the workgroup’s draft recommendations to guide
ACBCYW’s discussion.

HIGH RISK WORKGROUP RECOMMENDATIONS

1. ACBCYW should provide CDC with recommendations to advance the Know:BRCA social
media initiative:
e Leverage media attention in light of Breast Cancer Awareness Month and Ovarian Cancer
Awareness Month.
o Develop talking points to assist ACBCYW members who are contacted by the media in the
upcoming months as the Know:BRCA Campaign continues to be implemented.

2. ACBCYW should take the following actions:
o Clearly define, communicate and distinguish between “high risk” versus “general population
risk”
o Modify the High Risk Workgroup charge to have a stronger focus on general population risk
Engage in a more in-depth discussion on the Know:BRCA Campaign

ACBCYW noted that recommendation 2 appears to have integrated young women at the highest
risk for breast cancer mortality and those at average risk. Several members expressed concern
with this change because ACBCYW spent a considerable amount of time on clearly defining
young women at higher than average risk and reaching this population through culturally-
appropriate materials and other specialized resources. The workgroup’s stronger focus on
general population risk does not adequately address the needs of young women at higher than
average risk.

ACBCYW also pointed out that high-risk young women increasingly are unable to access
preventive services in accordance with National Comprehensive Cancer Network (NCCN)
guidelines. The U.S. Preventive Services Task Force has not yet approved a Grade A or B
recommendation for breast cancer prevention and screening services for women who already are
designated as “high risk.”

Dr. Partridge confirmed that ACBCYW would revisit these concerns after the update by the
General Population Risk Workgroup.
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Update by the Ad Hoc General Population Risk Workgroup

Lisa A. Newman, MD, MPH, FACS

Professor of Surgery and Director

University of Michigan Health Systems

ACBCYW Member & General Population Risk Workgroup Chair

Dr. Newman reminded ACBCYW of several key points before reviewing the workgroup’s draft
recommendations. The workgroup’s initial activity in fulfilling its charge was to clearly define the
general population of young women in the United States 20-45 years of age with no specific risk
factors (e.g., no known hereditary susceptibility of breast cancer and no prior history of radiation).

The workgroup conducted a comprehensive literature review to determine the size of the target
audience, identify changes in the general population of young women over time, and describe
trends in the breast cancer burden among young women over the past few decades. The
workgroup compiled key data from its review of recent studies to formulate messages for the
general population of young women.

e The general population of young women in the United States 20-45 years of age has
grown by =10 million persons from 1980 to 2010.

e Population-based incidence rates of breast cancer in the general population of young
women have been relatively flat over the past few decades and are substantially lower
than those for women >45 years of age. However, absolute numbers of young breast
cancer patients have increased due to the larger size of the general population of young
women.

e Population-based incidence rates of breast cancer are slightly higher among young
African American women compared to young white women.

¢ Population-based incidence rates of triple-negative breast cancer are notably higher
among young African American women compared to young women in other racial/ethnic
groups.

e Breast cancer survival rates among all young women have been improving over time, but
are lower in young African American women.

e Population-based incidence rates are continuing to increase among young women
diagnosed with stage IV metastatic disease.

Dr. Newman reiterated that the workgroup had numerous discussions with its members and the
full ACBCYW membership on whether to recommend a specific age at which to initiate
mammography screening for young women <45 years of age. Based on these discussions, the
workgroup’s final decision was that ACBCYW should not make a recommendation.
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GENERAL POPULATION RISK WORKGROUP RECOMMENDATIONS

Background

In the course of reviewing output from the High Risk Workgroup, it became apparent that a
separate but aligned set of recommendations were needed regarding messages that should be
promoted among the general population of young women in the United States. This realization
led to the establishment of the General Population Workgroup.

These recommendations should be considered based on the efforts of the General Population
Workgroup and ACBCYW as a whole. The recommendations are aimed at improving the care
and outcomes of women in the United States 20-45 years of age with respect to breast cancer
detection and diagnosis.

1. Promote balanced messages to young women regarding their likelihood of being diagnosed

with breast cancerBreast cancer is the most common malignancy diagnosed among women in

the United States. Therefore, breast health awareness is important for women of ALL

ages.Know:BRCA is a useful website for assessing individual breast cancer risk. This initiative

should be promoted among women of all ages.

o Women should be aware of genetic counseling services.

e Breast cancer is relatively uncommon among the general population of women younger
than 45 years of age in the United States. However, it is slightly less uncommon among
African American women younger than 45 years of age compared to White American,
Hispanic-Latina American and Asian American women.

e ACBCYW recommends that CDC generate graphics appropriate for a lay audience to
enhance the effectiveness of messages regarding age- and race-specific breast cancer
risk.

2. Promote awareness of the fact that although breast cancer is uncommon in the general
population of American women younger than 45 years of age, it can occur and the signs may
be subtle.

¢ Young women should therefore be aware of clinically-significant danger signs of breast
cancer (e.g., bloody nipple discharge, new lumps, patches of nipple-areolar skin that
appear scaly/ eczematoid, a new, persistent rash, or inflamed breast skin).

e Young women undergoing mammography screening should know that mammograms have

an increased false-negative rate for women younger than 50 years of age. Regardless of
their most recent mammogram result, these women should seek medical attention if a
danger sign appears.

3. Promote the importance of young women understanding their individual risk and whether their

profile suggests a breast cancer risk that is higher than that of the general population of young

women. Risk factors for young women outside of the general population include:
o Family history of cancer and ancestral backgroundAshkenazi and African heritage
Minutes of the Virtual Meeting
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GENERAL POPULATION RISK WORKGROUP RECOMMENDATIONS

o Prior biopsy results that may have indicated increased risk (e.g., atypia and lobular
carcinoma in situ)

e Prior chest wall radiation exposure that increases riskMammographically-defined extent of
breast density

4. Promote awareness of the fact that young women can adopt several lifestyle practices and
habits with effectiveness in reducing their future risk of breast cancer.

e PBreastfeeding. Any amount of breastfeeding is beneficial. The best level of protection
comes from breastfeeding 12 months or more across one or more pregnancies.

o Reduce alcohol intake. Drinking alcohol increases the risk of breast cancer. The risk
increases as the amount of alcohol consumed increases.

e Reqular exercise. Exercising four or more hours per week may lower the risk of breast
cancer, especially for women at a normal or low body weight.

o These lifestyle messages should be promoted along with specific information regarding
target body weight and body mass index.

5. Provide resources and promote research in the following areas that are poorly understood
and/or under-funded with regard to breast cancer risk in young women:

¢ Impact of poverty/socioeconomic factors on breast cancer risk

e Breast cancer risk among lesbian, bisexual, and transgender individualsAccess to risk
counseling servicesimproved and more efficient methods of detecting breast cancer and
reducing its mortality among young women

e Primary and secondary prevention strategies

Dr. Partridge hoped the workgroup’s update addressed ACBCYW’s concerns regarding the
integration of recommendations and messages for the general population of young women and
high-risk young women. Most notably, the lifestyle messages in recommendation 4 will be critical
in promoting good breast health for young women at all levels of risk throughout their lifetime.
However, Dr. Partridge encouraged ACBCYW to provide comments and propose revisions to
address any outstanding concerns regarding women at higher than average risk of breast cancer.
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ACBCYW INPUT ON THE GENERAL POPULATION RISK WORKGROUP RECOMMENDATIONS

Recommendation #

1

ACBCYW Comments

The workgroup is to be commended
for making a clear distinction between
messages for healthy young women
in the general population and high-
risk women. The recommendation
strikes an appropriate balance
between promoting breast health
awareness in healthy young women
without instilling fear. However, the
recommendation needs to be refined
to address young women at higher
than average risk of breast cancer
who need culturally-appropriate
educational interventions.

Other risk factors for young women
outside of the general population
should be highlighted.

Several epidemiology experts have
guestioned whether sufficient data
exist to inform the development of
evidence-based recommendations on
health behaviors that reduce breast
cancer risk in the BCYW population.
The proposed lifestyle practices have
been examined in large, observational
epidemiologic studies with select
populations. The studies reported a
decreased risk of lifetime breast
cancer in their cohorts, but no data
have been collected to show whether
the proposed lifestyle practices
prevented early onset breast cancer.
The studies also did not measure or
account for confounding factors.

Proposed Revisions

e Provide examples of graphics,
such as those developed by
Think Pink, to assist CDC in
generating balanced and user-
friendly messaging for the
general population.

¢ Revise the language as
follows: “ACBCYW
recommends that CDC
generate graphics appropriate
for a lay audience to enhance
the effectiveness of messages
regarding age- and race-
specific breast cancer risk.
Young women at higher than
average risk of breast cancer
should be prioritized in this
effort.”

Provide a link to NCCN'’s

updated guidelines that describe

non-BRCA gene mutations.

¢ Include “smoking cessation”
as an additional lifestyle
practice due to its association
with breast cancer rates.

¢ Add a footnote to emphasize
that ACBCYW carefully
weighed the pros and cons of
formulating lifestyle messages
with limited data: “The
recommendations are based
on the best available
research.”
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ACBCYW INPUT ON THE GENERAL POPULATION RISK WORKGROUP RECOMMENDATIONS

Recommendation # ACBCYW Comments Proposed Revisions
5 The proposed research agenda lists Include new research areas:
five important areas that require e Evidence-based interventions
further study. However, other issues for young women at higher
that need funding for new studies or than average risk of breast
more robust research in the BCYW cancer.
population should be described. e Randomized clinical trials to

determine the impact of
lifestyle practices (e.g.,
breastfeeding, reduced
alcohol intake and regular
exercise) on reducing breast
cancer risk in young women.

e Environmental risk factors at
the system level that impact
breast cancer risk in young
women, such as the lack of
fresh fruits and vegetables for
young African American
women in urban communities.

e The role of social justice in the
BCYW population, such as
environmental exposures from
toxic landfills in low-income
communities that might impact
breast cancer risk in young
women.

Dr. Partridge requested ACBCYW'’s consensus on the draft recommendations presented by the
workgroups. However, she confirmed that the revisions proposed by ACBCYW during the
meeting would be captured in the letter to the HHS Secretary.

Chair’s call for a vote A vote was taken for ACBCYW to formally adopt the 15 draft
recommendations presented by the workgroups.

Outcome of vote The 8 ACBCYW voting members unanimously passed
the motion.

Next steps Dr. Partridge will draft a letter to the HHS Secretary to

highlight the workgroups’ recommendations with ACBCYW's
proposed revisions. The draft letter will be circulated to the
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ACBCYW members for their review and comment before
being finalized and sent to the HHS Secretary.

Dr. Partridge noted that ACBCYW'’s discussion on recommendations by the General Population
Risk Workgroup resulted in several members expressing strong support to establish a new “Ad
Hoc Social Justice Workgroup.” ACBCYW made a number of comments to justify this new
effort.

The Federal Interagency Breast Cancer and Environmental Research Coordinating Committee
released a report in 2013 that documented a strong association between the environment and
breast cancer risk. The new workgroup would use the interagency report and other existing
studies as key resources in recommending research on issues related to social/environmental
injustice, disparities and lack of access to care that particularly impact the BCYW population.

The new workgroup also would heavily rely on ACBCYW'’s liaison representatives who provide
breast cancer care and services directly to young women in the field. The liaisons would play a
critical role in describing social/environmental justice barriers in this population and proposing
effective strategies for the research agenda.

Dr. Partridge announced that the High Risk Workgroup would be disbanded in the near future
because high-risk young women are included in the recommendations and messages
developed by the General Population Risk Workgroup. To ensure that ACBCYW is not
overburdened with offline activities, the new Social Justice Workgroup would replace the High
Risk Workgroup.

Chair’s call for a vote A vote was taken for ACBCYW to formally establish a new
“Ad Hoc Social Justice Workgroup.”

Outcome of vote The 8 ACBCYW voting members unanimously passed
the motion.

Next steps DCPC staff will develop the next meeting agenda with

sufficient time for ACBCYW to engage in an in-depth

discussion on the formal charge, membership and outcomes

of the new workgroup.

¢ Preliminary charge: The workgroup will focus on social
justice issues that have an impact on increased
awareness, early detection and care of young women who
are at risk for or develop breast cancer.

e Preliminary membership: Dr. Susan Kutner, an ACBCYW
member, volunteered to chair the workgroup if her
schedule permits or serve as a member.

Public Comment Session
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Ms. Blackmon opened the floor for public comments; no participants responded.

Closing Session

Dr. Partridge asked the participants to join her in applauding Ms. Carolyn Headley, the ACBCYW
Committee Management Specialist, and other DCPC staff for their continued efforts in planning,
organizing and managing outstanding ACBCYW meetings. She also thanked Dr. Richardson for
taking time from her busy schedule as the new DCPC Director to attend the ACBCYW virtual
meeting.

Dr. Partridge thanked the ACBCYW members for their continued commitment to chair and serve
on the workgroups and develop important guidance to improve the lives of young women with
breast cancer. She reiterated that the draft letter to the HHS Secretary with ACBCYW'’s formal
recommendations would be circulated to the members for review and comment before being
finalized and sent. DCPC staff would poll the members regarding the date of the next ACBCYW
meeting.

With no further discussion or business brought before ACBCYW, Ms. Blackmon adjourned the
meeting at 2:58 p.m. EST on April 17, 2015.
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MEETING OBJECTIVES:

Attachment 1
Published Meeting Agenda

Committee members are charged with advising the Secretary of the U.S. Department of Health and Human
Services (HHS) and the Director of the Centers for Disease Control and Prevention (CDC) regarding the
formative research, development, implementation, and evaluation of evidence-based activities designed to
prevent breast cancer (particularly among those at heightened risk).

Friday, April 17, 2015

1:00 P.M. = 1:15 P.M.

1:15pP.M. =3:15 P.M.

Minutes of the Virtual Meeting

Opening: Welcome, Roll Call, and Introductions

Jameka Blackmon, M.B.A., CMP
Designated Federal Officer, DCPC, CDC

Ann H. Partridge, M.D., M.P.H.
Dana-Farber Cancer Institute
ACBCYW Committee Chair

Lisa Richardson, M.D., M.P.H.
Director, DCPC, CDC

ACBCYW Workgroup Reports and Open Discussion

Ann H. Partridge, M.D., M.P.H.
Dana-Farber Cancer Institute
ACBCYW Committee Chair

Generosa Grana, M.D., F.A.C.P.
MD Anderson Cancer Center at Cooper
Ad Hoc Provider Workgroup
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Lisa Newman, M.D., M.P.H., F.A.C.S.
University of Michigan Health Systems
Ad Hoc General Population Risk Workgroup

Rochelle Shoretz, J.D.
Sharsheret
Ad Hoc High Risk Workgroup

3:15P.M. = 3:30 P.M. PUBLIC COMMENT

3:30P.M. = 4:00 P.M. Summary and Closing
Ann H. Partridge, M.D., M.P.H.
Dana-Farber Cancer Institute
ACBCYW Committee Chair
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ATTACHMENT 2
Roster of the ACBCYW Membership

CHAIR

Ann H. Partridge, M.D., M.P.H.
Director, Adult Survivorship Program

Founder & Director, Program for Young Women

with Breast Cancer

Dana-Farber Cancer Institute

Associate Professor, Harvard Medical School
450 Brookline Avenue, YC1250

Boston, MA 02115

Phone: 617-632-4587

Fax: 617-632-1930

E-mail: ahpartridge@partners.org

Term: 11/30/2010-5/29/2015

EXECUTIVE SECRETARY

Temeika L. Fairley, Ph.D.

Office of Program Development

Division of Cancer Prevention and Control
Centers for Disease Control and Prevention
4770 Buford Highway NE., Mailstop F-76
Atlanta, GA 30341

Phone: 770-488-4518

Fax: 770-488-4760

E-mail: tffo@cdc.gov

MEMBERS

Raquel D. Arias, M.D.

Associate Dean and Associate Professor
University of Southern California

1975 Zonal Avenue, KAM100cc

Los Angeles, CA 90089

Phone: 323-442-2552

Fax: 323-442-2663

E-mail: rarias@usc.edu

Term: 3/22/2013-5/29/2015
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Ulrike Boehmer, Ph.D.

Associate Professor

Boston University School of Public Health
Community Health Sciences Department

801 Massachusetts Avenue Crosstown Center
Boston, MA 02118

Phone: 617-638-5835

Fax: 617-638-4483

E-mail: boehmer@bu.edu

Term: 1/24/2014-11/30/2016




Otis W. Brawley, M.D., FACP
Chief Medical Director

American Cancer Society

250 Williams Street NW.

Atlanta, GA 30303

Phone: 404-329-7740

Fax:  404-417-8056

E-mail: otis.brawley@cancer.org
Term: 3/22/2013-5/29/2015

Sue Friedman, D.V.M.

Executive Director

FORCE: Facing Our Risk of Cancer Empowered
16057 Tampa Palms Boulevard, W. PMB #373
Tampa, FL 33647

Phone: 954-255-8732

Fax:  954-827-2200

E-mail: suefriedman@facingourrisk.org

Term: 3/22/2013-5/29/2015

Generosa Grana, M.D., FACP

Director

Cooper Cancer Institute

900 Centennial Boulevard, Suite A
Voorhees, NJ 08043

Phone: 856-673-4252

Fax: 856-673-4226

E-mail: grana-generosa@cooperhealth.edu
Term: 11/30/2010-5/29/2015

Susan E. Kutner, M.D.

Chair

Kaiser Permanente Breast Care Leaders Group
280 Hospital Parkway, Department of Surgery
San Jose, CA 95119

Phone: 408-972-6017

Fax:  408-972-7759

E-mail: susan.e.kutner@kp.org

Term: 3/22/2013-5/29/2015

Brandon Hayes-Lattin, M.D.

Associate Professor of Medicine

Oregon Health and Science University
Medical Director

Adolescent and Young Adult Oncology Program
OHSU Knight Cancer Institute

3181 Southwest Sam Jackson Park Road
Portland, OR 97239

Phone: 503-494-8534

Fax:  503-494-3257

E-mail: hayeslat@ohsu.edu

Term: 11/30/2010-5/29/2015
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Karen Kelly Thomas, Ph.D., R.N., FAAN
Chief Executive Officer

Kelly Thomas Associates

33 Seameadow Drive

Little Egg Harbor, NJ 08087-9726

Phone: (609) 812-5100

E-mail: karenkellythomas@comcast.net
Term: 11/30/2010-5/29/2015

Karen Meneses, Ph.D., R.N., FAAN

Professor and Associate Dean for Research
University of Alabama at Birmingham

School of Nursing, Center for Nursing Research
1701 University Boulevard

Birmingham, Alabama 35294

Phone: 205-910-3663

Fax:  205-996-4656

E-mail: menesesk@uab.edu

Term: 3/22/2013-5/29/2015

Lisa A. Newman, M.D., M.P.H., FACS
Professor of Surgery and Director
University of Michigan Breast Care Center
University of Michigan Health Systems
1500 East Medical Center Drive

Ann Arbor, Ml 48109

Phone: 734-936-8771

Fax: 734-647-9647

E-mail: lanewman@umich.edu

Term: 11/30/2010-5/29/2015

Jeanne L. Steiner, D.O.
Associate Professor of Psychiatry
Yale University School of Medicine
Medical Director

Connecticut Mental Health Center
34 Parks Street

New Haven, CT 06519

Phone: 203-974-7077

Fax: 203-974-7293

E-mail: jeanne.steiner@yale.edu
Term: 11/30/2010-11/31/2013


mailto:grana-generosa@cooperhealth.e
mailto:karenkellythomas@comcast.net

Donald Warne, M.D., M.P.H.
Associate Professor and Director
Master of Public Health Program
North Dakota State University
1401 Albrecht Boulevard

118H Sudro Hall

Fargo, ND 58102

Phone: 701-231-6323

E-mail: donald.warne@ndsu.edu
Term: 11/30/2010-5/29/2015

EX-OFFICIO MEMBERS

Agency for Healthcare

Research and Quality

Jennifer Croswell M.D., M.P.H.
Medical Officer

540 Gaither Road

Room 6111

Rockville, MD 20850

Phone: 301-427-1583

Fax:  301-427-1595

Email: jennifer.croswell@ahrg.hhs.gov

Department of Defense

Gayle Vaday, Ph.D.

Program Manager

Congressional Directed Medical Research
Programs

Department of Defense

1077 Patchel Street

Fort Detrick, MD 21702

Phone: 301-619-7071

Fax:  301-619-7796

E-mail: gayle.g.vaday.civ@mail.mil

Department of Health and Human Services
Office on Women’s Health

Nancy Lee M.D.

Deputy Assistant Secretary for Health,
Women’s HealthDirector

Office on Women’s Health

200 Independence Avenue SW.
Room 712E

Washington, DC 20201

Phone: 202-690-7650

Fax:  202-401-4005

E-mail: nancy.lee@hhs.gov
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Health Resources and

Services Administration

CDR Morrisa Rice, M.H.A., REHS, RS
Program Manager Officer

United States Public Health Services

Health Resources and Services Administration
Maternal and Child Health Bureau Division of
State and Community Health

5600 Fishers Lane Room 18-41

Rockville, MD 20857

Phone: 301-443-6838

Fax: 301-443-8587

E-mail: mrice@hrsa.gov

Indian Health Service

Susan Karol, M.D.

Chief Medical Officer

Indian Health Service

Office of the Director

801 Thompson Avenue, Suite 440
Rockville, MD 20852

Phone: 301-443-1083

E-mail: susan.karol@ihs.hhs.gov

National Institutes of Health
Jung-Min Lee, M.D.
Assistant Clinical Investigator
National Cancer Institute

10 Center Drive

MSC 1906 Room 13N218
Bethesda, MD 20892

Phone: 301-443-7735

Fax: 301-402-0172
E-mail: lee6@mail.nih.gov
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LIAISON REPRESENTATIVES

Avon Foundation

Breast Cancer Crusade

Marc Hurlbert, Ph.D.

Executive Director

Avon Foundation for Women

777 Third Avenue

New York, NY 10017

Phone: 212-282-5560

E-mail: marc.hurlbert@avonfoundation.org

Black Women’s Health Imperative
Ngina Lythcott, Ph.D.

Black Women’s Health Imperative

8 Somerset Road

Provincetown, MA 02657

E-mail: nlythcott@me.com

Breastcancer.org

Marisa Weiss, M.D.

President and Founder
Breastcancer.org

3 East Lancaster Avenue, 3 Floor
Ardmore, PA, 19003

Phone: 610-642-6550

Fax: 610-642-6559

E-mail: mweiss@breastcancer.org

Bright Pink

Lindsay Avner

Founder and CEO

Bright Pink

670 N. Clark Street

Chicago, IL 60654

Phone: 312-787-4412

E-mail: Lindsay@BeBrightPink.org

LIVESTRONG, The Lance Armstrong
Foundation

Devon McGoldrick, M.P.H.

Director, Community Programs & Engagement
LIVESTRONG

2201 East 6" Street

Austin, TX 78702

Phone: 512-279-8355

Fax: 512-236-8482

E-mail: devon.mcgoldrick@livestrong.org
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Living Beyond Breast Cancer

Arin Ahlum Hanson, M.P.H., CHES
Manager, Young Women’s initiative
Living Beyond Breast Cancer

354 West Lancaster Avenue, Suite 224
Haverford, PA 19041

Phone: 610-645-4567

Fax:  610-645-4573

E-mail: arin@Ilbbc.org

The Noreen Fraser Foundation
Noreen Fraser

Founder and CEO

The Noreen Fraser Foundation
11693 San Vicente Boulevard, #194
Los Angeles, CA 90049

Phone: 310-892-1100

E-mail: noreen fraser.la@gmail.com

Patient Advocate Foundation

Shonta Chambers, M.S.W.

Executive Vice President, Health Equity
Initiatives and Programs

Patient Advocate Foundation

421 Butler Farm Road

Hampton, VA 72366

Phone: 757-952-2544

Fax:  757-952-2533

E-mail: Shonta.Chambers@patientadvocate.org

Sisters Network, Inc.

Vacant

Sisters Network,Inc.

2922 Rosedale Street

Houston, TX 77004

Phone: 713-781-0255

Fax:  713-780-8998

E-mail: kphodges@sistersnetworkinc.org

Susan G. Komen for the Cure
Susan Brown, M.S., R.N.

Managing Director, Community Health
Susan G. Komen for the Cure

5005 LBJ Freeway, Suite 250

Dallas, TX 75244

Phone: 972-855-1635

E-mail: sbrown@komen.org.org



Tigerlily Foundation

Maimah S. Karmo

Chief Executive Officer

Tigerlily Foundation

11654 Plaza America Drive, #725
Reston, VA 20190

Phone: 888-580-6253

Fax:  703-663-9844

E-mail: maimah@tigerlilyfoundation.org

Young Survival Coalition

Jennifer Merschdorf, M.B.A.

Chief Executive Officer

Young Survival Coalition

61 Broadway, Suite 2235

New York, NY 10006

Phone: 646-257-3001

Fax:  646-257-3030

E-mail: jmerschdorf@youngsurvival.org
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ATTACHMENT 3
Participants’ Directory

Agency for Healthcare Research and Quality
Jennifer Croswell, M.D., M.P.H. %

Agency for Healthcare Research and Quality
Rockville, MD

American Society of Clinical Oncology
Janette Merrill M.S. CHES

American Society of Clinical Oncology
Alexandria, Virginia

Boston University

Ulrike Boehmer Ph.D. *

Boston University School of Public Health
Boston, MA

Bright Pink
Sarah Storey
Bright Pink
Chicago, IL

Cancer Treatment Centers of America
Southeastern

Anita Johnson M.D.

Cancer Treatment Centers of America
Southeastern

Newnan, GA

Centers for Disease Control and Prevention
Pamela Protzel Berman, Ph.D., M.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Jameka Blackmon, M.B.A., CMP
Centers for Disease Control and Prevention
Atltanta, GA

Annie Brayboy

Centers for Disease Control and Prevention
Albuquerque, NM
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Natasha Buchanan, Ph.D.
Centers for Disease Control and Prevention
Atlanta, GA

Carolyn P.R. Headley, M.S.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Nikki Hayes, M.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Keisha Houston, Dr.PH., M.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Jun Li, M.D.
Centers for Disease Control and Prevention
Atlanta, GA

Jacqueline Miller, M.D.
Centers for Disease Control and Prevention
Atlanta, GA

Hang Nguyen
Centers for Disease Control and Prevention
Atlanta, GA

Lisa Richardson, M.D., M.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Cheryll Thomas, M.S.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Melonie Thomas, M.B.A.
Centers for Disease Control and Prevention
Atlanta, GA




George-Ann Stokes-Townsend, ME.d.
Centers for Disease Control and Prevention
Atlanta, GA

Katrina Trivers, Ph.D., M.S.P.H.
Centers for Disease Control and Prevention
Atlanta, GA

Ena Wanliss M.S.
Centers for Disease Control and Prevention
Atlanta, GA

Cooper Cancer Institute
Generosa Grana, M.D. x
Cooper Cancer Institute
Voorhees, NJ

Dana Farber Cancer Institute
Ann Partridge, M.D., M.P.H. *
Dana Farber Cancer Institute
Boston, MA

Department of Defense

Gayle Vaday, Ph.D. x

Department of Defense Breast Cancer Research
Program

Frederick, MD

Department of Health and Human Services
Nancy Lee, M.D. *

Proxy Beth Collins-Sharp, M.D.
Department of Health and Human Services
Office on Women's Health

Washington, DC

FORCE: Facing Our Risk of Cancer
Empowered

Sue Friedman M.D. %

FORCE: Facing Our Risk of Cancer Empowered
Tampa, FL

Health Resources and Services
Administration

Morrisa Rice, M.H.A., REHS, RS %

Health Resources and Services Administration
Office of Women's Health

Rockville, MD
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Indian Health Service

Susan Karol, M.D. *

Proxy- M. Carolyn Aoyama, CNM, MPH
Indian Health Service

Rockville, MD

KellyThomas Associates

Karen Kelly Thomas M.D. *

Kaiser Permanente Breast Care Leaders Group
San Jose, CA

LIVESTRONG, The Lance Armstrong
Foundation

Devon McGoldrick *

Living Beyond Breast Cancer
Haverford, PA

Living Beyond Breast Cancer

Arin Ahlum Hanson, M.P.H., CHES *
Living Beyond Breast Cancer
Haverford, PA

National Cancer Institute
Jung-Min Lee, M.D. *
National Cancer Institute
Bethesda, MD

Patient Advocate Foundation
Shonta Chambers, M.S.W. %
Patient Advocate Foundation
Hampton, VA

Sharsheret
Rochelle Shoretz %
Sharsheret
Teaneck, NJ

Susan G. Komen for the Cure
Susan Brown, M.S., R.N. x
Susan G. Komen for the Cure
Dallas, TX

Tigerlilly

Maimah Karmo *
Tigerlilly

Reston, VA



University of Alabama at Birmingham
Karen Meneses, Ph.D., R.N., FAAN. *
University of Alabama at Birmingham
Birmingham, AL

University of Michigan Breast Care Center
Lisa Newman, M.D., M.P.H. x

Universityof Michigan Breast Care Center
Ann Arbor, Ml

Young Survival Coalition
Jennifer Merchdorf *
Young Survival Coalition
New York, NY

* Advisory Committee Member, Ex-Officio Member, or Liaison Representative

+ Pre-Registrant
e Virtual Attendee
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Centers for Disease Control and Prevention
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ACBCYW
BCYW
CDC
DCPC
EMR
HCPs
HHS
NCCN
PCORnet

Attachment 4
Glossary of Acronyms

Advisory Committee on Breast Cancer in Young Women
Breast Cancer in Young Women

Centers for Disease Control and Prevention

Division of Cancer Prevention and Control

Electronic Medical Record

Healthcare Providers

U.S. Department of Health and Human Services
National Comprehensive Cancer Network
Patient-Centered Clinical Research Network
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