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Executive Summary

Nancy G. Brinker promised her dying sister, Susan G. Komen, she would do everything in her power to
end breast cancer forever. In 1982, that promise became Susan G. Komen for the Cure and launched the
global breast cancer movement. Today, Komen for the Cure is the world’s largest grassroots network of
breast cancer survivors and activists fighting to save lives, empower people, ensure quality care for all
and energize science to find the cures. Thanks to events like the Komen Race for the Cure®, we have
invested more than $1.3 billion to fulfill our promise, becoming the largest source of nonprofit funds
dedicated to the fight against breast cancer in the world.

The Philadelphia Affiliate of Komen for the Cure is working to better the lives of those people facing
breast cancer in the local community. The Affiliate joins more than a million breast cancer survivors and
activists around the globe as part of the world’s largest and most progressive grassroots network fighting
breast cancer. Through events like the Komen Philadelphia Race for the Cure®, the Philadelphia Affiliate
has invested over $14 million in community breast health programs in the 13-county service area. Up to
75 percent of net proceeds generated by the Affiliate stays in the Philadelphia Affiliate Service Area. The
remaining income goes to the national Susan G. Komen for the Cure Grants Program to fund research.

On August 1, 2001, Susan G. Komen for the Cure established the Philadelphia Affiliate that serves
Philadelphia, Bucks, Montgomery, Delaware, York, Lehigh, Lancaster, Berks and Chester counties in
Pennsylvania; Camden County in New Jersey and the three counties of Delaware. These counties reflect
a wide array of cultures, races, ethnicities, social-economic background and span every facet of urban,
suburban and rural life.

Community Profile

The Community Profile is an assessment process Affiliates take on every two years in order to
understand the state of breast cancer in their service. Conducted by the Affiliate staff and affiliate
partners, the Community Profile seeks to identify any gaps in services and/outreach within the Affiliate
Service Area. The analysis allows the Affiliate to then prioritize its work in order to fill those gaps, through
effective education, outreach, grant making, and public policy efforts.

The community profile team worked from two guiding philosophies:

1. Early detection is our best defense until a cure for breast cancer is found.

2. Komen Philadelphia has experience that shows that breast health in the community is best
accomplished with a system or continuum of care. This system requires that community-based
organizations, screening sites, diagnosis and treatment facilities and support groups work
together so an individual can seamlessly travel from education to screening to treatment and
support.

Target Areas

In choosing target areas in which to focus the Community Profile analysis, we looked at 3 data points
which we felt would lead us to areas in need of improved education and screening. There data points
were: high numbers of medically uninsured women; low rates of mammography screening; high rates of
breast cancer mortality.

These data points were chosen based on the Komen promise to save lives and end breast cancer forever
by empowering people, ensuring quality care for all and energizing science to find the cures. Sorting the
zip codes according to the three data points revealed three zip codes or geographic clusters that had high
uninsured rate, high breast cancer mortality rate and low breast cancer screening rates. These three
areas became the first targets of additional research:

¢ City of Camden, NJ

¢ Sussex County, DE

¢ Philadelphia County, PA



Based on the Affiliate’s knowledge of the community, we added two areas of interest. These two areas
showed very high uninsured rates. In Allentown, anecdotal evidence indicated that there were potentially
large numbers of undocumented individuals that would not be counted in traditional data-gathering
methods. The Affiliate has not been strong in reaching York County through educational outreach and
through grants in the county. The Affiliate’s interest in gaining knowledge of and experience in this area
warranted further research.

¢ Allentown, PA

¢ City of York, PA

Overview of Data

The zip code analysis revealed three communities in high need for breast health services, which was
supplemented with Komen knowledge to identify two additional communities. Although each of these
areas is characterized by widely varying population numbers, rural versus urban setting and available
health resources, the community profile team was able to see three significant buckets of needs: breast
health system capacity, specific target populations and barriers to care.

Breast health system

In the introduction, we introduced a philosophy that Komen Philadelphia has experience that shows that
breast health in the community is best accomplished with a system or continuum of care. This system
requires that community-based organizations, screening sites, diagnosis and treatment facilities and
support groups work together so an individual can seamlessly travel from education to screening to
treatment and support.

All five areas showed a weakness in the breast health system. There were three components of this
weakness identified:
¢ The communities need a comprehensive resource guide that specifies breast health
resources.
¢ More agencies need to be part of the breast health system, especially community-based
organizations.
¢ Individuals in the community need to know about the resources available to them.

Target Populations

There are specific groups of people that are identified as being in need of breast health knowledge. There
are three main target populations.

¢ Latinas, especially in Camden, Allentown, Sussex County and Philadelphia.

¢ African Americans, especially in Sussex County and Philadelphia.

¢ Low-income, uninsured people of all ethnicities in York.

Barriers to Care

Research in each community showed that beyond the breast health system issues, individuals face
challenges when they are trying to learn about breast health, attend a screening appointment or get
treatment.
¢ Undocumented people face barriers to breast health care, especially in Camden and
Allentown.
¢ Lack of transportation resources is a barrier to breast health care, especially in York and
Philadelphia. This barrier has presented in past community profiles and was incorporated
into the request for proposals for the grant program. Unfortunately, grantees did not find
success in the transportation solutions they presented. This will require additional research.
¢ The burden of poverty is a barrier to breast health care, especially in York.
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Time pressures are a barrier to breast health care, especially in Philadelphia. Screening
facilities need to accommodate the needs of working women with extended and weekend
hours.

These barriers may present in many of the communities within the 13-county service area. Specifics of
each barrier must be researched thoroughly through an exploration of best practices in the communities
and other evidence-based programs.

Affiliate Action Plan

The three types of needs flow neatly into priorities and objectives for the Affiliate.

Public Relations/Fundraising

I

Create communications campaign (including fundraising and public policy) across various
media to solicit funds to fill the needs in the community for low-income, uninsured women.
Create communications campaign across various media to promote and distribute resource
guide.

Educational Outreach

I

Hire personnel with skills in educating agencies in health outreach and in conducting health
outreach to underserved populations.

Plan tailored training for agencies to provide technical assistance and build breast health
capacity. At these events, Komen Philadelphia would use evidence-based or best-practice
programs to train agencies.

Assist community-based organizations in the planning of tailored educational outreach for
individuals in their target population. These programs would use evidence-based or best-
practice programs to address the needs of the communities.

Invite state screening programs to speak at educational outreach events for agencies and
individuals.

Harvest best practices from educational outreach programs in the target communities that
could become a nationwide model for breast health outreach.

Public Policy

I

Work collaboratively with Komen affiliates in Pennsylvania and New Jersey to increase state
resources for screening and treatment programs.

Establish a coalition in Delaware for public policy activities.

Facilitate the development of network of agencies interested in breast health for advocacy
work in all 13 counties.

Increase funding for state screening programs in each state.

Grants Program

I

Identify and provide technical assistance to organizations that work with underserved
Latinas, especially in Camden, Allentown, Sussex County and Philadelphia.

Identify and provide technical assistance to organizations that work with underserved
African-Americans, especially in Sussex County and Philadelphia.

Identify and provide technical assistance to York organizations that can assist in breast
health efforts.

Include needs identified in this community profile in the 2010-2011 Request for Proposals
(grant program).

Work with NCI/CIS to highlight evidence-based programs or best practice approach for each
of the target populations.



Research projects

¢ Develop resource guide of breast health services in the Affiliate service area.

¢ Determine potential or evidence-based programs and/or best practices approach that
address barriers to breast health care for undocumented indivduals by December 2009.

¢ Transportation as a barrier has presented in past community profiles and was
incorporated into the request for proposals for the grant program. Unfortunately, grantees
did not find success in the transportation solutions they presented. This will require
additional research to determine potential solutions for grantees.

¢ The burdens of poverty are vast and all-encompassing. Research that incorporates best
practices from grantees and evidence-based programs is necessary.

Specific Goals and Objectives

Goal 1: Increase knowledge about breast health issues and increase screening rates among
African American and Latinas in York city.
Objective 1A: Develop new relationships with 3-4 community-based groups in York City that

work with the uninsured, in particular African American and Latina women, who have been
identified as acutely lacking in breast health information and access to resources.

Objective 1B: Develop relationships with hospitals and medical centers that are BCCCP
providers to ensure that they are effectively outreaching to populations in need.

Objective 1C: Increase the number of community organizations that work with the medically
uninsured in York City that receive grant funding from the Affiliate.

Goal 2: Increase mammography screening participation among Latinas in Allentown, PA.

Objective 2A: Establish new relationships 3-4 community or faith based groups, who serve
Latinas, in Allentown.

Objective 2B: Develop a comprehensive communications and marketing campaign to engage
businesses and media in Allentown in the Komen mission.

Goal 3: Increase awareness among uninsured, particularly, undocumented persons in Camden,
NJ about breast health resources.

Objective 3A: Establish new relationships with 2-3 community based organizations that work
with Latina and/or Asian immigrants in Camden.

Objective 3B: Improve education coordination in Camden, NJ in cooperation with free
mammography screening sites and community groups that work with underserved and
undocumented communities.

Goal 4: Increase awareness and screening rates among Latinas in the larger urban areas of
Sussex County, DE such as Delmar, Georgetown and Seaford.

Objective 4A: Establish new relationships with 4-5 grassroots organizations in the larger urban
areas of Sussex County who serve uninsured and underinsured populations.

Objective 4B: Increase number of organizations that provide screening services to uninsured in
Sussex County through Komen Philadelphia grant program,



Goal 5: Increase screening rates among African American women in Philadelphia.

Objective 5A: Establish new relationships with 2-3 community based organizations that work
with African American women in Philadelphia. Assist these groups in creating effective breast
health outreach to these women.

Objective 5B: Improve education coordination in Philadelphia in cooperation with free

mammography screening sites and community groups that work with underserved and uninsured
communities.



Introduction
Mission

Susan G. Komen for the Cure’s promise is to save lives and end breast cancer forever by empowering
people, ensuring quality care for all and energizing science to discover the cures. To meet this promise,
the Philadelphia Affiliate relies on the information obtained through the Community Profile process to
guide the work needed to accomplish the promise in its communities.

Purpose of Report

The Community Profile is an assessment process Affiliates take on every two years in order to
understand the state of breast cancer in their service area. Conducted by the Affiliate staff and community
partners, the Community Profile seeks to identify any gaps in services and/outreach within the Affiliate
Service Area. The analysis allows the Affiliate to then prioritize its work in order to fill those gaps, through
effective education, outreach, grant making, and public policy efforts. The community profile was
assembled by a group of dedicated professionals:

Jennifer Leith, Lead

Ashley Tobin, Komen Philadelphia Staff

Meryl Weinreb, Komen Philadelphia Board of Directors

Amelia Belardo-Cox

Vijai Jaitley, National Cancer Institute’s Cancer Information Service

The community profile team worked from two guiding philosophies:

1. Early detection is our best defense until a cure for breast cancer is found.

2. Komen Philadelphia has experience that breast health in the community is best accomplished
with a system or continuum of care. This system requires that community-based organizations,
screening sites, diagnosis and treatment facilities and support groups work together so an
individual can seamlessly travel from education to screening to treatment and support.

Affiliate History

Nancy G. Brinker promised her dying sister, Susan G. Komen, she would do everything in her power to
end breast cancer forever. In 1982, that promise became Susan G. Komen for the Cure and launched the
global breast cancer movement. Today, Komen for the Cure is the world’s largest grassroots network of
breast cancer survivors and activists fighting to save lives, empower people, ensure quality care for all
and energize science to find the cures. Thanks to events like the Komen Race for the Cure®, we have
invested more than $1.3 billion to fulfill our promise, becoming the largest source of nonprofit funds
dedicated to the fight against breast cancer in the world.

The Philadelphia Affiliate of Komen for the Cure is working to better the lives of those people facing
breast cancer in the local community. The Affiliate joins more than a million breast cancer survivors and
activists around the globe as part of the world’s largest and most progressive grassroots network fighting
breast cancer. Through events like the Komen Philadelphia Race for the Cure®, the Philadelphia Affiliate
has invested over $14 million in community breast health programs in the 13-county service area. Up to
75 percent of net proceeds generated by the Affiliate stays in the Philadelphia Affiliate Service Area. The
remaining income goes to the national Susan G. Komen for the Cure Grants Program to fund research.

On August 1, 2001, Susan G. Komen for the Cure established the Philadelphia Affiliate that serves
Philadelphia, Bucks, Montgomery, Delaware, York, Lehigh, Lancaster, Berks and Chester counties in
Pennsylvania; Camden County in New Jersey and the three counties of Delaware. These counties reflect
a wide array of cultures, races, ethnicities, social-economic background and span every facet of urban,
suburban and rural life.



The Philadelphia Affiliate conducts free educational outreach events which promote early detection and
closing the gap of disparity for the underinsured and uninsured. Events are designed to address the
specific needs of the African-American, Latina/Hispanic and Asian-American communities.

Support for educational events and grants is possible due to the overwhelming response of volunteers
and donors who participate in the Komen Philadelphia Race for the Cure®, the Komen Philadelphia Pink
Tie Ball®, generous support of corporate sponsors and third party fundraisers, as well as ongoing
individual and corporate donations.

The Komen Philadelphia Race for the Cure® attracts approximately 45,000 participants, over 95 local
corporate sponsors and more than 20 local healthcare sponsors. The Komen Philadelphia Pink Tie Ball®
is attended by more than 400 community members.

Looking forward, Komen Philadelphia Affiliate is working to grow the outreach events to spread the vital
messages of early detection, to increase education and awareness, and to do everything possible to fulfill
our promise to save lives and end breast cancer forever by empowering people, ensuring access to
quality care for all and energizing science to find the cures.

Organizational Structure

The Philadelphia Affiliate is guided by a 15 member Board of Directors composed of business and
community leaders who help ensure that the Affiliate fulfills its mission and purpose. The Board is led by
its team of Officers - President, Vice-President, Treasurer and Secretary.

The Board works with the Affiliate Executive Director to:
¢ ensure effective organizational planning,
¢ ensure that adequate resources are available to carry out the mission,
¢ ensure that those resources are effectively managed,
¢ determine and monitor the Affiliate’s Programs and Services, and
¢ enhance the Affiliate’s public image.

The Affiliate Executive Director develops, manages and evaluates the implementation of policies,
strategies and plans to achieve Komen Philadelphia’s goals and objectives. This individual is the
principle fundraiser; develops strategies for major funding of all Affiliate events. The Executive Director
also oversees the day-to-day implementation and evaluation of all programs and activities through
management of the 11 member staff. Each staff member has specific tasks and function relating to
implementing the overall mission of the organization.

Description of Service Area

The Philadelphia Affiliate of Susan G. Komen for the Cure serves a
13 county area that includes Philadelphia, Bucks, Montgomery,
Delaware, York, Lehigh, Lancaster, Berks and Chester counties in
Pennsylvania, Camden County in New Jersey and all three counties
in the state of Delaware.

These counties reflect a wide array of cultures, races, ethnicities, |I i
social-economic background and span every facet of urban, suburban Ao b W S |
and rural life. According to 2007 US Census figures, the combined = >
population of this Service Area is 6,925,042. In terms of breast health
and breast cancer, incidence and mortality rates vary widely, among
ethnic and economic subgroups. Generally, areas where there are
greater concentrations of medically uninsured persons trend toward
higher rates of breast cancer mortality and lower mammography
screening rates.
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Demographic and Breast Cancer Statistics

Data Sources and Methodology Overview

The Philadelphia Affiliate has a long history of working in the 13 counties in its service area and
understands the diversity of the population. Because this diversity could lead to multiple paths and
potentially competing interests, the community profile team decided to find target areas of need using
focus on three data points that would help identify the geographic areas with the greatest needs in terms
of breast health. These statistics were culled from Thomson Reuters (c) 2007.

The three data points were chosen based on the Komen promise to save lives and end breast cancer
forever by empowering people, ensuring quality care for all and energizing science to find the cures. The
data points were: high numbers of uninsured women, low rates of mammography screening, and high
rates of breast cancer mortality. Zip code by zip code analysis showed three geographic areas of
particular need: Philadelphia, Camden and Sussex County, Delaware.

Additionally, Affiliate knowledge and history in the community lead to two additional areas: York city and
Allentown, Pennsylvania. The Philadelphia Affiliate is aware that there are some limitations to data
collection that limit the data available on undocumented and low-income people because of fear of legal
status, a lack of a land-line phone in the home, and literacy challenges.

Surveys: To find out more about the breast health needs and barriers to breast health care, the team
developed a survey that was sent to healthcare providers active in community health, health-focused
community-based organizations, and other community based organizations that serve the medically
uninsured (for example, community development corporations and social service agencies). The survey
asked each respondent:
¢ Do you provide breast screening and diagnostic services? If yes, explain what those
services are.
¢ How would you describe the women in your community who are least likely to be getting
regular breast cancer screening (please give information on age, race, ethnicity)?
¢ Why do you think these women are not getting screened?
¢ Please identify staff persons, outreach workers, or community leaders whom we should
contact to gain a greater understanding of the gaps in breast health services for these
women.
¢ Please provide a brief statement about your organization

Key Informants: After the survey, the Community Profile team interviewed at least two people and
up to four people in each of the target areas to gather more complete data. Key Informants were
individuals who were closely tied to the community and/or had a strong personal or professional
connection to the uninsured community in respective target areas. Each interview was conducted in an
open manner to encourage a conversation. The following questions were used to start each conversation:
¢ What kind of resources do you think are needed to help get (the population identified as in
need) into regular breast cancer screening?
¢ How could those resources reach through the barriers that you identified?
¢ Historically, how has (your organization/your community) addressed those barriers.....what
has succeeded; what have been frustrations?

Focus GrOUpSZ Following Key Informant Interviews, the Community Profile team conducted focus
groups in four of the five target areas. Due to time restrictions, key informant interviews were not
conducted in Philadelphia. The Community Profile team used the expertise of a Key Informant to recruit
participants who reflected the demographic of those who were identified as the least likely to receive an
annual mammogram. Each focus group included five to ten participants. The purpose of each focus group
was to ascertain, from the community in their own words, the barriers to breast health care in the



community. The information gathered at each focus group was taken back to the Community Profile team
for review and discussion.

Overview of Key Statistics

Knowing that early detection is our best defense until a cure is found, we selected 3 key data points that
would identify areas in need of breast health: areas that had high rates of uninsured people, low rates of
screening and high rates of breast cancer mortality. Because many of the counties in the Philadelphia
Affiliate service are very diverse and might not reflect that diversity at county-level data, the analysis
focused on zip-code level data to reveal “problem” areas. There are 423 zip codes in the 13-county
service area.

The Thomson Reuters (c) 2007 data used breast cancer estimates from the National Cancer Institute’s
Surveillance, Epidemiology and End Results (SEER) data. By applying actual population rates to
populations with similar demographics, the team calculated estimates at the county and zip code levels to
fill in gaps in existing breast cancer data sources. Market Expert provided information on breast cancer
mortality, breast cancer incidence, mammography screening rates, and uninsured rates within the context
of racial and age demographics, for every zip code within our 13-county Service Area. Zip code
demographic data is based on the 2000 US Census data which was obtained through American

The team selected the following three data points to narrow the analysis and emphasize the importance
of early detection:
¢ Female age 18+ uninsured rate over the average for the population in the Service Area
(Average = 6.9%),
¢ Breast Cancer Mortality rate over the average for the Affiliate Service Area (Average= 26 per
100K), and
¢ Mammography screening rate below the average for the Affiliate Service Area (Average =
35.6%).

The analysis revealed seventy-six (n = 76) zip codes in the service area with above-average uninsured
rates, above-average breast cancer mortality rates and below-average mammography screening rates.
These 76 zip codes were then sorted, highest to lowest for breast cancer mortality rates, highest to lowest
for uninsured rate, lowest to highest in mammography screening. Three zip codes or geographic clusters
were commonly within the top 25% of each list. In addition to these areas, the team identified two areas
that did not rank in this analysis but warranted additional research.

Table 1: Demographic and Breast Health Statistics

Number of % Uninsured Breast Cancer Mortality = Had Mammogram

Females >40y.0. Females >18y.0. Rate (per 100K) in past 12 months
13 County Average 6.90% 26 43.80%
Philadelphia, PA 374,239 13.50% 28.33 36.40%
City of Camden, NJ 15,339 37.40% 29.03 40.60%
Sussex County, DE 54,114 11.40% 32.5 41.40%
Allentown, PA 44,928 8.60% 29.05 39.90%
City of York, PA 108,787 12.10% 20.9 42.70%

The graph above shows data for each of the areas of interest. In the Uninsured Column, the team was
looking for rates greater than the 13-county average of 6.9%. Each of the selected areas has a high rate
of uninsured women over the age of 18. Allentown has a lower rate of uninsured women, but anecdotal
evidence indicated that there could be a large number of people who might not be counted using
traditional methods.

In the breast cancer mortality rate column, the team was looking for rates greater than the 13-county
average of 26. Although the city of York has a relatively low rate of breast cancer mortality, the Affiliate is

12


http://factfinder.census.gov/

interested in learning more about this area. York has been underrepresented in the grants program in
years past. With the high rate of uninsured coupled with a high rate of low-income people, the team chose
to add York to the list of target areas.

Five Areas of Interest

Sorting the zip codes according to the three data points revealed three zip codes or geographic clusters
that had high uninsured rate, high breast cancer mortality rate and low breast cancer screening rates.
These three areas became the first targets of additional research:

¢ City of Camden, NJ

¢ Sussex County, DE

¢ Philadelphia County, PA

Based on the Affiliate’'s knowledge of the community and lack of information in certain areas of the
Affiliate service area, we added two areas of interest. These two areas showed very high uninsured rates.
In Allentown, anecdotal evidence indicated that there were potentially large numbers of undocumented
individuals that would not be counted in traditional data-gathering methods. The Affiliate has not been
strong in reaching York county through educational outreach and through grants in the county. The
Affiliate’s interest in gaining knowledge of and experience in this area warrants further research.

¢ Allentown, PA

¢ City of York, PA

Camden, NJ

Current Environment

The city of Camden has a population of 79,381 according to the 2006 US Census. There are two major
hospitals in the city (Cooper Hospital and Virtua Hospital) where mammography screenings can be done.
There are also two Federally Qualified Health Centers within the city limits. The two FQHC have 15
satellite sites scattered in various neighborhoods within Camden.

For 2009-2010, the Affiliate has made some grants to organizations working in Camden City.
Screening and Treatment Grants:
Cooper Cancer Institute

Breast Health Education grant (indicates target population for grant):
Boat People SOS (Viethamese women)
Virtua Health (focuses on breast cancer survivors)

In the initial zip code analysis, the city of Camden ranked among the highest, within the service area, in
terms of uninsured females, low mammography screening and above average breast cancer mortality.

Surveys

The community profile team sent surveys to 16 individuals and received 9 survey responses (a 56%
response rate). Through these survey responses, the following gaps were identified:
¢ Latinas/Hispanics are least likely to get screening, in particular the large numbers of
undocumented Latina/Hispanic women
¢ Lack of knowledge about free screening information (why it is important) among black and
Latina/Hispanic women (particularly Dominicans and South Americans)
¢ Language barriers prevent women from accessing screening, particularly among Asian
women (growing numbers of Vietnamese)
¢ Undocumented women are fearful to use medical services because of immigration issues



¢ No grassroots organizations that work with Latinas or undocumented persons are funded by
Komen Philadelphia

Interviews

Four people were interviewed to gain more insight into the needs of the Camden community. The people
interviewed represent many parts of the breast health continuum: community-based organization, primary
care facilities and screening and treatment facilities:
¢ Evelyn Robles-Rodriguez, Cooper Cancer Center
Michael Dixon, Lourdes Medical Center
¢ Christine Polit, Heart of Camden
¢ Damirisa Santana, Puerto Rican Unity for Progress

From these interviews, we learned that

¢ Latinas/Hispanics are least likely to get screened, in particular the large numbers of
undocumented Latina/Hispanic women

¢ Lack of knowledge of breast health among black and Latina/Hispanic women (particularly
Dominicans and South Americans)

¢ Language barriers prevent women from accessing screening, particularly among Asian
women (growing numbers of Vietnamese)

¢ Undocumented women are fearful to use medical services because of immigration issues

Focus Groups

A focus group of six uninsured, undocumented Latinas ranging in age from 40-55 was convened. In this
group we learned that there is knowledge in the community about breast cancer but women will not go to
the doctor or hospital unless their health concern is an emergency. Even then, the situation must be
extremely grave because there is fear that they as undocumented individuals will be found and deported.

All women in the focus group agreed that printed information — on a billboard, in an office, at a community
center — with details on where to receive a free mammogram and that explicitly states no social security
number or other documentation is needed would be effective. All women in the group were interested in
finding out where they could buy low-cost health insurance.

Gaps in Services

In brief, the Camden needs are:

¢ Build resource map: Need comprehensive assessment of health resources -- specifically
breast health resources -- in the area.

¢ Build capacity for breast health: educate organizations about breast health outreach,
screening, treatment, support & how to work together

¢ Build knowledge of resources: Need network of community groups working on outreach in
the community.

¢ Remove barriers to preventive care for undocumented people

¢ Target Latinas

Sussex County, DE

Current Environment

Sussex County has a population of 184,291 according to the 2006 U.S. Census. There are three major
hospitals/medical centers in Sussex County located in larger cities; Lewes (Beebe Medical Center),
Seaford (Nanticoke Health Services) and La Red Health Center (Georgetown).

Komen Philadelphia funds the following organizations in 2009-2010 with programs in Sussex County:
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Screening and Treatment grant;
Bayhealth Medical Center

Breast Health Education grant:
Delaware Breast Cancer Coalition (uninsured and underinsured women)
Wellness Community of Delaware (breast cancer survivors)

In the initial zip code analysis, zip codes for Delmar (19940), Seaford (19973) and Georgetown (19947)
ranked in the top 25% of the Affiliate service area for high breast cancer mortality, high uninsured rates,
and low screening rates.

Surveys

The community profile team sent surveys to 24 individuals and received 11 survey responses (a response

rate of 46%) Through these survey responses, the following gaps were identified:

Latinas/Hispanics and African American women are least likely to receive regular breast

cancer screening

Overall lack of primary care medical providers and medical facilities in Sussex County.

There are no breast clinics in Sussex County.

Difficult to travel within the County due to lack of public transit

There is no health department for the County, no municipal health departments

Not enough communication between hospitals in urban areas and population in need in rural

areas.

¢ Latinas are not getting screened in great numbers because they do not have accurate
information on breast health, do not know where to locate resources.

¢ Only 2 groups in the State of Delaware that work directly with the Latina community (Latin
American Community Council in New Castle County and La Esperanza in Sussex County)

S e, b s s,

Interviews

Four people were interviewed to gain more insight into the needs of the Sussex County community. The
people interviewed represent primarily primary care and screening and treatment programs.
¢ Cheryl Doucette, Delaware Breast Cancer Coalition
Trisha Bentley, Bayhealth Medical Center
¢ Cherrie Rich, Beebe Medical Center
¢ Zaida Guajardo, La Esperanza

From these interviews, we learned that there is a lack of breast cancer resources in Sussex County but
many untapped opportunities. There are several respected health service providers such as La Red,
DelMarVa Group Ministries and Nanticoke Hospital which Komen Philadelphia can partner with and fund
to develop breast health programs. There are also several grassroots groups that Komen can work with
to develop breast health programs.

Focus Groups

A focus Group of 10 Latinas (ages 36-53) was convened in Georgetown, Delaware. Of the 10 Latinas,
four were undocumented and six were uninsured.

Two of the women knew what a mammogram is and accurately explained it to the other women. Only
two women had had a mammogram in the past year. Many receive health information and referrals from
the Delaware Division of Public Health or La Red Clinic. They did not know where to go for free
mammography screening. There is a strong sense of unease among the undocumented and uninsured
women about providing proper identification to receive health services. All of the women expressed
frustration with language as a barrier to receiving proper healthcare.



Groups respected by the community:
DelMarVa Group Ministries
Nanticoke Hospital
Division of Public Health
La Red Clinic
La Esperanza
La Casita
Iglesia de Dios Maranatha and other churches

Gaps in Services

In brief, the Sussex County needs are:

¢ Build resource map: Need comprehensive assessment of health resources -- specifically
breast health resources -- in the area.

¢ Build capacity for breast health: educate organizations about breast health outreach,
screening, treatment, support & how to work together

¢ Build knowledge of resources: Need network of community groups working on outreach in
the community.

¢ Target African-Americans

¢ Target Latinas

Philadelphia, PA

Current Environment

Philadelphia has a population of 1.4 million according to the 2006 US Census. There are 14 major not-for-
profit hospitals within the city limits; several are nationally recognized as leaders in breast cancer
research and treatment and all provide mammography screening. As a requirement for receiving federal
funding, these hospitals must provide “Charity Care” to those in need of medical care regardless of the
person’s ability to pay or insurability.

In addition to the hospitals, the City of Philadelphia operates the public health department through 8
District Health Centers. These are located in heavily populated neighborhoods throughout the City. The
Philadelphia Department of Public Health is a grantee of Komen Philadelphia (see below for a complete
list).

There are 27 Federally Qualified Health Centers (FQHC) throughout Philadelphia. FQHCs are “safety
net” providers such as community health centers, public housing centers, outpatient health programs and
programs for persons who are uninsured or underinsured. The main purpose of the FQHC Program is to
enhance the provision of primary care services in underserved urban and rural communities.

The Philadelphia Affiliate has a strong commitment, through its grant making and large-scale education
events, in reaching organizations that work with the medically uninsured in Philadelphia. Our grantees

connect and work well together in the mammography referral process. It is this type of effort that needs
to be replicated in other target areas.

2009-2010 Komen Philadelphia grantees in Philadelphia include:
Screening and Treatment grants:
Albert Einstein Healthcare Network
Drexel University College of Medicine
Kimmel Cancer Center at Thomas Jefferson University Hospital
Philadelphia Department of Public Health
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Breast Health Education grants (indicates target population for grant):
BEBASHI (African American women)
Cambodian Association of Greater Philadelphia (Cambodian women)
Consortium, Inc.(outreach to women with mental illness/drug addiction)
Haitian Community Center of Philadelphia (Haitian women)
Health Promotion Council of Southeastern Pennsylvania (Chinese, Indonesian and Vietnamese)
Joan Karnell Cancer Center at Pennsylvania Hospital (women with or at-risk for breast cancer)
Living Through Cancer (breast cancer patients)
MANNA (breast cancer patients)
Mazzoni Center (lesbian and transgendered populations)
National Nursing Centers Consortium (African American women)
Philadelphia Corporation for Aging (older women living in senior housing)
Southeast Asian Mutual Assistance Associations Coalition (Southeast Asian women)
Unemployment Information Center (Unemployed Latina and African American women)

In the initial zip code analysis, a large portion of Philadelphia exhibited exceptionally high rates of
uninsured females over the age of 18, above average breast cancer mortality rates and low screening
rates. Additionally, areas of Philadelphia (specifically, zip codes 19121, 19132, 19139, 19123, 19143)
have the highest rates of uninsured females and lowest mammography screening rates for the entire
service area.

Surveys

The community profile team sent surveys to 42 individuals in Philadelphia and received 19 responses (a
45% response rate). Through these survey responses the following gaps were identified:
¢ We need a complete assessment of the breast health resources in the area. What
organizations are active? Which health facilities can do what?
¢ African American women of all ages are least likely to get regular breast cancer screening
¢ Lack of mammography screening sites in areas with concentrations of uninsured and
underinsured populations such as Southwest and North Philadelphia.
¢ Lack of knowledge among the uninsured about free screening resources. These women do
not know where to go for help and community agencies do not know where to send them.
¢ Uncoordinated outreach and education among breast health advocates telling women about
their risks and resources available.
¢ Many women are not willing to miss work to have a screening during work hours (ie. M-F;
8AM — 6PM). Screening facilities need to accommodate the needs of working women
through extended and weekend hours.
¢ Lack of mobile mammography-type services (take the screening to the women)
¢ There is a limited number of Komen Philadelphia grantees that work specifically with African
American women who have been identified as a population in need
¢ Challenge: Some grassroots organizations that are effective in outreach do not have breast
health knowledge.

Interviews

Four people were interviewed to gain more insight into the needs of the Philadelphia community. The
people interviewed represent many parts of the breast health continuum: community-based organizations,
primary care facilities, and screening and treatment facilities:
¢ Kate Taylor, National Nursing Centers Consortium
Sriya Krishnamoorthy, Drexel University College of Medicine
Cheryl Kramer, Philadelphia Department of Public Health
Ameenah McCann, BEBASHI
Chin Du, Public Health Management Corporation
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From these interviews we learned that there is strong opinion among community health workers that
having mammography services come to women would dramatically increase screening rates. Fox Chase
Cancer Center has a mobile mammography van that works in partnership with health outreach programs



such as the National Nursing Centers Consortium. However, due to funding constraints, the van is limited
in its reach. With increased funding or funding partnerships, the mobile van can reach populations in need
with greater frequency.

We also learned that there are potentially significant language barriers. For those women who are willing
to travel to a screening facility and English is not their first language, language and communication can be
significant barrier. It has been mentioned that fear in screening stems from an inability to communicate
and understand the mammogram technician, as well as, fear of discovery that they are undocumented.
Specific examples were cited by Key Informants where a translator who remains with the woman during
the exam were successful in easing these fears. With such success, word then gets out in the community
and other women commit to appointments.

Gaps in Services

There is a need for improved coordination of breast health education and dissemination of resources that
focuses, particularly, on African American women in Philadelphia. The goal of this coordinated effort is to
increase mammography utilization among this population. Additionally, to increase screening rates in
general, efforts need to be made that provide flexibility and convenience to women. For example,
mammography screening facilities need to provide appointments on weekends and evening to
accommodate working women. There is also a need for mobile mammography screening that will bring
the service to neighborhoods that lack screening sites.

In brief the Philadelphia needs are:
Build resource map: Need comprehensive assessment of health resources -- specifically
breast health resources -- in the area.
Build capacity for breast health: educate agencies/organizations about breast health
outreach, screening, treatment, support and how to work together
Build knowledge of resources: Need network of community groups working on outreach in
the community.
Screening facilities need to accommodate the needs of working women through extended
and weekend hours
Transportation: need to research what this means: lack of money, fear of travel, lack of child
care, etc.
Target African-American
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