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Disclaimer:  

The information in this Community Profile Report is based on the work of Western New York Affiliate of Susan G. Komen for the Cure® in conjunction with key community partners.  The findings of the report are based on a needs assessment public health model but are not necessarily scientific and are provided "as is" for general information only and without warranties of any kind. Susan G. Komen for the Cure and its Affiliates do not recommend, endorse or make any warranties or representations of any kind with regard to the accuracy, completeness, timeliness, quality, efficacy or non-infringement of any of the programs, projects, materials, products or other information included or the companies or organizations referred to in the report. 
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Executive Summary
Introduction

Born of a promise between two sisters, Ambassador Nancy G. Brinker, founding chair of Susan G. Komen for the Cure® has built Komen for the Cure in an effort to do everything possible 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.  

Through programs like the Susan G. Komen Race for the Cure® Series, Rally for the Cure™, and various other fundraising activities, education programs, and awareness events, the Komen Western New York (WNY) Affiliate raises hundreds of thousands of dollars each year directed toward the breast health and breast cancer burden in WNY.   Since its inception in 2000, Komen WNY has awarded nearly $3 million in programs and grants to improve access to breast health care and provide outreach and education in the community.  
To meet our promise to saves lives, every two years the Western New York Affiliate of Susan G. Komen for the Cure® conducts and relies on the Community Profile process to strategically guide our work and grants funding priorities.  The Community Profile needs assessment includes an overview of demographic and breast cancer statistics that highlight target areas, groups or issues pertaining to the breast cancer burden in the 8 counties of Western New York.  In order to ensure effective and targeted breast cancer programs it is important to understand what programs, and services, gaps in services, needs and barriers exist.  The Community Profile also includes analysis of the community within – including the voices of those living in the priority areas and representing target populations.  Driven by the greatest needs identified in this Community Profile, Komen WNY will prioritize the City of Buffalo and Cattaraugus County in funding grant awards.  
Our service area consists of eight counties: Allegany, Cattaraugus, Chautauqua, Erie, Genesee, Niagara, Orleans and Wyoming.  The service area borders Canada to the north, Lake Erie to the west and Pennsylvania to the south, covering both dense urban centers and remote rural areas.  Through grant funded programs, Komen WNY balances its impact in both areas, with special emphasis on reaching underserved populations. 
Statistics and Demographic Review

In its quest to paint a picture of breast cancer in the WNY service area, Komen WNY utilized statistics from a variety of sources including the US Census Bureau, New York State Cancer Registry, State Cancer Profiles on Cancer Control P.L.A.N.E.T., Thomson Reuters and the Center for Disease Control’s Behavior Risk Factor Surveillance Survey (BRFSS).  

Table 1: Breast Cancer Mortality in WNY

	County
	Mortality (Age adjusted, per 100,000)
	Actual Deaths
	% of regional deaths
	Total Population of Counties
	% of total WNY Population by County

	Allegany
	21.1
	6
	2%
	             48,946 
	3%

	Cattaraugus
	26.4
	14
	5%
	             80,317 
	5%

	Chautauqua
	22.9
	21
	7%
	           134,905 
	9%

	Erie
	28
	184
	65%
	           919,040 
	59%

	Genesee
	22.5
	9
	3%
	             60,079 
	4%

	Niagara
	24.4
	35
	12%
	           216,469 
	14%

	Orleans
	18.9
	5
	2%
	             42,883 
	3%

	Wyoming
	32
	8
	3%
	             42,155 
	3%

	Totals:
	 
	282
	 
	       1,544,794 
	 


As a whole, the mortality from breast cancer in the region is higher than both the United States (24.0) and New York State (23.7) average (Cancer Control P.L.A.N.E.T, 2011).  Two counties, Allegany and Orleans, have mortality that falls below the Healthy People 2010 goal (22.3 deaths per 100,000 people) (Cancer Control P.L.A.N.E.T, 2011).  Healthy People is an initiative of the U.S. Department of Health and Human Services that provides benchmarks designed to identify and reduce the most significant preventable health threats within the United States, which includes measure for breast cancer.  The overall goals of the program are to increase the quality and length of life and to eliminate health disparities.  The Counties in the region with the highest mortality rates are also among the highest in the entire state.  Wyoming County is highest both in our region and in New York State at a rate of 32 deaths per 100,000 people; followed by Erie County (28.0) and then by Cattaraugus County (26.9).  According to Cancer Control P.L.A.N.E.T., these three counties are among the top ten for mortality in the state.
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Source: Cancer Control PLANET, accessed March 8, 2011

Of the counties in red, two stand out also based upon the percent of women diagnosed with breast cancer at a late stage.  African American women in the service area have an overall low rate of early stage at diagnosis, most notably in Erie County, where there is almost a twenty point difference in early stage diagnosis.  

Cattaraugus County has a 49.68% rate of white women staged early which lags sharply behind the rates in WNY (60.71%), New York State (65%) and the United States (62.2%) (New York Cancer Registry, 2010).

The City of Buffalo was identified by the US Census Bureau as the third poorest city in the United States, behind Detroit and Cleveland (U.S. Census Bureau, 2007).  Extreme poverty exists throughout the Southern Tier counties of Allegany, Cattaraugus and Chautauqua.  These areas are technically classified as ‘Appalachian’.  While much more rural than the City of Buffalo, there are portions of these counties with similar poverty rates.

Due to the high mortality rates, the low number of women detected at an early stage, and the overall poverty in these areas Cattaraugus County and the City of Buffalo in Erie County have been selected as the target areas for this report.  

Health Systems Analysis

The analysis of the counties of Western New York health system is a vital component of the Community Profile needs assessment process in identifying the local issues affecting a women’s transition through the continuum of care. The continuum of care begins with screening, diagnosis, treatment and follow-up care.  Much of this analysis focuses on screening and barriers to access - major issues for women of poverty which comprise a large portion of the population of Western New York.  
In order to conduct an in depth review of each area, fourteen key informants were interviewed.  A complete list of current partners, grantees and services was compiled in addition to potential resources and additional points of contact.  

In the City of Buffalo, there are already several partners conducting outreach to encourage breast cancer screening.  The Affiliate has funded many small grants and community grant programs to this end in past years.

Based upon mapping resources, most services in the City of Buffalo are accessible to women via mass transit.  However, not all locations for care are culturally sensitive or provide hours that are convenient to working women.  

In Cattaraugus County, the New York State Cancer Services Program (CSP) conducts outreach to uninsured/underinsured women.  In 2010, the Affiliate made the first community grant outside of CSP.  This grant was to Southern Tier Heath Care (“STHC”) in Cattaraugus County.  This grantee is making a push to increase screening referrals in primary care offices.  Clearly, there is a need to increase outreach and education efforts in this community.

In Cattaraugus County, most of the services related to breast cancer throughout the continuum of care are based in Olean, the largest city in the county.  While this is an “in need” community, 77% in the county reside outside of Olean and there is no means of mass transit (U.S. Census Bureau, 2000).  Some Cattaraugus County communities are more than an hour by car to Olean.

Due to transportation gaps, access to care is a serious problem in Cattaraugus County.  To date, all efforts to identify a cost effective, manageable solution have been unsuccessful.
In the past year, the Affiliate has been approached by several health systems and agencies interested in collaborating on a form of mobile mammography.   

Qualitative Data Overview

The Affiliate commissioned a survey of WNY women to identify breast health needs in the community.  In addition, three focus groups were held in the target areas to obtain greater community perspective.

Most women are screened for breast cancer routinely, and few women believe that mammograms increase the risk for developing cancer, verifying that the test itself is not a barrier to screening.  However, confusion exists with regard to recommendations for screening issued by the United States Preventative Services Task Force; there is a need for clarification of the guidelines on the part of health promotion organizations.

There is a general lack of awareness in the service area about specific and important breast health issues related to risk and screening.  Expanded education about risk, screening guidelines and available resources is needed.  It is vitally important that the CSP and their offerings be communicated to communities in need.  Women, particularly African Americans, need to understand that breast cancer is not a death sentence.  To this end, messages from survivors will play an important and impactful role.
Conclusions:  
As a result of the extensive research and review of the 8 counties in our Western New York service area and the constituent view on breast health and the risks associated with breast cancer, it is quite clear that there is a pervasive lack of awareness of this issue. In light of our findings in this report, the City of Buffalo and the communities of Cattaraugus County have been chosen as the highest priority areas for the Western New York Affiliate.   The level of socio-economic status, geographic distribution, educational background and racial and ethnic background are all major factors in the level of awareness that we found among various women.  The Affiliate needs to broaden its reach into the service area to fill these education gaps on the most basic level.
After carefully analyzing the data in demographics, statistics in mammography, early stage diagnosis, mortality, current health systems, qualitative data, the continuum of care and other information sources the most compelling issues for the Affiliate to address were revealed.  The greatest needs and highest priorities are removing barriers to access of screening, education and regular screening for African American women in the City of Buffalo and the women of Cattaraugus County.   We will fund the most effective and impactful programs to reduce late stage diagnosis in both of the above mentioned areas in our quest to save lives through early detection of breast cancer.

Introduction

Komen WNY Affiliate History
 

Through the efforts of a number of committed community leaders and health care providers, the Western New York Susan G. Komen for the Cure Affiliate was formed in 2000.

 

The founding board members of the Western New York Komen Affiliate prepared a community profile to demonstrate the need for an increased awareness of breast cancer and a response to this life threatening disease in the eight counties of Western New York.  In response to this need, the Affiliate utilized its diverse personal and professional contacts in order to organize and implement the first Race for the Cure© in Buffalo in May 2001. Although the Affiliate has added other fund raising events, the Race continues to be the largest fund raiser.

 

For the first four years, the Western New York Komen Affiliate was an all-volunteer organization. Under the excellent leadership of the founding board president, the Affiliate grew to a size that allowed for the employment of an Executive Director, followed shortly thereafter by an Education Coordinator.  This changed the Affiliate from an organization that was largely focused on the Race to a year-round agency active throughout the community with a myriad of events.  This provides even more resources and public recognition for Susan G. Komen for the Cure in the WNY community.

 

Under the leadership of the Executive Director, a comprehensive strategic plan was developed to provide immediate focus and future direction for the Affiliate. Committees were organized and duties were delegated to wonderful volunteer resources in the WNY community.  The strategic plan coupled with the community profile enables the Affiliate to respond to the needs of WNY in an efficient and effective manner.

 

The Western New York Komen Affiliate has developed an important and significant grant program in response to the community profile. In 2006, the Affiliate instituted a small grants program that allowed it to receive grant requests and begin to forge relationships with grassroots organizations on a year round basis. In 2010, the Board of Directors raised the level of small grant requests to $10,000, enabling greater support of agencies and programs. Both large and small grant proposals adhere to a rigorous and thorough review process before being submitted to the Board for approval.  Since 2000, the Western New York Affiliate of the Susan G. Komen for the Cure has awarded over $3 million dollars of grant support in Western New York for breast cancer education, support, treatment and screening.  The overall goal of this grant program is to improve health care access for the underserved and diverse populations.
Organizational Structure
The current Board consists of breast cancer survivors, activists, medical and research professionals as well as community leaders who combine their talents, networks and resources to promote the mission of Susan G. Komen for the Cure in the Western New York community. Komen WNY identifies specific, unmet breast health needs within the Western New York communities and “fills in the gaps.”  The Affiliate provides vital funds to support outreach programs for the medically underserved through the grants program.  Komen WNY develops creative campaigns with a broad network of corporate and organizational partners aimed at educating their associates, customers, and community in addition to raising funds to support Komen’s programs. 

Board members and volunteers are kept informed of national policy and information through the Affiliate Corner and by committee updates.  A committed and dedicated core group that remains well informed of policy issues nationally, statewide and on a local level.

 

The WNY Affiliate has a strong history of collaboration with other local agencies such as Roswell Park Cancer Institute, Gilda’s Club and American Cancer Society.  These collaborations include education, promotion of screening, and patient navigation in the eight counties of Western New York.  Komen WNY is a charter member of the Western New York Cancer Coalition and also participates with the P2 Collaborative of WNY and its Health Equities Coalition. 
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Description of Service Area

The Western New York Affiliate serves eight counties: Allegany, Cattaraugus, Chautauqua, Erie, Genesee, Niagara, Orleans and Wyoming.  The service area borders Canada to the north, Lake Erie to the west and Pennsylvania to the south.  The entire area has a population of 1,523,464 (Thomson Reuters ©2009) with roughly 60% of that base in Erie County.  The Affiliate serves a fairly homogenous region with 83.7% of the population identified as white; 9.4% African American; 3.3% Hispanic; 1.4% Asian/Pacific Islander and 2.1% other, including Native Americans.
Western New York is a largely blue collar community with a long history of manufacturing and unions.  

Purpose of Report

Komen WNY is the community leader in the fight against breast cancer, and is a key member of the coalition of not for profit agencies campaigning to end cancer.  This Community Profile will illustrate both the gaps and barriers in the system, but also identify opportunities to grow and impact breast health at an environmental level.  This document is intended to be used to partner and plan programs to join in the mission to eradicate breast cancer forever.
Breast Cancer Impact in Affiliate Service Area
Methodology

Demographic estimates were obtained from Thomson Reuters © 2010 and the U.S. Census Bureau (2005-2009 American Community Survey 5-Year Estimates).  Breast Cancer incidence, mortality and staging rates (2003-2007) were obtained from the New York State Department of Health Cancer Registry (http://www.health.state.ny.us/statistics/cancer/registry/) and State Cancer Profiles on Cancer Control P.L.A.N.E.T (http://statecancerprofiles.cancer.gov/).  Screening data (2008-2009) was obtained from the CDC Expanded Behavioral Risk Factor Surveillance System (BRFSS) data as presented by the New York State Health Department (http://www.health.ny.gov/statistics/brfss/expanded/2009/county/).  Data collection for the 2009 BRFSS took place during the period of July 2008 through June 2009.  This survey involves phone calling residents and asking them health related questions.  This limits the data as it only permits calls to those with landlines and in the case of this New York State specific report, there were very few people of color surveyed.  The county level data is limited and only presents numbers for white women as the size of other races and ethnicities polled was insufficient to create a statistically valid result.  The question reported on asks women 40 years of age and older if they have had a screening mammogram within the last 2 years.  Thomson Reuters ©2010 is also used for mammography screening data.  This data is based on women not obtaining a screening mammogram in the last 12 months.
Overview of Affiliate Service Area
Approximately 84% of the people living in Western New York are White, 9% are African American, and 3% are Hispanic (Thomson Reuters, 2009b).  There are three Native American Reservations in the region.  Additionally, there is an extensive Amish community situated primarily in the Southern Tier of the region (defined geographically as Chautauqua, Cattaraugus and Allegany Counties).  The largest proportion of Native Americans are situated in Cattaraugus County (n=2,048) according to the 2005-2009 American Community Survey (U.S. Census Bureau, 2009).  State Cancer Profiles lists Cattaraugus County as 2nd in New York State for overall percentage of Native Americans (Cancer Control P.L.A.N.E.T.).
Service Area Map – Komen Western New York Affiliate
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Table 1: Breast Cancer Mortality in WNY

	County
	Mortality (Age adjusted, per 100,000)
	Actual Deaths
	% of regional deaths
	Total Population of Counties
	% of total WNY Population by County

	Allegany
	21.1
	6
	2%
	             48,946 
	3%

	Cattaraugus
	26.4
	14
	5%
	             80,317 
	5%

	Chautauqua
	22.9
	21
	7%
	           134,905 
	9%

	Erie
	28
	184
	65%
	           919,040 
	59%

	Genesee
	22.5
	9
	3%
	             60,079 
	4%

	Niagara
	24.4
	35
	12%
	           216,469 
	14%

	Orleans
	18.9
	5
	2%
	             42,883 
	3%

	Wyoming
	32
	8
	3%
	             42,155 
	3%

	Totals:
	 
	282
	 
	       1,544,794 
	 


As a whole, the mortality from breast cancer in the region is higher than both the United States (24.0) and New York State (23.7) average (Cancer Control P.L.A.N.E.T, 2011).    Healthy People is an initiative of the U.S. Department of Health and Human Services that provides benchmarks designed to identify and reduce the most significant preventable health threats within the United States, which includes measure for breast cancer.  The overall goals of the program are to increase the quality and length of life and to eliminate health disparities.  The Counties in the region with the highest mortality rates are also among the highest in the entire state.  Two counties, Allegany and Orleans, have the lowest incidence of death falling below the Healthy People 2010 goal (22.3 deaths per 100,000 people) (Cancer Control P.L.A.N.E.T, 2011). Wyoming County is highest both in our region and in New York State at a rate of 32 deaths per 100,000 people; followed by Erie County (28.0) and then by Cattaraugus County (26.9).  According to Cancer Control P.L.A.N.E.T., these three counties are among the top ten for mortality in the state.

It is noted that in the more rural and less populated counties (including Wyoming, Allegany and Orleans Counties), these mortality rates are easily skewed year to year as the actual numbers of deaths in the areas are few.  Utilizing an historical analysis, the rate per 100,000 varies greatly due to these low overall death numbers (New York State Cancer Registry).

In light of these factors, the Community Profile team examined other numbers to determine priority regions.  Breast cancer staging numbers are critical to consider as this can pinpoint outcomes for women based on the stage that their cancer is diagnosed.  A special data request was made to the New York State Cancer Registry (June 2010) that gave numbers based on stage by county and race (New York State Cancer Registry).  As the African American population is centered in the urban areas, the only Counties in which usable data for African American women could be obtained are Erie and Niagara Counties.  Data for the entire region was also obtained for the purpose of comparisons.  (See figure 1 below)

Figure 1
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This data pointed out the glaring difference in diagnosis staging of white women in comparison to African American women in the service area, most notably in Erie County where there was nearly a 20% difference in early stage diagnosis.  The gap is also significant in Niagara County, although not nearly as large.

When the diagnosis staging rates for white women are more closely examined, another significant gap is identified.  The percent of white women diagnosed at an early stage in WNY is 60.71%.  While that number is below the state rate of 65% and the United States rate of 62.2%, it is still reasonably close to these averages (New York Cancer Registry, 2010).  However, one county, Cattaraugus, was a significant outlier.  Cattaraugus County has a 49.68% rate of white women staged early (New York Cancer Registry, 2010).  This was comparable to the rates reported for African American women in the other counties in the region.  (See Figure 2 below)

Figure 2
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Finally, the mammography screening rates for the region were examined.  As noted earlier, the resource for this data is BRFSS (Centers for Disease Control (CDC), 2010).  This data is limited as it does not include diversity as the survey did not reach sufficient minorities to create accurate response rates.  As several counties are more than 90% white, this lack of data is really only impactful in Erie and Niagara Counties.

Wyoming County has the lowest screening rate at 72.4% followed by Allegany and Cattaraugus Counties at 75.7% and Chautauqua County at 77.6percent.  Erie County had the highest rate of those screened at 86.9%.  Again, the Erie County data only reflects white respondents.

Thomson Reuters data also report Erie County women as having the highest percent of mammograms (Thomson Reuters, 2010).  Conversely, Allegany and Cattaraugus Counties have the highest rates of women not obtaining mammograms at 41.4 and 40% respectively.  Of those unscreened, lack of time ranks highest among reasons why they did not get screened.
Communities of Interest
Because of the staging data, it was determined the target areas of priority would be Cattaraugus County and African American Women in Erie County.  These communities have the lowest numbers of women diagnosed at an early stage and also have the highest mortality rates.  The rates for mammography are low in Cattaraugus County and inconclusive for these purposes in Erie County.


Cattaraugus County
While Cattaraugus County has the highest percentage of Native Americans of any county in the service area, it lacks other diversity.  92.6% of residents are white, only 1.3% are African American, and even fewer are Hispanic (U.S. Census Bureau, 2009).  This largely rural county, with a population of 80,349 is situated to the south of Buffalo and Erie County and borders on Pennsylvania (U.S. Census Bureau, 2009).  Cattaraugus County ranks second for the highest number of families below poverty level (10.6%) and the median income is $41,554, among the lowest in the region.  14.7% of females aged 18-64 are uninsured and the county also boasts a higher than average percent of people over 65 years of age.  14.9% of the population has a college degree, while 81.2% have only a high school education (U.S. Census Bureau, 2009).

The Seneca Nation of Indians has reservations in Cattaraugus County.  The Allegany Indian Territory is completely within Cattaraugus County, including the City of Salamanca.  The Cattaraugus Indian Territory is in the northern part of the county near Gowanda, and is also partly in both Erie and Chautauqua Counties.  (See figure 3)  The City of Salamanca also has the highest number of uninsured females at 23% for those between the ages of 18-64.
There is an extensive Amish community in what is known as the Conewango Valley that stretches between Chautauqua and Cattaraugus Counties.  It is difficult to pinpoint the number of people in this community as the Amish do not report to Census.  Anecdotal numbers from those that work with the Amish estimate 1,400 people in this region.

According to Thomson Reuters, mortality numbers for this county are highest in the 14101 (Machias) and 14731 (Ellicottville) zip codes (Thomson Reuters, 2009a).  There are no distinguishing factors in either of these counties though they border each other.  This is also a ‘resort area’ where many residents are resort workers and in the service industry.

Erie County – City of Buffalo
Erie County is the most populated of any county in the service area and boasts 60% of the total population of the collective region.  The most diverse of any county, there are 914,200 people in Erie County with 273,335 in the City of Buffalo (U.S. Census Bureau, 2009).  To create a frame of reference, the population of the City of Buffalo is higher than any single county in the service area (U.S. Census Bureau, 2009).  Efforts will be focused on the City of Buffalo for a variety of reasons including the high rate of poverty and the fact that there is a high proportion of African American residents (37.5%) which has the lowest rate of early stage breast cancer diagnosis.  The City of Buffalo is also home to a large population of Hispanic residents.  Nearly half of the Latino population of WNY, (22,377 people) reside in the City of Buffalo and constitutes 8.2% of the city’s population.  There are also small populations of Asians (1.8%) and Native Americans (.6%).  There are large immigrant populations that make their home in Buffalo, many from Burma, Bhutan, Somalia and other countries.  The Bureau of Refugees and Immigrants Assistance (BRIA) reports that in 2008, Erie County saw 24% (n=880) of all resettled refugees in New York State, including one from Turkmenistan, a first since 2001(The Bureau of Refugees and Immigrants Assistance, 2008).
The City of Buffalo is the third poorest city in the United States according to the Census Bureau among cities with a population of more than 250,000(U.S. Census Bureau, 2007).  Census estimates that 28.6% of people in Buffalo are living below the poverty level and the median household income is $30,376.  To further illustrate this poverty, a recent story in the media reported that the City of Buffalo “is the home to the emptiest neighborhood in New York State” referring to a neighborhood with the most abandoned homes(The Associated Press, 2009).  This neighborhood is on the ‘east side’ of Buffalo which predominantly African American.  To demonstrate, some of the east side zip codes are as high as 73% African American and have rates of uninsured females aged 18-64 upwards of 40%.  The ‘west side’ of Buffalo is predominantly Latino and also has high levels of uninsured females.  Not surprisingly, these neighborhoods also have extremely high rates of families living in poverty, some as high as 40% with median income under $20,000(U.S. Census Bureau, 2009).
Thomson Reuters data ranks 14206 (29.23 per 100,000 people) and 14225 (30.98 per 100,000 people) among the highest zip codes for mortality rates in the City of Buffalo (Thomson Reuters, 2009a).  While neither of these zip codes is in the largely African American neighborhoods where early diagnosis staging rates are poor, they are both home to older populations.  
Health Systems Analysis of Target Communities
Continuum of Care

The continuum of care is a valuable tool throughout the health systems analysis.  A woman’s experience as she moves through the continuum can help identify what gaps and barriers exist to delay or prevent access.
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The continuum can also be used to help define and understand existing and needed partnerships, advocacy efforts needed and legislator support.

Outreach and Screening
Most of the outreach programs to assist women in obtaining mammograms In Cattaraugus County are based through the Cancer Services Program of New York State in an effort to reach uninsured and hard to reach women.  

The Southern Tier Heath Care System is one of 35 rural health networks that operate across New York State. Rural health networks operate in organizational arrangement among rural health care providers (and possibly insurers and social service providers) and utilize the resources of each partner organization.  This particular rural health network in the service area has a presence in all of the Southern Tier counties. including Cattaraugus County.  The Southern Tier is the southern portion of our service and north of Pennsylvania.  
The Cattaraugus County Health Department is another agency that conducts cancer education throughout the county though the Affiliate has not funded any programs with this organization.

There are three sites that provide mammograms in Cattaraugus County:  all of these sites are in Olean (U.S. Food and Drug Administration, 2010).  Olean is the county’s most populated city, home to 23% of county residents; however it is in the extreme southeast of the county and is over an hour on country roads for many area residents, including women in neighboring counties.  There are other facilities to the north in Erie County and also to the west in Chautauqua County.  Depending on where someone lives, distance is the key barrier to screening. Even though there are only three sites in Cattaraugus county, one of the Key Informants, who is employed at a screening site in Olean, reports that her facility seldom operates at capacity and often has many open appointment slots.
There is no mammogram capacity on the Native American Reservations of the Cattaraugus; Allegany; and Oil Springs tribes all in Cattaraugus County.  Women on the reservations can obtain a mammogram through their coverage with Indian Health Services, but must leave the reservation to do so, involving an approximate 20 or more mile drive.  According to a Key Informant who works with women residing on the Indian reservations, this is a major barrier for screening, particularly among older populations.

The Erie County Cancer Services Program and all of the hospital-based systems in Erie County do some form of breast cancer outreach and education.  Some also follow through with patient navigation to screening and case management. Buffalo is in the county of Erie

In the City of Buffalo, there are nine locations at which to obtain a screening mammogram, though some have very limited hours. In the time of the last community profile report in 2009, there were twelve screening centers based within the city of Buffalo; however since that time, three facilities have moved to the suburbs (U.S. Food and Drug Administration, 2010). Roswell Park Cancer Institute offers diagnostic mammograms and surveillance for existing patients but does not offer screening mammograms at this time.

Breast Cancer Surgery and Treatment
In the two target areas, there is sufficient access to surgery and treatment.  Cattaraugus County does have a disparity again, in that nearly all of its services are provided in Olean.  As previously mentioned this is an extremely rural county and distance to services presents a barrier to many women seeking treatment.

The City of Buffalo has ample care options, although many are not culturally sensitive to non-English speaking patients.  Hospital-based programs tend to be crowded and do not have the flexible hours that off-site centers have.  Freestanding treatment centers tend to be situated in the more affluent suburbs and are often out of reach for in need women in the City.  

Methodology

Asset Maps

Maps were created using ArcGIS 9.3.  Base map features (zip codes, roads) were downloaded from the US Census Bureau's website.  A Master’s level epidemiology student assisted in preparing a list of resources in the target areas that included: places of worship, shelters, community centers, government offices, mammography facilities and services (hospitals, support groups and treatment centers.)

Demographic, poverty and prevalence data was provided by Thomson Reuters.  Economic and demographic data were linked with the base zip code map.  Zip codes were differentiated based on their concentration of poverty.  Assets were geocoded, assigned specific colors based on the type of asset they are and overlaid on the base map.
The asset maps that follow overlay a composite list of resources onto percent of people in poverty to demonstrate proximity of services relative to areas of need.  Poverty was selected as the common measure in these maps in light of demographic differences in the target areas.  
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Asset map 1 - City of Buffalo, New York- Map must be printed in color in order to read the assets.  If you do not have a color printer please contact the Affiliate at (716) 332-2481 for a color copy.
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Asset Map 2 - Cattaraugus County

Map must be printed in color in order to read the assets.  If you do not have a color printer please contact the Affiliate at (716) 332-2481 for a color copy.
When constructing the asset maps, the Affiliate considered bus routes and other public transportation.  All treatment related facilities in the City of Buffalo are near bus lines.  In Cattaraugus County, there is no form of mass transit however; most resources are along the major highways.  The only assets that are truly regional in Cattaraugus County are places of worship.

Key Informants

We interviewed 14 key informants from a variety of service provider agencies.  We chose these based on the populations they serve their area of service (geographically) and tried to get a clear picture of needs in both target areas.  We had a team that performed these interviews, all using the same questionnaire which had been developed by two qualitative experts that sit on the Community Engagement Committee.

Four of the interviewees were from the Southern Tier and provide direct service and referral to breast cancer patients in the region.

The remainder hails from a variety of agencies, all with direct service and referral to breast cancer patients in the region.  Some interviewees were at a clinical level, some in case management and two others who provide patient navigation services at Roswell Park Cancer Institute.  All of these people serve a largely urban and minority population in the City of Buffalo.

Community Assets
New York State has a robust Cancer Services Program (CSP) that offers education, screening, diagnostics, case management and treatment assistance to residents for breast, cervical and colorectal cancers.  The program is funded by the Federal Government through the Centers for Disease Control (CDC) and further supplemented by the New York State Department of Health and has a presence in every county.  This additional funding from the state means that uninsured women 40 or older (or younger, if family history/or palpable finding) are eligible for breast cancer screenings.  Uninsured women who are diagnosed with breast cancer in New York State, regardless of where they were screened and or diagnosed, are eligible for the Medicaid Cancer Treatment Program (MCTP) which provides full Medicaid coverage for the life of treatment.  The MCTP is a Medicaid program for eligible persons who are found to be in need of treatment for breast, cervical, colorectal or prostate cancer (and in some cases pre-cancerous conditions of these cancers). This provides full Medicaid coverage for an initial period of enrollment as determined by the type of cancer being treated directly through the partnership that initially enrolled the person. Recertification is required at predetermined intervals, if the individual is still in need of treatment, at which time eligibility is reassessed. Enrollees must receive services from a Medicaid enrolled provider in order to have their services covered.
Each year, 60,000 women are screened through the program statewide.  The priority population for this program is women aged 40 and older who are at or below 250 percent of the federal poverty guideline and who have no health insurance or whose insurance does not cover screening or diagnostic services.  Of special concern are ethnic and racial minority groups and women who are medically underserved because they live in isolated communities.  

Since the inception of federal funding in 1994, more than 2,000 cases of breast cancer have been detected in women screened through the state program.  Approximately 59% of the cases of breast cancer detected through the program were diagnosed at an early stage when treatment is highly successful.

Statewide, less than 20% of the women eligible for screening actually participate in the program.  In Erie County, that number is reported to be only 5%.  The percent of the eligible population screened in Cattaraugus County is 5.9%. In 2001, the State Health Department added a case management component to the Partnership Program to assist the approximately 6,000 women who require diagnostic follow-up after their initial screening exams.  The program helps women navigate the health care system, obtain transportation, childcare or translation services, and overcome other personal barriers that may otherwise prevent the needed follow-up testing and care.  All of the CSPs require women to have a clinical breast exam prior to obtaining a mammogram.

The Affiliate has partnership status with each CSP in its coverage area and is invited to attend quarterly meetings.  In addition, representatives from several CSPs sit on the Komen WNY Community Engagement Committee.  Many of the programs have received small and community grant funds from the Affiliate.  
The CSP statewide is often under threat of funding cuts.  The Affiliate has been on the front line in efforts to maintain funding for the CSP.  We have partnered with other New York state affiliates to create a strong force with the state government.

Legislative Issues in Target Communities
The Affiliate’s policy goals are to influence and engage WNY media, public officials and the community-at-large to drive the legislative agenda on breast cancer policy issues and community needs.  This is carried out by relationships with State and National public officials to re-enforce the targeted issues.   The Policy committee participates in Lobby Day annually to reinforce existing relationships and support Komen Advocacy Alliance (KAA) efforts, and to set action plans for participation with the Congress member in their home district, including local Race participation, site visits and press conferences.  The Komen Advocacy Alliance hosts Lobby Day activities in Washington DC for the Affiliate Network to participate and lobby for the most important Federal breast cancer issues.  The program begins with an intense training on “talking points” and messaging to engage the elected officials from the Affiliate’s respective service area and ascertain their pledge to support legislation critical to our mission to save lives and end breast cancer forever.
The NYS affiliates meet monthly by phone and annually in person to coordinate statewide issues, and collaborate as a unified entity with other organizations with similar goals, including the American Cancer Society, Leukemia and Lymphoma Society, Coalition to Save Cancer Screening, Western New York Cancer Coalition, AreYouDense, Inc., and others.  Working through the national KAA, this NYS group issued 2 targeted e-alerts in the past year to NYS residents in the e-advocates data base.  We continue to strengthen the e-advocate database participation by soliciting new members as WNY Affiliate functions including the Race.

At the federal level, Louise Slaughter of the 28th District is on the powerful Rules Committee, which sets the schedule for voting on particular pieces of legislation, and is a member of the Congressional Caucus for Women’s Issues.  With background in microbiology and public health, she also is a member of several health related caucuses, including the House Cancer Awareness Working Group, which was created to educate Congress and the public about the dangers of cancer.  It has been working to get funding to help find a cure for the disease, while at the same time promoting early detection methods to improve the rate of survival of cancer patients.  Rep. Slaughter is an advocate of additional funding for cancer research. 
Brian Higgins (27th District) has a particular interest in cancer and healthcare, and has been a good advocate for Komen issues.  He is a member of the House Bipartisan Cancer Caucus, and on the Foreign Affairs and Homeland Security Committees.  He has introduced legislation cancer research funding, the oral chemo bill, and has been a co-sponsor of other bills in this arena.  Representative Higgins has participated in the Race for the Cure race day program for the past 2 years, and has run the Race with his staff members.
Public Policy Committee members have had several meetings with Reps Slaughter and Higgins, and have good contacts within their staff.  They have been receptive to advocacy and outreach efforts.
Representative Thomas Reed in the 29th District is new to Congress, and is on the Judiciary and Transportation and Infrastructure Committees.  Komen WNY has not established a relationship with him and evaluate his stand on key issues, but will plan to visit him during future Lobby Days.

The 26th District seat is currently open.  The Public Policy Committee of the WNY Affiliate will closely follow this race and will initiate a relationship with the winner.
At the local level, Byron Brown, Mayor of Buffalo, and staff members from the office of Chris Collins, Erie County Executive, have participated in the Race for the Cure race day program for the past 2 years.  Additionally, various NYS Assembly members have participated at other affiliate functions.  A current list of elected officials in the service area is maintained.  The next step will be to advocate on specific issues local to the city or county governments.

Target Areas

As the City of Buffalo has long been an area of focus for the Affiliate, there exist many strong partnerships and many grants have been awarded in the area.  Current grants focus on African American women, Latina women and immigrants.  There are no existing grants that provide service to Lesbian Gay Bisexual Transgender (LGBT) women nor any that address the aging population.  There also exists opportunity to build new relationships both at the provider level and with new community entities that arise in the area.  Though relationships exist with some city churches through FLOW (First Ladies of Witness), opportunities exist to make a much broader impact with faith based partners.

Capacity is available for women to be screened and receive treatment; however, there often exists a need for patient navigation and case management.  The health care system is challenging to work through, particularly for those with language, education or cultural barriers.  One key informant finds that reminders for screening and treatment appointments are imperative to getting women where they need to be.  This is not a service provided by all the health systems in the region.

For breast cancer screening purposes, the Cancer Services Program of New York State has a target population of women 50 – 64 years old.  Insurance status and qualification for Medicare play a large role in the establishment of these targets.  No known agencies actively reach out to women over 65 for breast health purposes.  Key informants state that providers do not aggressively urge these women to be screened even though incidence is highest for women in this age range.  The lack of service for women over 65 is universal to the entire region.  The zip codes with the highest rates of breast cancer mortality, regardless of socioeconomic or insurance status are among those with the highest percentage of people over 65.

In Cattaraugus County, two current grants work to reach primary care physicians and increase screening from that end of the spectrum:  one is the Cancer Services Program of New York State, and the other is the aforementioned Southern Tier Health Network.  No grantees currently target women on the Native American Reservations, nor are there any services that address the transportation gaps in the region.  Historically, there has been some success with mobile mammography; however this initiative encountered numerous challenges, including political struggles between service providers, lack of adequate funding, and an inability to keep up with ever-changing technologies.

Key informants also advised that mammography centers are being underutilized and that little is being done to incentivize or promote screening services to women in the Cattaraugus County.  

Olean General Hospital (OGH) is a regional satellite for Roswell Park Cancer Institute (RPCI), which now enables Cattaraugus County residents to access radiation medicine locally without needing to make the 75-mile drive to Buffalo.  RPCI Physicians are working collaboratively with OGH on clinical trial developments and other treatment options.
The Affiliate is working to forge relationships with providers in Olean as well as with community organizations and activists who assist in building strong partnerships in the area.  .

Potential partners for new programs and outreach include an extensive list of churches, community centers and public service agencies (see asset maps).

For women who are amply insured, the options include screening mammograms at age 40 and coverage for treatment, if cancer is detected.  There are many treatment options in Buffalo and, while fewer in Cattaraugus County, options are still available.  Some women in Cattaraugus County will also travel to either Buffalo or Rochester for care.  Every single key informant cited costs related to co-pays as a barrier for women with insurance.  Medication costs, transportation, housing costs and child care were also mentioned as high areas of concern.

For uninsured women, the journey through the Cancer Services of New York State is detailed above.  Women who utilize the CSP have the freedom to attend any regional mammography center for screening; however, many uninsured women do not access the Cancer Services. 
Undocumented women can access the Cancer Services Program but are not eligible for Medicaid Treatment Program.  One key informant advises that the inability to get coverage for any cancer treatment often prevents women from getting screened in the first place.  Undocumented women are covered as refugees under Medicaid for only a period of six months.

Conclusions 
Based on the Health Systems Analysis in the context of the continuum of care, the community profile needs assessment team found major disparities in breast health awareness and access to screening and treatment.   Based on this analysis of what is currently available for women to access screening for early detection, and for treatment, we conclude that educating women of underserved populations and communities must be a focus to achieve our mission of saving lives.  The Affiliate needs to fund programs to tackle the barriers due to lack of knowledge, fear and access, in hopes of making an impact on breast cancer mortality.

Transportation is of vital concern in Cattaraugus County as no standard mass transit exists.  This is a concern across the continuum of care from screening through to treatment and supportive care.  Again, this should be an imperative priority moving forward.  
Breast Cancer Perspectives in the Target Communities

Methodology

In order to determine the greatest needs in our service area targets in the City of Buffalo and Cattaraugus County, both community members and breast cancer survivors in the target areas were interviewed through focus groups.  We chose community settings for the focus groups and had a facilitator and a note taker at each session.  In addition, a random digit dial survey was chartered by a professional survey group (SRDAR) which is housed at Roswell Park Cancer Institute.  This survey sampled the entire service area (8 counties) and was conducted in the fall of 2010. -  67% of our respondents were from either Erie or Cattaraugus Counties (n=38 from Cattaraugus; n=373 from Erie County; n=95 specifically from the City of Buffalo.)
Focus Groups
Focus groups were conducted in Cattaraugus County and the City of Buffalo.  We conducted two sessions in Cattaraugus County as no in depth research or communication has been done in this area by our affiliate and a closer look was needed.  While established partners in Cattaraugus County existed, none were engaged in a programmatic level with the Affiliate. Additionally, Cattaraugus County is the only part of the region where white women have very poor early staging numbers.  Speaking with the community, particularly breast cancer survivors who had been through treatment in Cattaraugus County and who are currently seeking screening offered the best opportunity to obtain valuable insight into these issues.  The Coordinator of the local Cancer Services Program in Cattaraugus County assisted with the recruitment of the focus groups.

Two separate focus groups were held; one consisting of general members of the community in Cattaraugus County, and the other consisting of survivors in Cattaraugus County.  Both focus group sessions were held at Olean General Hospital, with a facilitator present and minutes recorded.  All attendees received a meal in addition to a $10 gift card to a local grocery store for participation.  We had a local partner agency help us to recruit women for the focus groups from both the community and from a breast cancer support group.  The breakdown on attendees is as follows:  
· Community group (n=6): all white women; mean age of 45.5; no history of breast cancer.

· Breast cancer survivor group (n=8): all white women; mean age of 52; age range from 34-70 years old.

One focus group session was held with community members at a local health clinic on the west side of the City of Buffalo.  The west side has a very diverse population with a higher proportion of low (SES) socio economic status individuals.  These individuals were chosen because they have served as advisers on other community based cancer projects and are very familiar with the needs of their community. The participants were given a meal in addition to a $10 gift card to a local grocery store and were chosen by a researcher in family medicine who is familiar with the local community.
· City of Buffalo focus group (n=12): five men and seven women; no breast cancer survivors; some survivors of other cancers.  Six Caucasians; three Hispanic; two African American and one other race.

Review of Qualitative Findings

The focus groups in Cattaraugus County had similar reports of issues in spite of the differences in audience make up (breast cancer survivor or not). Main themes that were identified included ‘ignorance’ on the part of women in this community in terms of screening and preventive behaviors.  

“Breast self-Awareness” (BSA) is a monthly reminder about breast cancer” – community member, Olean focus group.

No participants were aware of any individuals making breast self awareness part of their routine breast health practices.  Women report they are unclear on what this means and the purpose of BSA and do not receive reinforcement from physicians.  Most women agreed that, until recently, their doctors did not make mention of breast health, although some women did report having received reminders about screening from their health insurance provider.  There was a general feeling that breast cancer doesn’t seem to be a risk for them.

Lack of awareness about resources
Women in both the community group and the survivor group were not aware of resources in their own community.  Some women advised that they frequently traveled outside of the area to seek screening, e.g. make a ‘shopping day’ out of their mammogram by traveling to Elizabeth Wende Breast Care in Rochester and then having lunch and shopping with others.  Survivors report a lack of awareness of community resources, which resulted in them traveling to Roswell Park Cancer Institute in Buffalo for care.  Roswell partners with local groups and provides care in a satellite capacity in Olean.  There was also a sense that most women were unaware of the Cancer Services Program in spite of advertisements in the hospital and local papers.

“Different once you know someone”
This theme carried across both groups; some survivors reported not getting initial screening until they had a friend or family member diagnosed with breast cancer.  The community group felt more in tune to breast cancer once they had a close relative diagnosed or even experience a ‘scary mammogram.’  Both groups felt strongly that doing education with survivors or community leaders sharing stories would help women identify and learn about their risk and become more proactive.

The Buffalo Focus Group felt strongly that a relationship with one’s physician was critical to seeking preventive screening.  This was important in terms of trusting a doctor’s recommendation to get screened and also in terms of cultural sensitivity. The group felt that women do not see themselves as ‘at risk’ and do not have the necessary awareness of breast cancer, and thus do not prioritize screening highly. In addition to lack of education, this group cited language barriers as a real concern.  

It was again reported in the Buffalo focus group, that there is very little awareness of the Cancer Services Program or the services that they provide.  People also had real issues with lack of insurance and generally do not seek non-emergent health care as a result.   A Latina woman in the group had an undocumented friend who was afraid to seek help when she had a lump in her breast.  

“If I don’t know, it can’t hurt me.”
Fear was a leading reason why women are not getting screened.  There was a general consensus that African American women are more likely to die when they get breast cancer.  This fact alone leads women to avoid screening.  

Survey Data
A random-digit dialed, 10-minute telephone interview was administered to 617 adult female residents of Western New York by the Survey Research and Data Acquisition Resource (SRDAR) housed within the Department of Health Behavior in the Cancer Prevention Research Program at Roswell Park Cancer Institute.  The survey was conducted from October 12, 2010 to November 10, 2010. Contact with viable households were subject to a brief screening process in which study eligibility was determined and, in households with multiple female residents, one female was randomly selected.  Passive (verbal) consent was obtained from all survey participants prior to survey administration. One additional attempt was made to convert non-hostile refusals by households or respondents. Participants were compensated for their time with a $10 gift card to a local supermarket. 67% of respondents hailed from our target areas.
The survey included questions to assess the respondent’s health status, frequency of visits to a doctor and/or OB/GYN, beliefs about risk factors and prevention behaviors for breast cancer, knowledge of breast cancer screening guidelines, breast cancer screening history, barriers to screening, media awareness, health information seeking behaviors, and awareness of the NYS Cancer Services Program.  Several items of demographic information (age, ethnicity, race), county of residence, health insurance status, and number of children in the household were also included.  

Basic descriptive analyses, including rates of awareness of breast cancer services and screening guidelines, and barriers to screening, were calculated using SPSS Statistics Software version 14.0.  

The SRDAR Survey provided a wealth of data and results that can be used both in the target areas and in the general service area.  The main highlights of this data are summarized below.

An analysis of demographic variables showed that the majority of the survey participants were over age 50 (68%), identified as being white (90%), were Erie County residents (61%), and had completed at least high school (95%). Most respondents had a family income over $30,000 per year (74%), and had some type of medical insurance coverage (94%). Approximately 7% of the sample were diagnosed with breast cancer, while 41% reported having a blood relative who was diagnosed with breast cancer.
Preventive Behaviors

Nearly all women (96%) reported having a regular primary care physician, while only 72% had a regular OB/GYN.  About half of respondents (52%) reported ever discussing breast cancer screening guidelines with their doctors. Women who never completed high school were less likely to report having spoken to their doctors about breast cancer screening guidelines.

Approximately 87% of women reported having a mammogram at least once in their life.  The mean age of a first-time mammogram for survey respondents was 48 years. Of the women who had ever had a mammogram, 75% had one in the past year, 63% had a Pap smear/gynecological exam in the past year, and 77% reported having a clinical breast exam in the last year.

An examination was conducted into the difference between women who had a previous mammogram and those who did not based upon the following parameters:  age, insurance coverage status, prior diagnosis and family history.  Not surprisingly, women who had mammogram(s) were more likely to be older (>40 years of age), have medical insurance coverage, and have either themselves been diagnosed with breast cancer or had a relative diagnosed with breast cancer.
Knowledge of Screening Guidelines

Of the women surveyed, 41% believed that mammography screening should begin between the ages of 30-39, with 73% reported that women should have mammograms yearly. 
Approximately 47% of women in the survey reported hearing about the 2009 report on breast cancer screening recommendations issued by the United States Preventative Services Task Force (USPSTF); of those respondents, 62% found the report to be confusing. Women who reported having heard about the new recommendations were more likely to be older (>40 years of age), white, have either a personal diagnosis or relative diagnosed with breast cancer, have completed at least high school, have an annual income >$10,000, and more likely to live in an “urban” part of the region versus a “rural” part of the region.
Awareness of Services and Programs 
The survey revealed that 72% of women had heard about the availability of free mammograms for low-income women.  More than half (56%) of the women had heard of the New York State Cancer Services Program, yet very few respondents (5%) had utilized the program’s services.  Interestingly, awareness of availability of free mammograms and the NYS Cancer Services Program was more frequent in “rural” versus “urban” parts of the region. 

Approximately 85% of those surveyed had heard of Susan G. Komen for the Cure, and women who had heard of the organization were more likely to be white, have medical insurance, and have an annual income of >$10,000.
Beliefs and Risk Factors
Fifty four percent of women surveyed felt that hormone therapy increases the risk of developing breast cancer, while 4% felt that mammograms increase the risk of developing the disease. The belief that hormone therapy is associated with increased risk of developing breast cancer was more frequently reported by women older than age 40, while the belief that mammograms are associated with increased risk was reported more frequently in women who never completed high school or had an annual income <$10,000.  

In women who had never been diagnosed with breast cancer, 58% stated that they felt they were no more at risk of developing compared to other women.

Trusted Sources of Health Information

Women were asked about the kinds of organizations they trusted to be good sources of health information, and included four widely recognized national health care authorities and local hospitals, as well as primary care physicians and specialists. The most frequently reported response was Roswell Park Cancer Institute at 95%, followed closely by the American Cancer Society at 94%, and their OB/GYN at 90%.  Susan G. Komen for the Cure and the National Cancer Institute were reported as trusted sources of information at 85% and 83%, respectively. 
Women were also asked which types of resources they used most often for information on health or medical topics, including available choices, such as books or pamphlets, friends/family/coworkers, personal doctor, cancer organizations, and the internet. The most frequent response for women with annual incomes greater than $30,000 and less than age 60 was the internet. Women with annual incomes less than $30,000 and older than age 60 were more likely to report seeking medical information directly from their physicians.
Discussion   
Most women are getting screened for breast cancer routinely, and few women believe that mammograms increase the risk for developing cancer, suggesting that the test itself is not a barrier to screening.  Confusion exists with regard to the new recommendations for screening issued by the United States Preventative Services Task Force, which may point toward a need for clarification of the guidelines on the part of health promotion organizations such as Susan G. Komen for the Cure, which has demonstrated sizeable reach in the WNY area. Many women have heard about the New York State Cancer Services Program, however, few surveyed have taken advantage of the services offered, suggesting that promotion efforts emphasizing the benefits of using the program may need to be heightened. 

Conclusions
There seems to be a general lack of awareness in the service area about specific and important breast health issues related to risk and screening.  Women need to be educated about risk, screening guidelines and resources available to them in their communities.  It seems vitally important that the Cancer Services Program and their offerings be shared with communities in need.  Women, especially those women of color, need to understand that breast cancer does not need to be a death sentence.  Messages from survivors can play an important and impactful role to this end.
 While the SRDAR study was valuable in much of its findings, it was somewhat limited to a more general audience of respondents- women who experienced minimal barriers to screening. 
Conclusions:  What We Learned, What We Will Do 

Review of Findings:
As a result of the extensive research and review of the 8 counties in our Western New York service area and the constituent view on breast health and the risks associated with breast cancer, it is quite clear that there is a pervasive lack of awareness of this issue. In light of our findings in this report, African American women in the City of Buffalo and the communities of Cattaraugus County have been chosen as the highest priority areas for the Western New York Affiliate.   The level of socio-economic status, geographic distribution, educational background and racial and ethnic background are all major factors in the level of awareness that we found among various women.  The Affiliate needs to broaden its reach into the service area to fill these education gaps from the most basic level. 
Screening mammography for early detection of breast cancer is of utmost importance in reducing late stage diagnosis and reducing mortality in the City of Buffalo and the communities of Cattaraugus County.   New York State’s budget cuts have the greatest effect on women who have high deductibles, high co-pays and age restrictions.  Due to the down turn in the economy since our 2009 Community Profile, a new population comprised of those who have lost their job, income and/or health insurance have surfaced and their needs must be addressed.  The challenge for the Affiliate is to determine the best ways to reach this new population who may now be eligible for mammography through the Cancer Services Program.

As previously mentioned, the Cancer Services Program of Allegany and Cattaraugus Counties were combined making penetration for outreach more difficult.  Both counties are also among the lowest for screening rates. Cattaraugus County has been identified as a priority area for the Affiliate in light of the data collected of low screening rates and low early stage of detection. This area needs far reaching, effective breast cancer programs.  It also has become apparent from interviews with residents and key informants that not all of the primary care physicians and OB/GYNs are doing clinical breast exams nor is communication appropriate regarding breast health recommendations as per Komen’s recommendations.
The intention is to focus on our priority areas for requests for Application.
Conclusions:

The highest areas of need are the African American women in the City of Buffalo and women in Cattaraugus County.
Issue #1:  Lack of education – There is a lack of education and understanding on the issues of breast health/screening and awareness of breast cancer. Overcoming the fears associated with a potential diagnosis and the healthcare system is a fundamental problem.  Many women in the rural communities of Cattaraugus County and the City of Buffalo do not understand the importance of screening, and are uninformed or unclear about risk factors. Those who do seek screening are confused about how often to be screened, treatment options and follow-up care. There are targeted programs in the City of Buffalo that reach out to medically underserved populations but only in small, limited numbers. Since mortality rates for African American women are significantly higher, more robust, impactful programs are needed as a means of reaching and truly connecting with these women to ensure they seek regular screening and understand patient navigation resources when treatment is necessary. The lack of service for women over 65 is universal to the entire region.  There are very few outreach programs for screening in the rural areas of Cattaraugus County.
Issue #2:  Lack of Transportation - There are significant transportation issues which are facing many of the residents of Cattaraugus County and the City of Buffalo..  There is no mass transportation system outside of Erie County.  Women in remote areas may need to travel great distances to seek mammography and/or treatment services.  Some may not have transportation available to them or have the resources to obtain lodging.  Transportation also remains an issue in the urban center of Buffalo.  Women are not comfortable or may fear leaving their own neighborhoods.  With the many issues that women of poverty deal with on a day to day basis, lack of safe transportation just adds one more burden to their lives and a reason not to seek screening.
Issue #3: Educating Clinicians/Providers - Many Primary Care Physicians and OB/GYNs are not proactively communicating Komen approved breast health recommendations or administering clinical breast exams.   Older women are not being told to get screened and in some cases are being told they no longer need screening even when they are healthy enough to bear most treatments.  Many clinicians do not promote the full “continuum of care” for their patients and if diagnosed the patient is not seeking regular screening on their own. 

Action Plan:

The Western New York Affiliate has developed the following action plan to address each of the issues enumerated above and to meet the challenges involved in improving access to screening and education in the City of Buffalo and Cattaraugus County.
Issue #1 – Lack of Education

Goal for Issue #1- Improve awareness of recommended breast health guidelines and empower women to seek screening on a regular basis.

Action Plan:
1. Grant selection will be prioritized based on an applicant’s ability to effectively reach the identified targeted populations of African American women in the City of Buffalo and women in the communities of Cattaraugus County.
2. Encourage and solicit small and community grant applications where the emphasis is on priority areas. Assist with the planning, as needed.
3. Forge and convene relationships where gaps exist with new programs focusing on priority audiences, and/or by bringing together already successful existing screening programs with new partners.
4. Encourage Patient navigation programs in the RFA (Request for Application) in the priority areas to foster the continuum of care. 

5. Partner with grantees and healthcare providers to create and continue innovative breast health initiatives.
6. Leverage contacts and relationships with New York State government officials to underscore the importance of maintaining funding for the New York State Cancer Services Programs in Western New York.

 Issue #2 – Lack of Transportation
Goal for Issue #2:  Work toward overcoming the significant problems and barriers women face in accessing screening and treatment services due to lack of transportation, difficulties in arranging transportation or a need to travel long distances to obtain services.
Action Plan:  The Affiliate has had numerous discussions on this issue with various stakeholders in the Western New York Community.  The following initiates are being planned:
1. Improved access to providers of screening and treatment through prioritizing grant applications that address this issue-investigating transportation programs including a mobile mammography program to be done on a collaborative basis with other organizations throughout the service area.

Issue #3 – All Health Care Providers need to practice and foster Komen recommended breast health directives.
Goal for Issue #3:  To assist in educating health care providers on the Komen recommendations for breast health.

Action Plan:  The Affiliate will encourage grant applications; pursue avenues for CME programs or other effective programs with health care providers, OB/GYN physicians and primary care physicians. 
1. The Western New York Affiliate will enhance public and professional awareness, knowledge and use of age-appropriate, evidence based comprehensive screening guidelines.  Any information distributed through its portals will contain educational messages, not only for the general public, but also for health care providers.  
2. Programs will be conducted in at least 4 communities of Western New York, including the City of Buffalo and communities of Cattaraugus County by March 2013.
3. The Affiliate will solicit and entertain at least one small grant in each of the priority areas to educate health care providers by partnering with another health institution.
Conclusions

The Community Profile process enabled our team to ascertain the greatest needs of women in our service area.  After carefully analyzing the data in demographics, statistics in mammography, early stage diagnosis, mortality, current health systems, qualitative data, the continuum of care and other information sources the most compelling issues for the Affiliate to address were revealed.  The greatest needs and highest priorities are removing barriers to access of screening, education and regular screening for African American women in the City of Buffalo and the women of Cattaraugus County.   We will fund the most effective and impactful programs to reduce late stage diagnosis in both of the above mentioned areas in our quest to save lives through early detection of breast cancer.

The Western New York Affiliate is at a crossroads in its development as the premier organization and resource in Western New York working to save lives through early detection. .  The Board is committed to promoting a new vision that focuses on the  most compelling needs in our service area  and engaging  members of the community in a more meaningful and impactful way than ever in the past.  The issues arising from the 2011 Community Profile will be the focus of discussions among all board members, key leaders, elected officials, the Affiliate Community Engagement committee, grant reviewers and grant applicants and will be featured in our mission portals.  The Community Profile will shape and direct the local mission and vision of the Western New York Affiliate in its 2011 - 2013 Strategic Plans.
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