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Executive Summary

I ntroduction

The Peoria Memorial Affiliate of Susan G. Komen (PMASGK) for the Cure was formed in 1992
as an affiliate of Komen for the Cure. The Junior League of Peoriaturned over administration of
the Komen Race for the Cure to the affiliate following the 1993 Race for the Cure.

Sinceitsfirst granting period, the Peoria Memorial Affiliate of Susan G. Komen for the Cure has
awarded over $6,242,708 to local organizations to support breast cancer screening, education and
awareness. The Peoria Memoria Affiliate’s service area includes Fulton, Hancock, Knox,
Marshall, Mason, McDonough, Peoria, Stark, Tazewell, and Woodford Counties. The majority
of these funds are raised by virtue of the annual Susan G. Komen Race for the Cure, the largest
fundraising event of its kind in Peoria history.

The purpose of thisreport is to provide the foundational evidence that will in turn be used to
guide the goals, objectives and activities of the Peoria Memoria Affiliate.

Overview Demographic and Breast Cancer Statistics Key Findings

The PMASGK represents a 10 county area that is populated by 528,769 persons,; 50.9% of the
population is women. The area is located in west central Illinois, is largely white (87.1%) and
rural. Eight of the ten counties in the region have 90+% white populations. Peoria County is the
most diverse county in the affiliate with the population distribution as follows: 75.8% white;
16.8% black; and the remaining 7.4% “other”. Peoria and Tazewell counties are the most
popul ated.

Family income and poverty levels with the PMASGK area vary with 3.5-10.2% families
reporting an income below the poverty level. The income levels, % below poverty level, and %
uninsured trend similarly in that counties having higher % of families below poverty level aso
reporting higher % uninsured females. Overall, 12.6% of females living in the service area are
uninsured, with 7.5% of families in the service area living below the poverty level, based on
Thomson Reuters® 2007 data. It is anticipated these numbers may increase, given the recent
economic challenges.

Compared to national rates, women in Illinois and the 10 county service region have more
women dying from breast cancer than the national average with a rate of 28.41/100K. In
addition, the PMASGK ten county service area overall death rate due to breast cancer in women
is higher than both national and state averages. While the vast mgjority of deaths nationally and
in Illinois occur in women 65+, a disturbing statistic is that black women ages 18-44 have a
death rate more than double that of white women (9.55 vs. 4.62) in Illinois. Black women also
die at amost twice the rate as white women in the 45-64 year age group (58.08 vs. 34.71).

Incidence and stage at diagnosis are important to survival. Illinois cancer incidence rates are very
similar to the national averages and the distribution by stages. It was found that white women
have much higher incidence of breast cancer than black women; both groups are followed by



“other” women in lllinois. While incidence rates are lower among black women than white
women, it was noted that black women are diagnosed at later stages (3 or 4) amost twice as
often as white women. This later stage at diagnosis is a likely explanation for deaths due to
breast cancer among black women.

The overal incidence rates were higher for the 10 county service area, with white women
incidence rate exceeding both state and national incidence rates. In genera, the breakdown of
stages by ethnicity were similar to state patterns with black women in the service area also
having stages 3/ 4 at diagnosis close to twice that of white women. These data were the reason
for the local data collecting effort that will be highlighted later in this report under Exploratory
Data.

Regular screening with mammogram facilitates disease detection at early stage when cure is a
realistic treatment goal. Data (2007) for the 10 county service areareveaed that nearly 2/3 (63%;
range 51.9-64.8%) of females 40+ years had a mammogram in the past 12 months, suggesting
efforts to get the word out about the importance of screening and providing resources to assist
with screening are somewhat effective. Reasons given for not having a mammogram included:
14.4% " other”; 9.6% didn’t have time; 6% chose not to; 3.9% had a mammogram but not in past
12 months; 3.6% had mammogram scheduled; and 3.1% indicated they did not need a
mammogram. Previous Community Needs Assessments focused on these issues. Barriers that
have repeatedly been identified include availability of services, transportation, and funding for
mammograms. An innovative approach may be needed to overcome current funding limitations
and access challenges.

All satistics presented in this executive summary are statistical estimates prepared by the
Healthcare Business of Thomson Reuters® 2007.

Overview of Programs and Services Key Findings

Sixteen grants designed to educate and provide services not otherwise available are funded for
the current granting year. These grants generally provide support to offer breast health within the
context of larger services rendered and demonstrate how the PMASGK works with these
agencies by providing support to emphasize hedthy breast practices. Grants and services
generally follow population patterns with the greatest number of programs and dollars being
allocated to the most populated counties. There are gaps in rural counties where the barriers are
familiar ones to rural settings and have been identified in earlier self studies, namely limited
availability of services, transportation, and funding for needed screening and treatment. Future
efforts are needed to reach out to al counties in the service area as the most rural counties are
seemingly underserved. The Paint the State Pink effort may aid this effort as alliances among
county health departments become clearer and unrepresented areas are picked up by the
appropriate current affiliates

The majority of programs and services are designed to reach the underserved but may not be
reaching the black women in Peoria County as evidenced by their much higher diagnosis at
Stage 4 disease. Programs or services designed to specifically address an apparent missing link



may be needed to reduce morbidity and mortality in this group that is currently not a specific
target.

The programs that are funded seem to be effective, but true evidence-based data are lacking
beyond dollars spent and persons reached. When evidence such as not using funds that were
allocated has suggested that efforts are ineffective, funding has been shifted away from those
efforts. However, greater effort is needed to consistently evaluate al programs using evidence
based outcomes. Quality measures are mostly anecdotal. Formalizing a consistent way to
evaluate quality is afuture opportunity.

Overview of Exploratory Data Key Findings

A combination of methods using surveys and focus groups was adopted as the method to provide
exploratory data. Three groups were targeted to better understand why black women seemingly
delay diagnosis and treatment for breast cancer. Two women crossed over, answering two sets of
guestionnaires as they belonged to two groups; they were also invited to participate in both focus
groups. Thefirst group consisted of providers. These black women are grantees who are actively
involved in agencies that are funded through Susan G. Komen® grants. A second group consisted
of predominantly professional black women who are breast cancer survivors and are members of
Pray for the Cure, a black initiative that operates in affiliation with the PMASGK. These two
groups were invited to identify other key persons. All but one of the 12 persons identified
participated in the process. Each session went longer than the scheduled 90 minutes as
participants continued to offer insights when asked if there was anything else they wished to
share. The third group of responders consisted of seventy eight community women who self
identified as black and who agreed to participate by answering questionnaires and /or
participating in focus groups. Questionnaires were made available on Survey Monkey. In
addition, paper and pencil versions were provided to facilitate the response rate due to an
anticipated barrier of limited computer availability / skills / comfort with the computer. WWomen
ranged in age from 18-75 years and access to the groups was obtained through key personnel
(grantees / members of Pray for the Cure) who had established relationships with respondents
through their social agencies.

The groups surveyed all identified access issues as the main impediment for black women
seeking breast health. While small groups were embraced as an effective approach, there was
otherwise no consensus about how to best get the word out about breast health and only alimited
number of the youngest participants said they used the internet as a source of information.
Generational differences were noted with younger black women reportedly relying less on the
church than middle aged women as a source of strength and information. Poverty issues were
intertwined with access concerns and included cost issues, transportation barriers, a lack of
primary care providers that can lead to inconsistency of care and follow-up, concerns about how
they will be treated in a system they don’'t aways trust or know how to navigate, and the
challenge of making one's hedth a priority amidst poverty when there are many things
competing for limited resources. Some of these issues were not unlike those identified by rural
women in earlier self studies.



One recurring suggestion from all groups was to provide a person who would offer “wrap-
around” or seamless care, providing information, answering questions, assisting with
appointments (and motivating them to keep them), accompanying individuals to their screenings
and treatments and providing emotional support so as not to allow persons to get lost as they
navigate the health system.

Narrative of Affiliate Priorities and Action Plan

The first three priorities were deemed immediate priorities. The last two priorities were deemed
intermediate priorities that may be larger in scope and therefore require longer planning to
implement; details about how to address the latter priorities will be a focus of the next strategic
planning effort. The priorities and associated action plans are:

1. Complete paper work to include Hancock County in the PMASGK by December 2008. This
immediate goal was based on along history of funding a grant in Hancock County, believing it
belonged to the PMASGK. It is anticipated that formalizing the relationship will strengthen the
ability to partner and improve outreach. The goal to include Hancock County in the
PMASGK was realized when paper work was completed and submitted in December, 2008
and approved in early 20009.

2. Paint the State Pink (a collaborative state wide effort to expand breast health resources to all
[llinois counties) had its first annua meeting in fall, 2008. A second meeting is scheduled in
fall, 2009. This effort supports providing breast health support to al women in Illinois by
aligning areas not affiliated with an appropriate existing Affiliate. Through this effort, it is
possible that opportunities to provide services resources collaboratively in underserved
counties (Mason, Marshall, and Stark) will become more apparent. PMASGK anticipates it
may also expand its service area to include adjacent counties not currently associated with a
Komen Affiliate.

3. Target black women in Peoria County through focus groups to identify by barriers to access by
Spring of 2009. While the magjority of the service area is white, Peoria County is home to a
more diverse population with 17.6% of its female residents being black. A startling statistic
revealed that while breast cancer incidence among black women is about half that of white
women, black women are diagnosed at later stages at all ages beginning with 18-44 year olds
and continuing through the 65+ age group, with twice as many black women being diagnosed
at Stage 4 disease than white women. Death rates are correspondingly high for black women.
These data provided the rationale for this priority and the desire to make it the 2009-2010
priority to examine the need further with exploratory data that were obtained to better
understand issues of breast health beliefs, benefits and barriers of breast health among black
women.

The groups surveyed all identified access issues as the main impediment for black women
seeking breast health and 8/10 of those who completed surveys believe that barriers to access
contributed to delays in seeking care. While small groups were embraced as an effective
approach to sharing information, there was otherwise no consensus about how to best get the
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word out about breast health. Only alimited number of the youngest participants said they used
the internet as a source of information. Generational differences were noted with younger black
women reportedly relying less on the church than middle aged women as a source of strength
and information. Poverty issues were intertwined with access concerns and included cost
issues, transportation barriers, alack of primary care providers that can lead to inconsistency of
care and follow-up, concerns about how they will be treated in a system they don’'t always trust
or know how to navigate, and the challenge of making one’s health a priority amidst poverty
when there are many things competing for limited resources. Some of these barriers were not
unlike those identified by rural women in earlier self studies who share the poverty factor.

One common theme that emerged from focus groups was the need for deliberate “wrap- around
care” where specific providers ensure links at each step throughout the process of education /
screening/ treatment. This theme of providing “wrap- around” care complements a grant that
helps to fund a portion of a Medical Fellowship training offering at a local needs based health
that identified a similar need and may serve as a model for developing a pilot “seamless care
facilitator”. The first task towards implementing this action plan will be to define the role of
the seamless care facilitator, using input gleaned from the focus groups. Providing support for
this type of pilot is a potential opportunity to partner with a reputable provider in a novel way
(through grant funding).

A second exploration involves collaboration and possible partnering with a local radiation
oncologist who is aso interested in examining motivation barriers of black women to seek
breast health care earlier. The exploratory data support both of these explorations as worthy of
further consideration and a recent meeting suggests the two explorations could become a
shared, single effort.

Explore an innovative funding model for rural /poor/ and working poor to increase access to
those who currently do not fit eligibility criteria for education, screening and treatment (2009-
2011). This priority was selected based on Reuters data that showed not quite 2/3 (range 51.9-
67.8%) of women 40 years + had a mammogram in the past 12 months, an objective measure
of breast health patterns. The pattern of those screened was inversely related to mean income
levels. Previous barriers identified by rural populations, where screening rates are lower,
include availability of services, transportation, and funding, thus creating overlap in the
perceived barriers of these two groups who share the poverty factor. Y oung black women in
the focus groups are also concerned that even with a positive family history of breast cancer
that current criteria does not allow for adequate screening before age 40. Revisiting earlier self-
studies and the data packet will be afirst step to determine areas of greatest need and focus.

Measure quality and other objective evidence that programs / grants currently funded are
effective (2010). As noted earlier, many of the grants are designed to assist with improving
quality of life while living with cancer. Objective evidence and quality have not been measured
historically at the Affiliate level and Reuters provided no quality measures. This dearth of
information in these areas limits evaluation effectiveness to outcomes that are not necessarily
consistent with the stated purpose of many grants and programs. Measuring and evaluating
objective outcomes properly may require consultation with Affiliate board members, the grants
review committee and staff to clarify what outcomes are desirable and how such data will be
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managed. Grantees will also need to be engaged to assure they understand how, when and why
to collect and analyze information in what format. Possibilities to be explored include
providing an in-service or an online tutorial that is focused on priorities and measurable
outcomes.



