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Executive Summary

Introduction

The Memorial Affiliate of Susan G. Komen (MASGK) for the Cure was formed in 1992 as an
affiliate of Komen for the CureThe MASGK holds the distinction of being the birth and final
resting place of Susan G. Komen. TMASGK holds the second oldest race in the Komen Race

for the Cure serieshe largest fundraising event of its kind in Peoria history. This event brings
almost 20,000 women men and children together each Ky, raising approximately $1
million dollars annualy for breast cancer education, screening, treatment and research. These
dollars are then distributed throughout the service area using a competitive granting process.
Since its first granting period, the MASGK for the Cure has awarded @vémdillion to local
organizations to support breast canservices The MASGK has also recently introduced two

new mission programs, Circle of Promise and Fueling Hope. These two initiatives address
outreach issues for minority and rural women, sharing the bred#t hesssage through a mix

of education and inspiration.The MASGKOSs s er vin 2080framradCacouaty pande
service area identified in the last Community Profile to encompass 32 counties in central lllinois
Plans are underway to extend fundmagsand missioractivities intothe expanded service area
Three aditional race sites and a Komen Marattama planned as well as outreach and mission
programming. The first additional Race for the Cure will be held in Bloomington/Normal Illinois
slated br 9/10/11.

The Community Profile is the process of gathering information and assigning priorities that is
completed biannually to understand and guide MASGK priorities. The process included
analyzing quantitative data from multiple sources, colleaimdjanalyzing qualitative data and
synthesizing that information that in turn informed the strategic planning process and affiliate
priorities. The Community Profile team waslea by Gayle Young, Mission Director and
Jackie Ruthman, PhD, RN whwrked dosely to compile information for this report.

Preliminary data were shared with the Board in October, 2010 and with appropriate key
personnel in the expanded regions as meetings occurred.

The purpose of this report is to provide the foundational evidiatevas discovered through
this process and to share the priorities that will guide the goals, objectives and activities of the
MASGK.

Statistical Methods and Target Communities

The Thomson Reutét22009 served as the primary data source for demogrephac Additional
economic sources were also consulted including government census data as well as state and
local from economic sites with more current data includingp:/Imi.ides.state.il.ys
http://quickfacts.census.gqvand http://www360.0rg Initial data were reviewed by Jackie
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Ruthman, PhD, RN. Preliminary data were shared with the Board in October, 2010 and with
appropriate keygrsonnel in the expanded region as meetings occurred.

Overview of Target Communities

A particular concern for the expanded 32 coMBASGK which now accounts for nearly 1/3 of

all lllinois countieswas to compare it to our previous service area in order to anticipate any need
to modify priorities. The data validated earlier assumptions that that while the new area is larger,
now serving a population of 1,792,078 and more than three times the nombeunties,
overall, it is not characteristically dissimilar to our previous service area. The area remains
ethnically more homogenous than many other areas in the country and @haiégalthough

data originate from 2000 census information and anelcdata suggests a trend toward greater
diversity. Comparisons reveal that white women (88.5 percent) and black women (6.7 percent)
account for the vast majority of the population. Due to the 3.4 percent overall, of women who are
not white or black, no funer delineation is possible. A previous trend that black women are
diagnosed at stage fodiseasalmost twice as often as white and other women persists in the 32
countiesand remains an affiliate focus moving forward

The area has five major urbamreas (Peoria, Bloomingtadormal, Champaigitrbana,
Springfield, and Decatur) surrounded by rural, sparsely populated counties in central lllinois
from Hancock County on the westernmost border of the state to Iroquois and Vermillion counties
on the easterborder. Bureau and LaSalle are currently the northernmost counties defining the
service area while Fayette is the southernmost county. Seven counties have populations greater
than 100,000, four counties haympulations of50,0008100,000, and ten countie have
populations of 20,000 to 49,999 while eleven counties have populations less than 20,000. It is
not difficult to imagine urban areas where services are located and more accessible surrounded
by rural areas that offer little inéhway of access to 1séce.

Economically, the area experienced a major shift that shows our lllinois counties have higher
unemployment, lower median income and higher poverty thtes national averageb 2000

2007, unemployment ranged frormd47 percent. These figures mecthan doubled with recent

data for the expanded service area. Overall, the area includes a greater percentage of rural, poor
counties. It is also worth noting that the state of lllinois has frightening budget issues that are
compounding hardship$or exanple, consistently resulting in reimbursement delays of more
thansix months.

Compared to national (23.61/100K) and lllinois state (23.26/100K) rates, women in the 32
county service region have more women dying from breast cancer with a rate of 24.50/100K.
This rate compares favorably with the previous regional rate for ten counties of 25.85/100K
perhaps due, in part, to the larger number of large universities (four verses one) ana hence,
younger cohort in the population mix. However, to counter the gmyds on first blush, a
sobering finding is thanine of the counties have mortality ratas or exceethg 30 /100K for



unexplained reasons. Due to limited time and resources as well as competing interests to
understand the overall service area, this meltessarily be a priority item for further exploration
going forward.

Health System Overview

The source of data for the Health Systems Analysis was provided by the lllinois Breast and
Cervical Cance(IBCCP) Lead agency coordinatons the service areandthe lllinois Office of

Wo me n 6 s TheelRACPgnogram provides low income screening to any women without
insurance regardless of income. This program then leads those with a need foufolbane

into the Federal Treatment Acthe MASGK mission director gathered the information through
tenpersonal interviewsiith IBCCP key personnelAll lead agency head®ntacted were eager

to participate and very giving with their time and experti$ée information regarding service
areahealth care providers was compileding both telephone and face to face interviews.
Questions for the interviews were based on the Community Profile guidebook and asset mapping
levels. Interview questions and focus group questions addressed assetsxigapg,programs

and challenges related to the continuum of care.

The 32 county service area of tASGK is fortunate to have mammography services available
in all but three counties. Women in Cass, Putnam and Marshall Counties have to visit
neighborng counties for screening services. This may result 1®Gmile roundtrip. In the
MASGK two mobile mammography units semicural communities. One unit is based at
Methodist Medical Center in Peoyilllinois the other is operated out of Sarah Bushchbln
Hospital in Mattoonlllinois. Both of these units cover mammography services for a minimum
of six counties. All 32 counties in ttMdASGK service area are covered through the lllinois
Breast and Cervical Cancer progrgfBCCP). lllinois has been a national leader in providing
mammography screening services for women. Curr@2tlyountiesin the MASGK service area
have low incone screening grants from SGK or tammograms Save LivesicensePlate
program

Community Data

The primary objective of our qualitative data collection was to verify our quantitative findings
while also beginning to build the necessary bridges between key community people such as
providers and th&1ASGK. Information was gleaned from five groups and onesattant who

wrote the most recerticLean CountyCommunity Profile using a variety of data collection
strategies. Informal feedback was obtained from current grantees in the 10 county area during the
annual RFA meetingn Septembeand from theK o m e Paintthe State Pinkgroup during a
day-long working meetingn November The top concern voiced by both of these groups was
budget woes secondary to cuts and delays in payment due to lllinois state budget challenges. The
Paint the State Pink group was alsoyM®cused on making care to minority groups a priority.



Focus groups were also convened with key personnel in Springitkddiified using the
snowballing techniqud BCCP lead staff, service provideraind the current Bloomington board.
Sessions were facilitated by one of two facilitators who used the same set of questions to guide
the sessions at times that were conducive to optimize the number of participants. Recorders took
notes that were transcrithevithin 24 hours of the sessions by the consultant who acted as one
facilitator. All notes were reviewed by both facilitators and recorders for accuracy. Themes were
derived from notes and recall of the sessions.

Two large geographic areas that desemwehér exporation include the Champaigdrbana
community and Decatur. Time, winter weather that paralyzed much of the country and an
inability to identify willing and available key informants in early 2011 will require this be an
ongoing effort. First calacts have been identified and a plan is in place to continue our efforts to
make our way into these communities. In addition, the many smaller counties deserve the same
interest and attention to verify their needs. However, common themes derived frdatumir
groups and informal data gathering will aid us as we move forward.

Overview of Qualitative Findings

Five themes emerged from our focus groups and informal data gathering. The first theme is that
the budget crisis that has impacted the entire ecorfmmyimpacted the ability to confidently
provide breast health care. A second theme is that of growing observations about pockets of
minorities that will likely present in the 2010 census data but are not apparent in our current
numbersThethird theme ighat rural needs for access and transportation persist. A fourth theme
is that Navigator®r wrap around care providease highly valued when they are availatilae

final theme was that while the expansion was mostly greeted with enthusiasm, theness in
including more collar counties.

Each session was limited by sometimes dual purposes of bridge building and data gathering that
did not allow for all questions to be explored in as great a depth as future discussions may allow.
As we asked thesadividuals to share their time with us, it was important to take time to answer
their questions and this was a welaced priority given our new found allies. Their voices were
strongly in support of sharing the goal of providing the best breast healilabde to their
constituents and welcoming support. And, we left each session confident we had found new
partners with whom to run the race.

Conclusions

Data reveal the 32 county MASGK has many opportunities and challenges. Quantitative and
gualitative data triangulated to show that the 32 county service area has many similarities
demographically and culturally to our previous 10 couxikSGK. The expanded arazow

offers five urban settings that have valuable resources to facilitate breast health awareness as
well as established providers with whom MASGK can partner going forward. The area has state



of the art resources in urban settings to offer breast healttagdrsimultaneously expands the
number of rural, underserved countiesv covered by the MASGK.

Overall, the area has been hit hard by the recent economic downturn and inhabitants have lower
median family incomes and higher unemployment than nationastael figures. State budget

woes have compounded already stretched providers and it was sobering to hear repeatedly that

l' 11 inoisbébs state economic woes have <crippled
vulnerable citizens. Caregivers continue do what they can with what they have, but are
increasingly frustrated that it is not enough to improve outcontéswever they have not

stopped caring.

There is also awareness that the historically white counties of central lllinois are growing
increasngly diverse. Language, cultural and health care access issues compound already
challenging situations. Caregivers are concerned about their ability to overcome these additional
barriers. How to combat the late stage diagnosis of black women with breaest aone of

their many concerns. The AD&ensus data will shed light to what extent the population makeup
has shifted.

The needs of the rural poor persi st and they
priority. While an exemplary model suels a Mammography Van serving sewéithenine rural
countiesin the Sarah BuslHincoln hospital service areavas i denti fi ed, it ds

difficult it is to provide these services cost effectively. A novel model that addresses this void in
care forso manyural dwellersdeserves further consideration. Alarming statisticsritmagrural
counties in our service area have death ratesrin excess of 30/100K while the state and
national rates are 23.26/100K and 23.61/ 100K respectively also tibgrfinvestigation that

was not possible for this assessment.

The finding that Navigatorer wrap around care providease viewed as an important way to
overcome the many obstacles women encounter as they navigate their breast health reaffirmed
findings from our previous community needs assessment where we were told the same thing.
The pilot effort that is targeteat black women may serve as a model for future efforts.

And, finally caregivers recognize disparities are created in a variety of ways.expsesssed
interest in having their curreitients protected by ensuring collar counties not currently in the
MASGK be added as they imagine the possibilities.

Memorial Affiliate Priorities and Action Plan

The first three prioritieslisted were deemedimmediate prioritiesPriorities four and five were
deemedntermediate priorities that may be largerscopeand require longer planning.The
priorities and associated action plans are:

1. Target African American women irthe urban communitiesof Peoria, McLean,
Sangamon and DeWitt countigtgough implementation gt community based outreach
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program by partnering with the Minority Breast Health Advisory Coutwihddress
statistics related to late stage diseasehagldmortality ratesusing the Komen Ccle of
Promise program as a resouréhile the majority of the service area is white; Peoria,
Macon, Sangamon, Champaign and McLeannties are home to a more diverse
population with an average of 12% its female residents being black.

The MASGK will establish a Minority BreasHealth AdvisoryCouncil in McLean,
Sangamorand Macon countiesas a first step tomplementing Circle of Promis@he
MASGK will continue planning and implementing programming goals initiated by the
Peoria Minority Breastealth AdvisoryCouncil

. Explore an innovative funding and outreach model for rural /poor/ and working poor to
increase access to those who currently do not fit eligibility criteria for education,
screening and treatment (2602011).

The MASGK will collaborate with FS/Growmark to expand educational outreach
programs tathree FS service areas in Memorial Affiliate rural communities with the
goal of reaching 5,000 rural families with lifesaving breast health informdtijon
October, 2012 The MASGK will also work with FS/Growmark to promote fundraising
campaigns through the Fueling Hope Program to bring needed funds to service rural
communities.

. Compare the 2010 Census data to 2000 data for possible ethnic shifts.

The MASGK will recruit a commitee of experts to study 2010 census data related to
new minority populations with a goal of providing analysisMASGK Service area
minority population pockets to be used to determine mission and outreach opportunities
by De@mber,2012.

. Investigatgpossible reasons for breast cancer mortality rates in excess of 30/100,000.

The MASGK Mission Director will identify appropriate resources from Komen partners
at Bradley University, University of Illinois and SIU School of Medicine to determine a
course of action for studying the niMASGK counties with a breast cancer mortality
rate at oin excess of 30/100,000 by Decem\2&12.
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I ntroduction
Affiliate History

The Memorial Affiliate of Susan G. Komen (MASGK) for the Cure was formed in 1992 as an
affiliate of Komen for the CureThe MASGK holds the distinction of being the birth and final

resting place of Susan G. Komen. TMASGK holds the second oldest race in the Komen Race

for the Cure serieshe largest fundraising event of its kind in Peoria history. This event brings
almost 20,000women men and children together each Miagw raising approximately $1

million dollars annuallyfor breast cancer education, screening, treatment and research. These
dollars are then distributed throughout the service area using a competitive graatiegspr

Since its first granting period, the MASGK for the Cure has awarded @vemdillion to local
organizations to support breast canservicesThe MASGKOGs current organ
can be found in Figure 1.

In2010,h e MASGKO s exganded from its arevimuws 10 county service area identified

in the last Community Profile to encompass 32 counties in central llkvithsa population of
1,792,078 (51percentwomen). Five urbanareas that accommodate headquarters for three
Fortune 500Companies and four major universities are surrounded by large rural Sssss.
Figure 2. The ethnic makeup of the area is dominantly w{8&5percen}; blacks (6.7%ercen}t

are the second most prevalent group waithother minorities accounting for the remaining 3.8
percent according to 2000 Census data. Anecdotal data suggest increasing diversification.
Unemployment in th&2 countyareasranged from 7.0 td.1.6 percentin October201Q when

lllinois unemployment wa 98 percentand the national average Wa$§ percent

The service area expansiaas accompanied by a name chatmeeflect the identity shift to a
more regional entity while simultaneously preserving its personal ties to its namesake by
becoming The Memorial Affiliate of Susan G Komen for the Cune201Q

Purpose of Report

The Community Profile is the process of gathering information and assigning priorities that is
completed biannually to understand and guide MASGK priorities. The praoeksied

analyzing quantitative data from multiple sources, collecting and analyzing qualitative data and
synthesizing that information that in turn informed the strategic planning process and affiliate
priorities. The Community Profile team waslea byGayle Young, Mission Director and

Jackie Ruthman, PhD, RN who attended Community Profile training in Dallas at the beginning
of the process. The purpose of this report is to provide the foundational evidence that was
discovered through this process andhare the priorities that will guide the goals, objectives

and activities of the MASGK.
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