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Introduction 
 
A recently published paper entitled “Medical Advances and Racial/Ethnic Disparities in Cancer 
Survival”1 demonstrates, ironically, that the more a cancer (many cancers were studied) is 
amenable to successful intervention, the more racial and ethnic disparities tend to increase.  This 
occurs because when little can be done in terms of early detection and treatment, no one is 
helped and disparities are small or non-existent.  However, as medicine is more effectively able 
to detect and treat a cancer, White people in general are better able to gain access to such 
advances than people of color.  This results in widening racial and ethnic disparities.  This also 
explains the situation with breast cancer for the past 25 or so years throughout the United States 
but most dramatically in Chicago. 
 
As reported previously, there is a huge Black:White disparity in breast cancer mortality in 
Chicago.  In 2005, Black women were twice as likely to die from the disease as White women 
(Rate Ratio = 2.16).2  Interestingly, 25 years earlier, in 1980, Black and White women had the 
same probability of dying from breast cancer.  The gap between these two groups opened up in 
the early 1990s, just when early detection and treatment were becoming effective and 
widespread.  This disparity of over 100% is the largest we have been able to locate.  For 
example, we have found racial disparities in breast cancer mortality to range from about 25% in 
New York City to 40% in Boston and Houston to 35% for the entire United States.2 
 
It is in this context that the Sinai Urban Health Institute (SUHI) applied for and received a three-
year grant from the Avon Foundation (Grant #05-2007-004).  The vision was to implement a 
“community navigation” project in two racially and ethnically diverse communities on the 
Westside of Chicago to improve breast health and thus minimize disparities.   
 
By the term “community navigation”, we mean the following four sets of activities: 

 implementing outreach and education about mammograms and breast health in particular; 
 helping women obtain mammograms; 
 assuring that the diagnostic process is resolved as quickly as possible when a 

mammogram is abnormal; and 
 helping women who need treatment receive it in a timely and effective manner.   

 
The Avon grant was funded in March 2007.  The agreement was that SUHI would staff the six 
founding months of the Metropolitan Chicago Breast Cancer Task Force (Task Force) before 
initiating the community navigation project.  SUHI’s contribution to the Task Force was 
substantial.  It led to the completion of the Task Force Report,3 creation of its website 
(www.chicagobreastcancer.org), and the hand-off to full-time staff and a Task Force office in 
Chicago.  Activities related to the Task Force ended in October 2007 and are detailed in the 2008 
Annual Avon Report online (www.helpingherlive.org).  
                                                 
1 Tehranifar P, Neugut AI, Phelan JC, et al.  Medical advances and racial/ethnic disparities in cancer survival.  
Cancer Epidemiology, Biomarkers & Prevention, 2009; 18(10), p 2701- 2708.   
2 Ansell D, Grabler P, Whitman S, et al.  A community effort to reduce the black/white breast cancer mortality 
disparity in Chicago.  Cancer Causes & Control, 2009; 20(9): 1681-1688. 
3 Chicago Metropolitan Breast Cancer Task Force. Improving quality and reducing disparities in breast cancer 
mortality in metropolitan Chicago. October 2007. 
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During the next 12 months, SUHI laid the foundation for our unique community navigation 
program, Helping Her Live (HHL).  We conducted a baseline survey with 2,200 women in our 
two target communities, hired and trained a staff of ten, developed program outreach materials, 
and gathered all of the resources and information necessary to assist women.  We implemented 
our first educational workshop in October 2008 and have since then been implementing a 
comprehensive community program.  Details on the design and planning of the Helping Her Live 
Community Navigation Program are available in the 2009 Avon Annual Report 
(www.helpingherlive.org). 
 
HHL is ongoing in three communities on Chicago’s Westside - North Lawndale (all Black), East 
Humboldt Park (predominantly Hispanic) and West Humboldt Park (all Black).  These are some 
of the poorest communities in Chicago and even the United States.  Each is composed of 
different racial and ethnic populations and has access to uniquely different resources and assets, 
thus requiring different approaches in outreach.  This report is intended to summarize community 
navigation accomplishments since we began in October 2008 through April 2010.  
 
One theme that runs through this entire report is the complexity of such navigation in vulnerable 
communities.  This is an essential observation and so we state it here at the onset.  It is important 
to help women who are already linked to an institution in navigating a complicated and often 
fragmented breast health system.  It is also important to go out into the community to find 
women and educate them about the importance of pursuing breast health.  However, it is still 
another important step to motivate and assist women in obtaining breast cancer screening, 
diagnostic testing (when necessary) and treatment (when necessary).  Helping women through 
this spectrum of care (from community through to services) is what our community navigation 
program has been doing for the last 19 months. 
 
It is also noteworthy that during the previous years of work, we have explored the literature and 
spoken to many researchers and experts who are implementing breast cancer navigation 
programs.  As well as we have been able to determine, HHL is the only project in the United 
States pursuing “community navigation” for improved breast health.  That is, we start in the 
community where women live, empower them with education, help them access health care 
services, and stay with them through the completion of the mammogram, and through diagnosis 
and treatment, when necessary. 
 
Section 1 (Background) of this report reviews our staff structure, shares an brief overview of our 
baseline survey while highlighting findings from a groundbreaking study on comparing 
mammography self-report with the chart reviews.  This thorough study of medical charts took 
several months and is being presented for the first time here. The results are surprising and 
sobering.  Section 2 (Outreach and Education) describes our most recent outreach activities 
followed by Section 3 (Navigating Women to Services), which details our successes and 
challenges in helping women obtain breast health services.  For each section, we briefly 
introduce the HHL’s activities, summarize our accomplishments to date, describe our learning 
and explain some of its implications for future work.  We also share HHL instruments to show 
how we track our efforts and present project outcomes for the last 19 months (October 2008-
April 2010).   

http://www.helpingherlive.org/
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Section 1.  Helping Her Live Background 
 
 
1a)  Project Staff and Structure 
 
The Principal Investigator for HHL is Steven Whitman, PhD, and the Project Director is Ami M. 
Shah.  Whitman is the founding director (10 years ago) of SUHI and a leading epidemiologist in 
Chicago. He has published over 100 articles in peer-reviewed journals and has made over 500 
presentations in his lifetime.  His specialty is social epidemiology in general and racial and 
ethnic health disparities in particular.  His research demonstrated the huge racial disparities in 
breast cancer mortality in Chicago4 and these findings led Whitman to found, with many others, 
the Task Force.5  Shah has been a leading member of SUHI for the past eight years, has 
published widely in the area of health disparities and was the director of Sinai’s Improving 
Community Health Survey, which has in general set the agenda for disparities research and 
intervention in Chicago.  Whitman and Shah are editors of a forthcoming book by Oxford 
University Press (September, 2010) entitled Urban Health: Combating Disparities with Local 
Data.   
 
A complete organizational chart of all project staff and consultants is available in the 2009 Avon 
Report, Appendix A.  In summary, there are 10 full-time paid members working on this project.  
DeShuna Dickens, Teena Francois and Giselle Vasquez coordinate all outreach and navigation 
activities in North Lawndale, West Humboldt Park and East Humboldt Park, respectively, and 
supervise a total of four Community Health Educators (CHEs).  HHL CHEs are Regina 
Agboola-Flowers, Celevia Taylor, Wanda Rodriguez and Ana-Rosa Garcia, many of whom live 
in the communities we target.  The Coordinator and the CHEs aim to reach all women in their 
respective sectors as a priority but work collaboratively to ensure success of all project activities.  
Maria Natal is the administrative assistant for the project and arranges financial matters, 
meetings, staff appointments, etc.  Pauline McCaskill-Davis is the research assistant who 
maintains the scheduling, reminder notices, workshop evaluation database, etc.  She, along with 
Rodriguez, responds to all hotline calls and ensures that callers enter the navigation process 
appropriately.  All of the CHEs conduct workshops and other outreach activities along with 
navigating clients to services.  Flowers and Garcia are additionally responsible for following up 
on annual reminder calls and bringing these clients back in for annual mammograms or other 
breast health services as needed. 
 
1b)   Mammography Utilization 
 
An important part of designing our program was our baseline assessment of mammography 
utilization in our target communities.  Between March and June 2008, we surveyed 2,200 women 
age 40 and over.  To participate, women self-identified as Puerto Rican, African American and 
Mexican and resided in one of the three community areas targeted: North Lawndale, East 
Humboldt Park and West Humboldt Park.  The survey was conducted by 13 interviewers (6 
                                                 
4 Hirschman J, Whitman S, Ansell D. The Black:White disparity in breast cancer mortality: The example of 
Chicago.  Cancer Causes & Control, 2007; 18:323-333. 
5 http://www.chicagobreastcancer.org/index.php 
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bilingual Spanish speaking), several of whom were hired as HHL staff.  The purpose of the 
survey was to gather baseline information that would guide our thinking and shape our planning 
for the community navigation intervention.  From the survey, we captured barriers facing women 
in accessing breast health care, knowledge and attitudes related to breast cancer and screening, 
and mammography history. 
 
A comprehensive description of the survey design, its administration and key findings is 
available in our 2009 Avon Annual Report (pages 6-13).  In brief, we learned that between 59-
70% of women report that they had a mammogram in the last 2 years.  The vast majority of 
women reported that they had accessed two or more preventive services and it appears as though 
most women had access to routine health care in the prior year.  Despite these high numbers, 
50% of Mexican women were uninsured as were 19% of Black women in North Lawndale, 28% 
of Black women in Humboldt Park, and 23% of Puerto Rican women in Humboldt Park.   Also 
noteworthy was that even though it appears as though women were accessing health care, few 
women heard of or knew about state programs such as Stand Against Cancer (SAC) or Illinois 
Breast and Cervical Cancer Program (IBCCP) that would help them get free or low-cost 
mammograms.  Learning from the survey guided the educational component of our work, taught 
us how to market our program, and allowed us to build on partnerships made for future activities.   
 
In addition, we conducted a groundbreaking study by assessing the accuracy of self-reported 
mammography history from the baseline assessment.  Although existing survey data suggest that 
a high proportion of women get routine breast cancer screening (between 59%-70%, according to 
the baseline survey), it is inconsistent with high rates of mortality in these communities.  To 
explore this discrepancy, we also asked the 2,200 women who completed the baseline 
assessment whether they would give us permission to review their medical records and verify 
their self-reported mammography history.  81% of women who completed the survey gave us 
permission.  We then conducted a thorough review and abstracted data from 1,272 medical 
charts.  Findings of this study revealed that 74% of women overall self-reported having had a 
mammogram in the last 2 years yet only 46% had mammograms that were documented in the 
medical record.  In general, there was over-reporting of mammogram usage by about 30 % (the 
percent of women who self-reported a mammogram but did not have one documented).   
 
The largest difference between self-reported mammography usage and documented usage was 
observed by insurance status.  Women with Medicare/VA insurance or private insurance were 
much more likely to have a documented mammogram in the last 2 years, where women without 
insurance or who had Medicaid had the lowest documented rates of mammography. 
 
Rates of concordance and over-reporting also varied by race and ethnicity and Black women 
demonstrated the greatest amount of over-reporting.  This likely contributes to the racial 
disparities seen in breast cancer mortality.  Black women living in Humboldt Park had the lowest 
proportion of documented mammography use (35%) but still a rather high level of self-reported 
mammography use (64%), equating to a 45% difference between self-reported and documented 
mammography usage.   
 
Implications of these data are essential to documenting the epidemiology of breast cancer 
disparities in Chicago.  Existing data indicate that breast cancer screening utilization is high and 
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mammogram appointment.  This results in as many as 12 total contacts to complete a 
mammogram.  In general, we find that clients who attend their primary care appointment within 
2-3 contacts will complete their mammogram within the following few weeks.  For women that 
are harder to reach in the initial steps, it takes more time to reach them and even longer to get 
them to complete their mammogram, if at all.  These are often the women we lose or are unable 
to contact. 
 

Figure 8.  Flow Chart of Helping Her Live Requests Types: 
Doctor’s Appointments, Reminders and Other Requests 

Between October 2008 and April 2010, HHL staff scheduled over 700 primary care 
appointments for women to receive mammogram referrals.  This number includes rescheduled 
appointments for women who canceled or did not show up for their initial visit.  The attendance 
rate for these appointments is only 52%, which speaks to the complexity of implementing a 
community navigation model.  The attendance rate for mammograms is considerably higher at 
70%.  During this same time period, 372 mammogram appointments were scheduled and 263 
were attended.  These findings 
show that the most critical 
period for navigation is 
between obtaining the 
mammogram referral (primary 
care appointment) and 
attending their mammogram 
appointment.  Note also that 
the number of scheduled 
mammograms increased 
significantly in June of 2009 
(data not shown).  At this time, 
HHL revised its protocol and 
client authorization 
documentation, allowing HHL 
navigators to access client 
information and provide more 
comprehensive care.  This has 
improved our tracking abilities 
and the attendance status of 
scheduled appointments has 
become more efficient.  As a 
result, HHL navigators are able 
to decrease the follow up time 
and ensure that women get 
their mammogram. 
 
Lastly, we track the provision 
of all our services, as illustrated 
in the flow chart in Figure 8. 
As mentioned earlier, there 
were 1,949 Service Requests 
from various sources between 
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October 2009 and April 2010.  This equals 1,563 unique requests from our outreach efforts plus 
386 requests from established clients who might need later follow-up.   
 
Of these requests, 1,184 have either been completed and are in the process of being completed.  
The remaining 765 (40%) were never processed because of our inability to contact with the 
client after meeting them in the community.  Most of these “unable to contact” cases are the 
result of the client’s phone numbers being wrong or having disconnected numbers.  In these 
cases, we mailed out an unable to contact letter with our contact information.  In other cases, 
women simply refused assistance.  If we look at the total number of women who requested an 
appointment and needed a mammogram referral from a primary care provider, 307 actually 
attended their appointment.  Among those who got their referral, 227 women attended their 
mammogram appointment, along with 35 women who had their own referral, for a total of 262 
women who got a mammogram because of HHL.  Of those for whom we have results available 
(n=199), 20% (n=40) were abnormal with one cancer to date. 
 

 

Reaching Women  
 

HHL has partnered with Harmony Health Plan, a Medicaid HMO serving Chicago to help women 
with insurance get routine mammograms.  Harmony offers insurance coverage for breast cancer 
screening, yet few age-eligible women get annual mammograms.  They informed us that only 
32% of Harmony’s age-eligible clients have had a mammogram in the past two years compared to 
70% across the United States.   
 
In January 2009, HHL received a list of 178 women who live in our target communities (based on 
zip code) and had no record of a recent mammogram.  Through our community navigation 
program, HHL staff reached out to these women to document their mammography history and to 
help women obtain routine mammograms.  To date, we have reached 15 women who have either 
had a recent mammogram, will schedule a mammogram themselves, or have been scheduled by 
HHL staff for their next mammogram.  Over 90% of the phone numbers were disconnected or 
wrong phone numbers.  [Note, for these women, we are reaching out to their primary care 
providers to see if updated contact information is available.]    
 
Although reaching women in our communities was one of our greatest challenges, there are some 
important lessons to share.  For one, we learned that: (1) women do not always understand the 
referral process or know where to go for their appointments; (2) some clinics to which women are 
assigned are walk-in only; and (3) some clinics have been difficult to reach (that is, when HHL 
staff personally called, no clinic staff answer the phone or the clinic has inconvenient and 
inconsistent hours of operation).   
 
We have given this feedback to leadership at the Harmony Health Plan and hope that future 
efforts with other local Medicaid HMOs, such as Family Health Network will be better.  Medicare 
agencies are important partners in this work since they provide insurance coverage for many 
women in our target communities.  Our experience is important to understanding how to navigate 
women with Medicaid coverage, especially given the economic climate in which we are trying to 
help women get screened. 
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Many more women are in various other parts of the flow chart moving towards a mammogram.  
We estimate that at the end of this grant period (September 2010), we will have helped at least 
350 women who are without a medical home and/or insurance obtain a mammogram directly 
through HHL.  We estimate that another 1,000 women who already have medical homes have 
obtained mammograms through their usual sources of care.  However, since we have not 
navigated them through this process we do not have exact data to describe them and tabulate the 
precise number.  
 
HHL navigators are thus not only responsible for meeting women where they are in the 
community through their outreach activities, but they are also responsible for tracking and 
ensuring HHL clients receive the services requested.  To do this, navigators spend several weeks 
reaching out to women in order to do all of the following:  assess the financial eligibility, enroll 
clients into appropriate programs to pay for services, schedule appointments, arrange for 
transportation if requested and make sure that clients get screened. Reaching the women, getting 
them scheduled and keeping them motivated enough to come in for care are what our navigators 
do best.  HHL navigator’s greatest challenge is getting those clients that have not yet completed 
their primary care or their mammogram appointment.  They spend roughly 60% of their time 
making calls, encouraging women to come in and attending appointments with clients. They also 
track each point of contact and describe their interaction with the client.  
 
Most importantly and uniquely, HHL staff also meticulously track mammogram results, make 
sure women have received their results, and if/when diagnostic services or treatment for cancer is 
required, that women follow-through in a timely fashion.  However, because HHL is not a health 
care provider we experience some limitations.  For one, if a woman does not sign the back of the 
Request Form, giving us permission to assess her medical records and/or speak to her medical 
provider, we cannot obtain the results of her screening.  Second, we are not able to give women 
their results.  So, we either contact the clinic to be sure that they received the results and will 
follow-up with the client; or wait for the results to appear in the records and then follow up with 
the mammography facility to request a letter with results of the screening or diagnostic 
mammogram be mailed out to the client at their correct address.   
 
Figure 8 thus does more than illustrate how our provision of mammograms works – it also shows 
how difficult it is for poor women to obtain mammograms in Chicago.  As described earlier, in 
order to obtain a mammogram in Illinois a woman must first obtain a referral from a primary 
care physician (PCP).  This is a difficult task when the woman does not have a PCP or a medical 
home and is further complicated when the woman does not have health insurance.  This is the 
situation in which the majority of women HHL is serving find themselves.  All of this must 
happen before the woman even begins to make an appointment for a mammogram.  In some 
instances, once an appointment is made the woman must get to the appointment and then might 
be asked to go back still again (for at least the third time) to obtain her results, a step which is 
required by some physicians that serve these communities. 
 
3c) Navigating a Broken System of Healthcare in Chicago 
 
As described, navigation is an extraordinarily arduous process complicated at every step of the 
way for poor women.  We have learned a great deal about accessing breast cancer screening, 
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especially for women with no or limited insurance coverage.  Here we describe some of what we 
learned as well as the challenges faced in trying to assist women obtain free to low-cost 
mammograms. 
 
The costs associated with quality breast health care are a crushing factor in our efforts to serve 
these vulnerable communities.  As we have noted above, having health insurance is a minority 
experience in these communities.  But even if a woman does have insurance this does not mean 
that she will face a seamless process in obtaining a mammogram since many private and public 
insurance policies have numerous restrictions and out of pocket costs.  The following explains 
the how Illinois’ health care system has been pieced together in an attempt to allow women to 
obtain breast health care and the challenges women face in utilizing this complex and fragmented 
health care system.  
 
In Illinois, there are seven broad payment sources for breast health care including Medicaid, 
Illinois Healthy Woman Program, Medicare, Stand Against Cancer (SAC), Illinois Breast and 
Cervical Cancer Program (IBCCP), charity care (or financial assistance) and private insurance 
carriers. The latter will not be discussed in detail.  
 
Many low-income women receive medical services covered by Medicaid.  Clinical breast exams, 
screening mammograms and diagnostic exams are covered with no additional cost for women 40 
years and older with Medicaid.  However, a woman must meet very strict eligibility guidelines 
including an income and asset rule that requires she be below 133% of federal poverty level.  In 
other words, a family of 4 must have a household income less than or equal to $29,326.50.  In 
addition, there are some provider restrictions based on type of Medicaid (HMO, PPO, fee-for-
service).  
 
Low-income women who have lost Medicaid coverage may be eligible to receive specific 
medical services under the Illinois Healthy Woman Program (“Pink Card”). This program 
mainly covers family planning and reproductive health services.  The Pink Card will cover 
screening mammograms at no cost to the woman; however her clinical breast exam is only 
covered if it is completed during an appointment for reproductive health services.  Diagnostic 
services are not covered at all under this program. Women who need follow-up for an abnormal 
mammogram are referred to the IBCCP program for additional care. Women can only use this 
program to obtain breast care until age 44.  Other restrictions require US citizenship and Illinois 
residency and family income must be below 200% Federal Poverty Level. 
 
Women age 65 and older or younger women who are federally qualified as disabled can obtain 
breast health care under Part B of the Medicare program.  While the previous medical payers 
provided services without additional out of pocket costs, utilizing Medicare can possibly 
generate significant costs especially if diagnostic services are necessary.  All breast health 
screenings require a 20% copayment that the patient must cover.  The amount may be higher if 
the health care provider does not accept the Medicare reimbursement rate.  Medicare recipients 
typically have a supplemental insurance to cover the additional medical fees.   
 
Women who are ineligible for any of the other health programs and are otherwise uninsured 
typically rely on the SAC program to obtain free or low cost breast health services.  SAC is a 
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state funded program that covers CBE’s and screening mammograms for un-insured or under-
insured women.  There are no age restrictions; however, only select federally qualified health 
centers in the state participate in this program.  SAC does not cover diagnostic services.  Women 
that have abnormal mammography results are referred to the IBCCP. 
 
Comparably the IBCCP is a federally funded program that covers breast screening for woman 
ages 40 – 64.  This program is also restricted to certain medical facilities.  Both screening and 
diagnostic services are covered 100% under this program. The only eligibility criteria is that she 
is uninsured. 
 
The last option for women who do not meet the eligibility criteria of the previous payers may be 
to utilize charity care of financial assistance to obtain breast health care.  This service is specific 
to the medical facility.  Most clinics and/or hospitals will only require the patient to pay a certain 
portion of the medical service based on the patient’s income status. 
 
As the reader can see, this health care non-system is almost impossible to comprehend and thus 
to utilize in a maximum manner.  For women with less education, time or patience this non-
system is a barrier that is very difficult to overcome.  It is no wonder actual (medical chart 
reviewed and verified) mammography rates are so low and why the racial disparity in breast 
cancer mortality is so high in the United States and in even higher in Chicago.   
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Section 4.   Summary  
 
 
HHL is the first community navigation program of its kind.  As described herein, it demonstrates 
how to link women from the community to screening and resolution of abnormal mammograms 
through to treatment.  During the past 19 months, we have learned how to navigate the 
fragmented system of getting mammograms for the uninsured and the under-insured by 
understanding the various programs that offer breast health care.   
 
To summarize our efforts, we wanted to highlight some of key accomplishments: 
 

 HHL has demonstrated how to reach women in some of the poorest communities in 
Chicago, even the United States;  

 
 We have also reached women with some of the highest uninsured rates (> 50%, see 

Table2) for any group of people in any study of this kind; 
 

 HHL has documented that mammography rates are low; rates of mammography as 
verified by medical records are even much lower.  No one has ever done a verification 
study such as this (Appendix A: Executive Summary) in a population such as this.  The 
findings are sobering; 

 
 We are aware of which outreach programs in these communities are effective and which 

are not.   
 
 We have reached over 26,000 women (about 17,000 per year) and provided them not 

only with important education but also with crucial information on where and how to get 
breast health care.  Our navigation of services helps women move through a medical 
system that is cumbersome. This process has been arduous to say the least but we believe 
we have been rather successful in this endeavor.   

 
 Our best estimate is that, in addition to this outreach and education, HHL has been 

responsible for 1,350 women obtaining mammograms and their results in a 24-month.   
 

 HHL has produced and utilized tracking forms and an effective tracking system for 
outreach and education through to community navigation. 

  
In addition, as noted above we have researched the literature thoroughly and have spoken to 
many people working in this field but have not been able to locate even one project like HHL 
that encounters women in their very poor communities (as opposed to at an institution) and then 
navigates them through all the steps necessary for breast health.   
 
HHL is thus unique, necessary, feasible and effective.  Now it is time for us to move ahead with 
the impetus of all the lessons we have learned and all the experiences that we have in place.   
 



 

Appendix A 
 

A Comparison of Self-Reported Mammography Use and Medical Records: 
Executive Summary 

 
Allgood KL, Vasquez-Jones G, Rauscher G, Shah A, and Whitman S. 

 
Preliminary Findings, April 2010 

 
Black women were 2.16 times as likely to die from breast cancer as White women in Chicago in 
2005.  This disparity is not unique to Chicago but is far worse than for the U.S. as a whole and 
for other large cities, including New York. The shapes of the mortality curves leading to the 
disparity in Chicago are worth noting.  The rates for Black women have not improved at all since 
1980 while the rates for White women have declined dramatically since then.  In the early to mid 
1990s, the racial disparity became apparent, likely stemming from 2 major events in the U.S.  
 

 In 1993, the Mammography Quality Standards Act (MQSA) was passed and 
mammography became more readily available to women 

 Treatment for breast cancer became more readily available 
 
Virtually all health surveys show that Black and White women are obtaining mammograms at 
about the same rate. For example, according to the Behavioral Risk Factor Surveillance System 
(BRFSS, 2008) 79% of White women and 76% of Black women in the U.S. reported receiving a 
mammogram in the past two years.  These figures, and many others like them, suggest that a 
substantial majority of women are getting mammograms routinely and have been doing so for 
several years.  Despite these high screening proportions, mortality rates for Black women have 
not improved over time in the U.S.  The high breast cancer screening rates are not consistent 
with the high mortality rates and need to be better understood.  One possible explanation may be 
the accuracy of self-reported mammography utilization.   
 
The purpose of this study is to determine the level of agreement between the self-reported 
mammography utilization and medical records.  We undertook this study for selected 
communities of Black, Mexican, Puerto Rican and other Latina populations in Chicago.   
 
Methods 
A comprehensive health survey was conducted in two communities on Chicago’s West Side 
neighborhoods between March and June 2008.  The survey questionnaire included several 
validated questions on mammography history and utilization.  To participate in the survey, 
respondents needed to be female, age 40 years and over and reside in one of the targeted 
community areas: Humboldt Park or North Lawndale (which was determined by zip code).  The 
survey was administered by trained interviewers and took about 45 minutes to complete.  All 
interviewers were women similar in age and background to survey participants.  A venue-based 
sampling approach was employed based on where women age 40 and over would most likely be 
in attendance, such as churches, beauty salons, laundromats, block clubs, senior facilities and 
health care facilities.  3,197 women were screened and 2,200 completed the survey.  
Respondents received a $20 gift card to a local retail or grocery store upon survey completion.  
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As part of the survey, respondents were asked if they would allow us to view their medical 
records to confirm their mammography history.  1,785 (81%) agreed and signed a HIPAA 
Authorization Form giving us permission to view their records at specific mammography 
facilities or primary care offices.  The names of these institutions were written on the 
Authorization Form. 
 
The majority of women received their mammograms at n=18 unique mammography facilities.  A 
package of materials was prepared as a formal request for medical records from each facility.  
The package included the names, date of birth and address of each woman, along with a copy of 
their signed HIPAA form.  It also included a brief description of the study and Sinai IRB study 
approval letter.  Each site gave us information from medical charts related to breast imaging 
(mammograms, ultrasounds and MRI), available referral information, and any pathology reports 
for those with suspicious findings since 2003.  A team of abstractors pulled the relevant data to 
complete an abstraction form for each woman.  A senior abstractor checked all abstraction 
records (as if starting from scratch) suggesting that the data were double-abstracted.  Data 
abstractions began in January 2009 and will be completed by May 2010.  
 
Results 
The final abstracted sample (n=1,272) was very similar demographically to the full survey 
sample (n=2,200).  Data presented here reflect preliminary findings for our analysis.  
 
There were 555 true positives (women both self-reported and had a documented mammogram in 
the last 2 years) and 298 true negatives (women both self-reported and documented not having a 
mammogram in the last 2 years).  This equates to 67% concordance among the full abstraction 
sample.   
 
In addition, 74% of women overall self-reported having had a mammogram in the last 2 years 
yet only 46% had mammograms that were documented in the medical record.  In general, there 
was over-reporting of mammogram use by about 30 % (the percent of women who self-reported 
a mammogram but did not have one documented). 
 
These rates of concordance and over-reporting varied by race/ethnicity and Black women 
demonstrated the greatest amount of over-reporting.  This is likely to contribute to the racial 
disparities seen in breast cancer mortality.  Black women living in Humboldt Park had the lowest 
proportion of documented mammograms (35%) but still a rather high level of self-report (64%), 
equating to a 45% difference between self-reported and documented mammography use.   
 
The largest difference between self-reported mammography usage and documented usage was by 
insurance status.  Women with Medicare/VA insurance or private insurance were much more 
likely to have a documented mammogram in the last 2 years, where women without insurance or 
who had Medicaid had the lowest documented rates of mammography. 
 
Discussion 
There is extensive over-reporting of mammography usage and there is very little under-reporting.  
The level of over-reporting varies by race and certain socio-economic characteristics such as age 
and health insurance status.  

34 



 

35 

 
Overall, our findings are similar to other studies suggesting that women of color and poor 
women are not getting the mammograms they need.  Compared to other research, our study had a 
very large sample size and drew from a uniquely poor and underserved urban population. 
  
Implications 
There are misperceptions of actual mammography utilization.  A racial disparity in breast cancer 
screening usage is hidden by the fact that health surveys such as BRFSS do not adjust for actual 
or documented mammography utilization.  These surveys erroneously suggest that most eligible 
women are getting their mammograms and assume that self-reported data are equivalent across 
racial/ethnic group, socioeconomic status and insurance status.   
 
Not only are women not getting their mammograms but many are also dying from breast cancer 
as a result.  Furthermore, our study found that this mortality disproportionately affects poor 
women of color.  
 
The overall situation is dire.  We must find a way to eliminate the disparities in breast cancer 
mortality.  Assuring regular mammography utilization is one way to do this.  Such assurance will 
be especially challenging during the economic crisis, which is resulting in many cutbacks in 
health insurance programs that cover breast cancer screening.  Now is the time to redouble our 
efforts.  
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                          Breast Health Questionnaire 
ACCESS ID_____

Date: ______/______/_______    Location____________________________________ 

Presenter’s Name____________________________ 

 
Please check one answer for each of the following questions. 

 
1. 

 
A mammogram can find smaller cancers than a clinical breast exam 
or self breast exam. 

 
 True   False   Not Sure 

 
2. 

 
Finding breast cancers when they are small can help save your life. 

 
 True   False   Not Sure 

 
3. 

 
If your mother or sister was diagnosed with breast cancer, your 
chances of getting breast cancer are greater.       

 
 True   False   Not Sure 

 
4. 

 
If I feel a lump in my breasts, I probably have breast cancer. 

 
 True   False   Not Sure 

 
5. 

 
All women over age 40 need a mammogram every year. 

 
 True   False   Not Sure 

 
6. 

 
As a woman gets older her chances of getting breast cancer 
increases. 

 
 True   False   Not Sure 

 
7. 

 
Being overweight or obese increases your chances of developing 
breast cancer. 

 
 True   False   Not Sure 

 
8. 

 
Drinking too much alcohol (beer, wine, and liquor) increases your 
chances of developing breast cancer. 

 
 True   False   Not Sure 

 
9. 

 
A mammogram can cause cancer to spread.

 
 True   False   Not Sure 

 
10. 

 
Women over 40 don’t need to get a mammogram if they eat well 
and perform self breast exams to check for lumps every month. 

 
 True   False   Not Sure 

11.  Women whose doctors perform clinical breast exams at the office 
don’t need to get a mammogram. 

 
 True   False   Not Sure 

 
12. 

 
What are the chances that you will get breast cancer in your lifetime? 

 1 in a million   1 in 75   1 in 8   1 in 2 

13.  Which of the following programs provide free breast and cervical screenings? 
 A. Healthy Start                               B. Stand Against Cancer                 C. American Idol   

 D. Illinois Breast and Cervical Cancer Program                                           E. Both B and D 
 

14. 
 
Which of the following responses best describes you? 

 A. I just had a mammogram within the last few months. 

 B. I am definitely planning on having a mammogram in the next year or two. 

 C. I am thinking about having a mammogram in the next year or two. 

 D. I am definitely not planning on having a mammogram in the next year or two. 

 E. I am too young to have a mammogram. 

 F. I don’t know what a mammogram is. 



                          Breast Health Workshop Evaluation Form 

FOR OFFICE USE ONLY 

 
We value your honest opinion. 

Please take a few minutes to answer a few questions about your experience at this workshop. 
 

Date:___/___/_____          Location:__________________________________________________ 

          Presenter’s Name:__________________________________________ 
 

1.  How did you hear about the workshop? (Select all that apply) 

 Word of Mouth   Community Event     HHL Poster or Flyer 

 Newspaper         Other ___________________________________ 

 

2. Did this presentation make you feel like you should get a mammogram?              Yes    No 
 

3.  Will you get a mammogram in the next few months?          Yes    No 

 
4.  How would you rate the workshop, overall?                              

       Excellent   Good   Average   Fair    Poor 
 

5. How strongly do you Agree or Disagree with the following statements? (Select one) 

a. The presenter explained the material in a way that was easy to understand. 
      Strongly Agree         Agree           Neutral          Disagree            Strongly Disagree 

 
b. The presenter was friendly and engaging.  
      Strongly Agree         Agree           Neutral          Disagree            Strongly Disagree 

 

6. List 3 things you learned from this discussion/presentation: 
A. 

 
B. 

 

C. 

 

7.  Is there any breast health information you would like to learn more about?      Yes     No 
     If so, please explain: 
 
 

Please continue to complete the questions on the second page. 

ACCESS ID_____

 MATCHED ID#_________ LAST UPDATED 5/28/2010 



                          Breast Health Workshop Evaluation Form 

FOR OFFICE USE ONLY  MATCHED ID#_________ LAST UPDATED 5/28/2010 

 
Please check one answer for each of the following questions. 

 
 

1. 
 

A mammogram can find smaller cancers than a clinical breast 
exam or self breast exam. 

 

 True   False   Not Sure 

 

2. 
 

Finding breast cancers when they are small can help save your 
life. 

 

 True   False   Not Sure 

 

3. 
 

If your mother or sister was diagnosed with breast cancer, 
your chances of getting breast cancer are greater.       

 

 True   False   Not Sure 

 

4. 
 

If I feel a lump in my breasts, I probably have breast cancer. 
 

 True   False   Not Sure 
 

5. 
 

All women over age 40 need a mammogram every year. 
 

 True   False   Not Sure 
 

6. 
 

As a woman gets older her chances of getting breast cancer 
increases. 

 

 True   False   Not Sure 

 

7. 
 

Being overweight or obese increases your chances of 
developing breast cancer. 

 

 True   False   Not Sure 

 

8. 
 

Drinking too much alcohol (beer, wine, and liquor) increases 
your chances of developing breast cancer. 

 

 True   False   Not Sure 

 

9. 
 

A mammogram can cause cancer to spread.
 

 True   False   Not Sure 
 

10. 
 

Women over 40 don’t need to get a mammogram if they eat 
well and perform self breast exams to check for lumps every 
month. 

 

 True   False   Not Sure 

11.  Women whose doctors perform clinical breast exams at the 
office don’t need to get a mammogram. 

 

 True   False   Not Sure 

 

12. 
 

What are the chances that you will get breast cancer in your lifetime? 
 1 in a million   1 in 75   1 in 8   1 in 2 

13.  Which of the following programs provide free breast and cervical screenings? 
 A. Healthy Start                               B. Stand Against Cancer                 C. American Idol   

 D. Illinois Breast and Cervical Cancer Program                                           E. Both B and D 

 

14. 
 

Which of the following responses best describes you? 

 A. I just had a mammogram within the last few months. 

 B. I am definitely planning on having a mammogram in the next year or two. 

 C. I am thinking about having a mammogram in the next year or two. 

 D. I am definitely not planning on having a mammogram in the next year or two. 

 E. I am too young to have a mammogram. 

 F. I don’t know what a mammogram is. 
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A proud 
member of  

Sinai Health 
System 

The Helping Her Live Program is directed by the Sinai Urban Health Institute (SUHI), a proud member of Sinai Health System 
and is generously funded by the Avon Foundation.

 
INTRODUCTION: 

The Helping Her Live (HHL) Program is an 
innovative breast health awareness and 
navigation program. Its goal is to bring 
education and community navigation to two 
communities in Chicago (North Lawndale and 
Humboldt Park) in an effort to eliminate racial 
and ethnic disparities in breast cancer 
morbidity and mortality. 
 
During the month of October, HHL 
spearheaded four exciting community forums 
in our target communities in honor of breast 
cancer awareness month and to promote 
HHL Program services. The forums created a 
community space for women, along with their 
families, friends and neighbors, to learn and 
ask questions about breast cancer and to 
sign up for breast health services. Women 
were invited from the North Lawndale, 
Humboldt Park, Austin, East and West 
Garfield Park communities on the Westside of 
Chicago. The forums were held at community 
venues and involved the support of local 
churches, businesses, and community 
organizations, without which none of the 
events could have been successful. 
 
While the programs varied at each site, there 
were some common elements to each forum. 
A presentation of the dire situation of breast 
cancer mortality among women of color in 
Chicago was made at each forum, 
emphasizing the importance of early 
detection and routine screening. In addition, 
HHL Coordinators introduced the HHL 
program and gave women the opportunity to 
sign up for a mammogram or to host a breast 
health awareness workshop. An information 

table, which included brochures and 
pamphlets on breast health services and 
community information, was set up; and gift 
bags and giveaways that included HHL 
program information, breast health 
information and Avon products were 
distributed to all participants.  
 
The following summary highlights the 
planning, implementation and outcomes of 
each of the forums. 
 
 
NORTH LAWNDALE FORUM: 
GREATER GALILEE MISSIONARY BAPTIST 
CHURCH 
TUESDAY, OCTOBER 6, 2009 
 
The first HHL forum event was a breakfast 
that was held at one of the largest churches 
in the North Lawndale community. HHL had 
made many presentations at this venue 
during the past year and had a good working 
relationship with the Health Ministry leader. 
 
Local businesses were great supporters of the 
forum.  Breakfast was catered by Edna’s, a 
famous soul food restaurant with a rich 
history of providing ‘good’ food on the 
Westside of Chicago, and a local Starbucks 
donated coffee for the event. Giveaway items 
were purchased for the speakers of the 
program as well as raffle items for those who 
attended. These incentive items were 
donated or purchased items from a North 
Lawndale organization called Sweet 
Beginnings. Sweet Beginnings is a not-for-
profit organization that creates jobs for North 
Lawndale residents (most of whom are 
returning from prison) through the 
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production and manufacturing of honey and 
beauty items created with honey. 
 
Several outreach activities were undertaken 
in order to reach out to the community and 
create excitement about the forum. These 
activities included mailed invitations to the 
local pastors of North Lawndale churches and 
mass e-mailings to local organizations. 
Additionally, intensive outreach efforts were 
made at existing community events in the 
weeks prior, including the Komen Breast 
Cancer Walk (9/26/09), the Historically Black 
Colleges/Universities Football Classic 
(9/26/09), and at local health fairs and 
events (e.g., 2nd Annual Lawndale Christian 
Fitness Center 5K Walk/Run) etc. 
 
HHL staff leafleted at the local Chicago 
Alternative Policing Strategy (CAPS) 
meetings, local businesses, and schools and 
set up tables within the Sinai Health System. 
Fliers were sent out to participants of the 
HHL Community Walk held in August 2009. 
Lastly, several social service agencies 
supported the event by organizing their 
clients and bringing them to the event. 
 
HHL partnered with the Woman to Woman 
program (sponsored by the Komen for the 
Cure Foundation) at the Sinai Community 
Institute to place a half-page ad in the North 
Lawndale Community News (NLCN) for the 
two weeks leading up to the breakfast event. 
The Woman to Woman program also 
generously provided transportation to seniors 
and women from three different facilities: 
Senior Suites Senior Living Chicago Housing 
Authority (CHA) Apartments, Sankofa House 
Apartments (Grandparents Raising 
Grandchildren), and Deborah’s Place (local 
women’s shelter). 

In addition to these efforts, word of mouth 
was very helpful to the attendance success. 
For example many of those who called in 
advance expressed that they were bringing 
other people. Individuals who received 
invitations by mail brought their friends and 
family. Others heard about the forum from 
the local church bulletin and/or were 
encouraged by their pastor to attend or 
volunteer at the forum. Lastly, the day before 
the event, HHL staff made a special effort to 
call all of those who pre-registered to remind 
them of the event.   
 
The entire community galvanized to promote 
the community forum and to help women get 
to the event. They understood the 
importance of making sure that women came 
to learn about breast health and to help them 
obtain access to free and low-cost breast 
cancer screenings.  
 
The program was shaped to include prayer 
provided by the Deacons of the host church 
and several testimonies given by survivors 
and HHL Clients. The agenda also included 
invited distinguished guests Illinois State 
Representative Arthur Turner and Assistant 
Commissioner of the Chicago Department of 
Public Health Joseph Harrington, as opening 
speakers. Dr. Steven Whitman, SUHI 
Director, presented the epidemiological data 
describing the breast cancer situation, and 
Dr. Anngell Jones, general surgeon and a 
breast specialist of Mount Sinai Hospital 
moderated an informative presentation which 
included a question and answer period. 
 

 2

In addition, the North Lawndale event 
included a slideshow on famous African-
American women and men who had either 
died from or survived breast cancer with 
background gospel music playing during the 
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free breakfast.  There was a special table for 
survivors in the room and a separate room 
where clients could talk privately with an HHL 
staff.  
 
Because of the success of this year’s 
program, we were invited back to Greater 
Galilee in October to participate in their 
Annual Health Fair, which resulted in (19) 
service requests (13 mammogram reminders 
and 6 mammogram appointments). We are 
proud to say that as a result of this forum, 
HHL has already been asked to plan and host 
the event again (October 2, 2010) at another 
large church in the community (United 
Baptist Church).  
 

BOX 1. Summary of  
North Lawndale Attendees 

N = 155 
Demographics 

# Male 12 
#Female 143 

Age  22 – 82 years old 
(Avg. 52) 

Female ≥40 105 
Female <40 29 

Among Females ≥ 40 
Routine Mammogram  

≤ 2 Years 

 
 

74 (70%) 
Total # Service Requests (37) 

Mammogram  22 
Reminder 11 
Workshop 4 

*Note: Numbers may vary due to missing information  

 
 
EAST HUMBOLDT PARK FORUM: 
LA ESTANCIA 
WEDNESDAY, OCTOBER 7, 2009 
 
The second HHL forum event was also a 
breakfast, held in East Humboldt Park (EHP) 
at La Estancia. La Estancia is a mixed 
development housing building that is located 

on Paseo Boricua (Puerto Rican Passage) in 
the heart of Chicago’s Puerto Rican 
community.  This newly constructed 
development is a valuable resource to the 
community and includes public space which 
community based organizations can hold 
events to provide health messages to 
residents living in the East Humboldt Park 
community. 
 
HHL staff partnered with a number of 
community based organization 
representatives, business owners and 
community volunteers to plan East Humboldt 
Park’s forum and to ensure its success. These 
partnerships included notable community 
leaders, survivors and representatives from 
all walks of life (e.g., Puerto Rican Cultural 
Center, Centro Sin Fronteras and Vida Sida). 
Partners supported the event by supplying 
volunteers, providing raffle prize incentives, 
and promoting the event in the community 
through their networks. 
 
Local businesses were great supporters of the 
event as well.  For example, El Quijote 
Bookstore and the Puerto Rican Cultural 
Center served on the planning committee and 
donated several custom gifts sets that 
included authentic coffee from Puerto Rico 
for raffle prizes. Breakfast was catered by a 
neighborhood favorite, Nellie’s Restaurant, a 
Latin American restaurant that specializes in 
providing delicious ethnic breakfast and 
brunch creations. One of the planning 
committee members also secured a donation 
of breakfast beverages from Goya Inc. 
 
The planning committee and EHP HHL staff 
worked hard to recruit women, gather 
donations from local businesses, and contact 
local television stations in an effort to 
promote the forum. Several outreach 
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activities were undertaken to ensure forum 
attendance. Promotional flyers were handed 
to staff at all the local schools in East 
Humboldt Park. Pastors of the larger local 
churches (e.g., Rebaño Compañerismo 
Cristiano Church) were contacted, made 
aware of the event, and asked that they 
announce the event on the two Sundays 
prior. HHL staff also canvassed at busy 
thoroughfares and stopped at large 
businesses, such as supermarkets, 
Walgreens, laundromats, and parks, inviting 
community residents to attend. 
 
The program agenda included several client 
and survivor testimonies and narratives on 
the importance of breast cancer screening. 
Most notable of these remarks were those 
given by Emma Lozano, two time breast 
cancer survivor, community activist, and 
executive director of Centro Sin Fronteras; 
and Maddi Amill, who is a HHL Client. Both 
spoke passionately about their breast health 
experiences and the importance of programs 
like HHL for the community. The agenda also 
included opening remarks by Illinois State 
Representative Cynthia Soto. Dr. Steven 
Whitman, SUHI Director, presented the 
epidemiological data describing the breast 
cancer situation. A pastor of one of the 
largest churches in the area and HHL forum 
planning partner, Pastora Lynette Santiago of 
Rebaño Compañerismo Cristiano, also 
provided comments.  
 
Along with these phenomenal speakers, a 
representative from a local public health 
clinic, West Town Neighborhood Center, 
spoke to the audience about the importance 
of early detection and getting annual breast 
cancer screenings. She encouraged women 
to take the time at the end of the program to 

visit the mammogram sign-up tables before 
leaving the event. 
 
At the end of the event, women signed up for 
mammogram exams at either West Town 
clinic or one of two clinics that were located 
in EHP. Those that went to the West Town 
clinic were given same day services on 
October 20-22, 2009. HHL worked closely 
with West Town to provide such care to 60 
women who received free pap smears and/or 
mammograms (if age eligible) all on the 
same day.  
 
In addition to these services, women were 
given an opportunity to participate in a HHL 
breast health workshop in the reception area 
while they waited for their services. Coverage 
of the event was printed in La Voz newspaper 
(Vol. 6, No. 7) during the week of October 
19th. The HHL program staff is eager to plan 
another successful forum in October of 2010. 
 

BOX 2. Summary of  
East Humboldt Park Attendees 

N = 125 
Demographics 

# Male 18 
#Female 107 

Age  15 – 86 years old 
(Avg. 60) 

Female ≥40 49 
Female <40 52 

Among Females ≥ 40 
Routine Mammogram  

≤ 2 Years 

 
 

40 (82%) 
Total # Service Requests (129) 

Mammogram  76 
Reminder 3 
Workshop 50 

*Note: Numbers may vary due to missing information  
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WEST HUMBOLDT PARK FORUMS: 
THE PINK CELEBRATION DINNER 
AUSTIN TOWN HALL 
WEDNESDAY, OCTOBER 7, 2009 
 
West Humboldt Park (WHP) was unique in 
that it held two separate forums on different 
dates with different partner agencies. The 
first program was coordinated in conjunction 
with the Westside Health Authority’s (WHA) 
Austin Breast Cancer (ABC) program. The 
ABC program is another AVON funded project 
offering similar navigation services to women 
living on the Westside of Chicago. HHL 
partnered with ABC to host the Pink 
Celebration because of their long standing 
presence in the community. The planning 
committee for this event included WHP HHL 
staff and two members of the WHA ABC staff. 
Advertisements and announcements for The 
Pink Celebration were placed in several 
community papers such as the Austin 
Weekly, the Austin Voice, and the West 
Humboldt Park Development Council 
Newsletter as well as the listserve for the 
Chicago Foundation for Women. 
 
The Pink Celebration was held at the Austin 
Town Hall Park Community Room. It was 
held in the evening to offer a time when 
working women would be able to attend. 
Program speakers for the celebration 
included Alma Smith, a breast cancer 
survivor, and Celevia Taylor, HHL Health 
Educator, who shared inspiring words about 
her own personal experience with navigating 
the health care system to resolve abnormal 
mammography findings. 
 
Other speakers included the director of the 
WHA Health Promotions Programs (Cody 
McSellars-McCray), who also presented on 

the ABC program services. Dr. Steven 
Whitman, SUHI Director, presented the 
epidemiological data describing the breast 
cancer situation and Dr. Anngell Jones, a 
general surgeon and breast specialist at 
Mount Sinai Hospital gave a breast health 
presentation and answered questions from 
the attendees. The program was taped by 
the local Chicago Community Access Network 
Television (CAN TV). 
 
As in all the forums to this point, HHL staff 
provided program attendees with the 
opportunity to sign up for primary care 
appointments to get their mammogram 
referrals onsite. In an effort to encourage 
women to attend, childcare was also provided 
for the event. The Jamaican Grill, a local 
favorite restaurant in the area, catered the 
dinner for the event. 
 
PINK LADIES LUNCHEON 
LAFOLLETTE PARK 
OCTOBER 24, 2009 

The second program of the WHP forums was 
co-sponsored with another community 
partner, the West Humboldt Park 
Development Council (WHPDC). WHPDC has 
been a supporter of the HHL Program from 
the start of the program and this relationship 
has been very fruitful in reaching women in 
the community. 
 
For this event WHP HHL staff expanded the 
program from the previous event to include 
transportation, entertainment and other 
medical resources. In addition, a continental 
breakfast and lunch were provided for this 
event.  
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To promote the forum, invitation letters and 
program fliers were mailed out to over 300 
homes and businesses in the WHP 
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community. Fliers were also distributed at a 
number of community meetings and 
presentations. In addition, WHP HHL staff 
canvassed and distributed flyers at a number 
of senior venues and businesses prior to the 
event. An ad in the Austin Weekly came out 
several days before the event. 
  
Transportation was arranged to pick up 
women from another HHL community 
partner, the Sanctuary Place, a residential 
facility that provides transitional housing for 
homeless women and children. Many of these 
women signed up to volunteer for the event. 
Transportation was also provided to women 
from senior facilities who wished to attend.  
 
To open the program, Psalmist, Alonzo Berry, 
from Revival Fellowship Church of God in 
Christ, sang an inspirational hymn for the 
participants. Flora Roby, a recent breast 
cancer survivor, gave a wonderful testimony 
of her survival. The WHP HHL staff presented 
findings from the HHL community survey, 
described the HHL program, and shared 
breast health awareness facts with the 
audience. To reinforce HHL key breast health 
messages, HHL staff placed breast cancer 
awareness facts in the center pieces on each 
table as a continual reminder of the 
importance of early detection.  
 
During the program, attendees had an 
opportunity to sign up for primary care 
appointments to get their mammogram 
referrals onsite, just as with the other 
forums. For this event, HHL contracted with 
Deeply Rooted Dance Theater, a renowned 
dance company throughout the Chicagoland 
area, to perform an inspirational piece for the 
luncheon portion of the program. Two 
massage therapists also provided ten minute 
massages to some of the attendees. 

Numerous gift prizes were raffled at the 
event including four large gift baskets 
containing AVON products (which had been 
donated), as well as four tickets to an 
upcoming Deeply Rooted performance. 
Smaller Avon gift bags were given to all the 
volunteers for the event. The entertainment 
and additional services helped women feel 
appreciated. It was a small gesture that went 
a long way in celebrating women’s livelihoods 
and survivorship in the community. 
 

BOX 3. Combined Summary of  
West Humboldt Park Attendees 

N = 127 
Demographics 

# Male 9 
#Female 118 

Age  26-104 years old 
(Avg. 52) 

Female ≥40 84 
Female <40 15 

Among Females ≥ 40 
Routine Mammogram  

≤ 2 Years 

 
 

57 (68%) 
Total # Service Requests (66) 

Mammogram  18 
Reminder 15 
Workshop 33 

*Note: Numbers may vary due to missing information  
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SUMMARY: 

All of the forums were tremendously 
successful in galvanizing the communities 
that HHL serves. In preparing for the forums, 
community partners, businesses and local 
organizations were involved and 
demonstrated their support in raising 
awareness about breast health for women in 
the community.  
 
The forums were overflowing with people and 
beautifully decorated in appreciation of the 
women. Women from the community were 
given a space to participate, ask questions 
and speak about their concerns. Most 
meaningful was the celebration of survivors. 
For many of them, it was the first time that 
they were given a forum to speak about their 
battles and to share their testimonies of 
survivorship. This is particularly significant 
because such breast health forums, to our 
knowledge, have never before been held in 
these communities, for these women. The 
testimony period at most of the forums was 
so powerful that the program went slightly 
over the scheduled times as we could not 
find a comfortable moment to end the 
survivor’s speeches. In fact, in many 
instances, several survivors who were not 
scheduled requested to speak so they could 
share their experiences and tell their stories. 
 
The forums had a profound impact on the 
community. The events reached close to 500 
women in our two target communities and 
signed up over 100 women for breast cancer 
screening, particularly those with no 
insurance and potentially no access to it. The 
women were engaged and we have received 
a number of anecdotal stories and feedback 

from women who felt that it was the best 
forum that they had ever attended.  
 
HHL messages have started to transcend to 
others in the community who may not have 
attended. For instance, one enthusiastic 
participant changed her personal voicemail to 
a message encouraging women to get their 
yearly mammogram and to call the HHL 
program if they needed help.  
 
These forums were successful in that the 
women left understanding the importance of 
getting their screening and knowing who to 
call to help them get screening. Most 
importantly, men and women who attended 
the forums are now spreading the HHL 
message by mobilizing community residents 
and encouraging women to get screened 
routinely. 
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Since the forum, HHL staff has worked 
tirelessly to ensure that all women who have 
requested a mammogram have gotten their 
mammograms and to schedule breast health 
workshops for women who requested them. 
We are very proud of the collective efforts 
that were made to make these events a 
success and look forward to continuing to 
partner with the community to have equally 
successful events next year. 



HHEELLPPIINNGG  HHEERR  LLIIVVEE::  
Gaining Control of Breast Cancer 

Community Forum Summary 
October 2009 

 8

A proud 
member of  

Sinai Health 
System 

Community Forum Summary Demographics 
N = 407 

DEMOGRAPHICS 
# Male 39 

# Female 368 
Combined Age 15 – 104 years old 

(Avg. 54) 
Female ≥40 238 
Female <40 96 

Among Females ≥ 40  
Routine Mammogram  

≤ 2 Years 

 
 

171 (72%) 
TOTAL # SERVICE REQUESTS (232) 

Mammogram 116 
Reminder 29 
Workshop 87 

*Note: Numbers may vary due to missing information  
 
 

For more information about the HELPING HER LIVE BREAST CANCER PROGRAM  
Contact us at 1-877-HER-LIF2 (1-877-437-5432) 

Sinai Urban Health Institute 
California at 15th Street • K-436 • Chicago, IL 60608 

suhi@sinai.org • www.HelpingHerLive.org 
A proud member of Sinai Health System 

mailto:suhi@sinai.org
http://www.helpingherlive.org/


Appendix D.   Helping Her Live Media References, March 2008-May 2010 

 Date Sector Type Media Source Article / News Title Audience 
 

1 3/20/2008 NL/HP Newspaper Lawndale Bilingual News Helping Her Live * General Public 

2 6/9/2008 WHP TV 
CAN TV Channel 21 
Alderman Burnett Show HHL & Breast Cancer Disparities Chicago CAN TV Viewers 

3 6/13/2008 WHP TV 

CAN TV Channel 21, 
segment of the BEEP 
Entrepreneurial Expo 

Breast Cancer Disparities, HHL, Sinai 
Navigation & Chicago Metro Breast 
Cancer Task Force Chicago CAN TV Viewers 

4 11/13/2008 WHP Newspaper Austin Weekly News 
Mt. Sinai Hospital expands outreach 
efforts WHP/NL Residents 

5 12/1/2008 WHP & EHP Website Chicago Public Library Breast Health Workshop Promotion Humboldt Park library patrons 

6 2/1/2009 EHP Newspaper La Voz 

Sinai Urban Health Institute presents 
“Helping Her Live: Gaining Control of 
Breast Cancer”  Hispanic/Latino Communities  

7 2/1/2009 WHP & EHP Website Chicago Public Library HHL Breast Health Workshop Promotion Humboldt Park library patrons 

8 2/1/2009 WHP Website Chicago Public Library HHL Breast Health Workshop Promotion West Chicago library patrons 

9 2/1/2009 WHP Website Chicago Public Library HHL Breast Health Workshop Promotion North Austin library patrons 

10 2/14/2009 NL 
Church 
Newsletter 

Carey Tercentenary A.M.E. 
Church 

Health Corner: Update on women getting 
mammograms on Vtines Day, Feb 14, 09 NL Residents 

11 2/25/2009 WHP Newspaper 
The Voice 
(Garfield/Lawndale) 

North Austin Library Presenting Breast 
Health Seminars  WHP/NL Residents 

12 2/26/2009 WHP Newspaper Austin Weekly 
Breast Health Awareness Workshops 
Announcement  WHP/NL Residents 

13 3/1/2010 EHP Newsletter 
Firebelly Foundation 
Newsletter Helping Her Live/Apoyandola a Vivar  EHP Residents 
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 Date Sector Type Media Source Article Subject / News Title Audience 

14 3/3/2009 WHP Newsletter 
West Humboldt Park 
Development Corp. News Publicity for HHL Breast Health Workshops  WHP Residents 

15 3/17/2009 EHP TV Network 27 Alderman Burnett Show - 2 showings All Chicago Residents 

16 3/18/2009 WHP Newspaper 
The Voice 
(Garfield/Lawndale) 

North Austin Library Presenting Breast 
Health Seminars  WHP/NL Residents 

17 3/19/2009 NL 
Online 
Newsletter 

Lawndale Christian 
Development Corp  HHL Publicity NL/Westside Residents 

18 4/9/2009 EHP Newspaper Extra HHL Breast Health Workshop Publicity General Public 

19 6/20/2009 EHP Newspaper La Voz HHL Breast Health Workshop Publicity EHP Residents 

20 7/2/2009 Chicagoland Newspaper 
Chicago Independent 
Bulletin 

CommUnity Stimulus Forum: What women 
want General Public 

21 7/23/2009 NL,WHP, EHP Newspaper 
North Lawndale 
Community News 

Publicity of HHL Program and Promotion 
for HHL Walk Residents of Westside 

22 7/25/2009 Chicagoland TV CAN TV 
CommUnity Stimulus Forum: What women 
want General Public 

23 7/30/2009 NL Newspaper 
North Lawndale 
Community News Ad about HHL and Walk Announcement 

NL, E-W Garfield, Pilsen, HP, 
and other Westside Residents 

24 8/6/2008 NL Newspaper 
North Lawndale 
Community News 

Publicity of HHL Program and Promotion 
for HHL Walk 

NL, E-W Garfield, Pilsen, HP, 
and other Westside Residents 

25 8/13/2009 NL Newspaper 
North Lawndale 
Community News 

Publicity of HHL Program and Promotion 
for HHL Walk 

NL, E-W Garfield, Pilsen, HP, 
and other Westside Residents 

26 10/1/2009 EHP Newspaper La Voz 

State Rep. Cynthia Soto Welcomes Over 
200 Attendees! Community forum highlights 
disparities EHP Residents 

27 10/1/2010 NL Newspaper 
North Lawndale 
Community News 

Free Health Programs in North Lawndale 
available for YOU!  NL Residents 

28 10/6/2009 WHP Newsletter 
WHPDC Community 
Calendar New Ad for HHL Community Forum 

WHP and Austin Residents 
and Businesses 

29 10/7/2009 EHP Newspaper 
Health Beat, Chicago 
Tribune 

Health Notes: Breast Cancer Breakfast 
Forum in EHP 

EHP Residents, Chicagoland 
Residents 
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 Date Sector Type Media Source Article Subject / News Title Audience 

30 10/14/2009 NL,EHP, WHP Newspaper Extra News 
Building Awareness: Community resource 
guide on free mammograms Chicagoland residents 

31 10/14/2009 EHP  
Online 
Newspaper Extra Short article on HHL Program Chicagoland residents 

32 10/20/2009 NL 
Online 
Newspaper 

Lawndale Christian 
Development Corp HHL Publicity 

NL, WHP, Austin Community 
Residents 

33 10/21/2009 All Chicago Radio WBEZ 
Part 2 of 3 part series on breast cancer 
disparities in Chicago (Part 2 featured HHL) 

Greater Metro-Chicago 
residents 

34 10/22/2009 WHP Newspaper Austin Weekly  
HHL Pink Ladies Community Forum 
Luncheon 

WHP, Austin Community 
Residents 

35 10/23/2009 EHP Newspaper La Voz HHL October Breast Cancer Forum  EHP Residents 

36 10/25/2010 WHP Church Bulletin New Morning Start 
Breast Cancer Awareness Facts and HHL 
Services Congregation of NMRMBC 

37 12/8/2010 EHP Website 
Greater HP Community 
of Wellness Publicity for HHL Program Services Website – HP residents 

38  3/1/2010 Chicagoland Newsletter CHW Newsletter 
Chicago CHW Local Network:  First CHW 
of the Month All Chicago Residents 

39 5/13/2010 Chicagoland TV CAN TV  
Metropolitan Chicago Breast Cancer Task 
Force Series All Chicago Residents 

 



Appendix E 
 
Navigation Service Request Tracking Forms 



 HELPING HER LIVE: GAINING CONTROL OF BREAST CANCER  
 

Section A.   Please tell us about yourself                               Today’s Date: ________ /________ /_________ 
 

1.    Are you:             Under 40 years old              40 years or older 

2.  What race or ethnic group best describes you? 
   African American   Puerto Rican   Mexican   Other Hispanic   Other Race     
  
3.   What type of Insurance do you have? 

        No Insurance                Private Insurance        Public Insurance  
              (HMO, PPO thru my/Spouse’s Job)             (Medical Card (Medicaid), Medicare, VA)  

 
4.   Do you have a primary care or regular doctor?        YES        NO   
 
5.  Where do you go for routine medical care?  
 a.   Doctor’s Name: _____________________________________________________________________________________    
 
 b.  Facility’s Name / Location: __________________________________________________________________________ 
 
6.  Have you ever had a mammogram?      YES        NO  (If NO, go to Section B) 

       6a.  If YES, when was your last mammogram?       (Month / Year)    _________________ /___________ 

       6b.  If you don’t remember, was it:      Within the last 2 years?          2 or more years ago? 
 
Section B.  Contact Information 
 
Name: __________________________________________________    Date of Birth: _________________________ 
 
Address: _______________________________________________     City: _____________________  State: _____ 
 
Zipcode: _______________  Phone:_______________________  Alternative Phone:  ________________________ 
 
How can we help you?  Check all that apply. 

  Remind me of my next mammogram appointment  
(I would like to be reminded on this date: ______________ /_______________) 

                                                                                                                       (month)                        (year) 
  Schedule a doctor’s appointment  

      (PLEASE SIGN THE CONSENT FORM ON THE BACK OF THIS PAGE.) 
  Conduct a breast health workshop in my home, church, neighborhood, etc. 
  I do not need any assistance at this time 

 

Thank You for Your Time.   
We may contact you in the future to make sure that you are receiving quality breast health care, 

including routine mammograms. 
 

FOR HELPING HER LIVE STAFF USE ONLY. 

PINK ID: ____________________     HHL ID: ____________________     REQ NO.: ____________________      

HHL ED Initials: ____________      Venue/Contact Type: _______________________________________________________________________      ver Mar2010 1 
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INFORMED CONSENT & HIPAA AUTHORIZATION FORM 
 
 
The goal of the HELPING HER LIVE Program is to make sure that all women receive the best breast 
health care possible. We are committed to assisting women obtain their annual screening exams and 
appropriate follow up care.  
 
 
By signing, I understand that HELPING HER LIVE: 
 

 Services are FREE.   
 

 Cannot pay for any screening exams but they will assist me in enrolling in free or low cost 
screening programs if I do not have insurance.  

 

By signing, I give permission to the HELPING HER LIVE Program to:  

 Help me get breast health services, when requested.  
 

 Follow up with my healthcare provider(s), hospital, clinic, laboratory, and/or mammography 
facility about the breast health care, including my screenings, diagnostics exams and/or 
treatment received through this program. 

  
 Collect information from me such as my age, income and insurance status to make sure I receive 

appropriate breast health care and for reporting purposes.  My personal information will not 
be used in any reports. 

 
 
If you decide not to sign this Authorization form, it will not affect your treatment, payment or 
enrollment in any health plans or your eligibility for benefits or HELPING HER LIVE services offered.  
Your information will be disclosed to the HELPING HER LIVE staff for the purpose stated above.  Others 
who will have access to your information for this project include the Mount Sinai Hospital 
Institutional Review Board.  Information will not be disclosed to groups outside of the Sinai Health 
System.  This Authorization will expire on December 31, 2012, but can be terminated earlier if you 
decide to revoke your permission. 
 
To Revoke (Take Back) Authorization: 
You may revoke (take back) this authorization at any point during the project by writing to: Dr. Steve 
Whitman, Director, Sinai Urban Health Institute, S. California Ave. at 15th St., Room K-435, Chicago, 
IL 60608.  In addition, you may call or email Dr. Whitman at: (773) 257- 5661 or whist@sinai.org. 
 
For information on your rights as a study subject, you may contact Alan Channing, President & CEO, 
Sinai Health System at 773-257-6434. 
 
 
_____________________________________        _________________________________  ______________________  
Printed Name         Signature     Date 

mailto:whist@sinai.org



