
ORIGINAL PAPER

A community effort to reduce the black/white breast cancer
mortality disparity in Chicago

David Ansell Æ Paula Grabler Æ Steven Whitman Æ
Carol Ferrans Æ Jacqueline Burgess-Bishop Æ
Linda Rae Murray Æ Ruta Rao Æ Elizabeth Marcus

Received: 20 October 2008 / Accepted: 3 August 2009 / Published online: 18 August 2009

� Springer Science+Business Media B.V. 2009

Abstract

Background The Metropolitan Chicago Breast Cancer

Taskforce was formed to address a growing black/white

breast cancer mortality disparity in Chicago. The Taskforce

explored three hypotheses: black women in Chicago

receive fewer mammograms, black women receive mam-

mograms of inferior quality, and black women have inad-

equate access to quality of treatment for breast cancer.

Methods A total of 102 individuals from 74 Chicago area

organizations participated in the Task Force participating

in three work groups from January to September 2007. The

work groups held focus groups of providers, organized

town hall meetings in four Chicago communities, gathered

black/white breast cancer mortality data for Chicago, the

United States, and New York City, and conducted a

mammography capacity and quality survey of mammog-

raphy facilities.

Results Chicago’s black and white breast cancer mortality

rates were the same in 1980. By the late 1990s, a substantial

disparity was present, and by 2005, the black breast cancer

mortality rate was 116% higher than the white rate. In 2007,

206,000 screening mammograms were performed for

women living in Chicago, far short of the 588,000 women in

the 40–69 age range in Chicago. Facilities that served pre-

dominately minority women were less likely to be academic

or private institutions (p \ .03), less likely to have digital

mammography (p \ .003), and less likely to have dedicated

breast imaging specialists reading the films (p \ .003).

Black women and providers serving them reported signifi-

cant difficulties in accessing needed care for breast cancer

screening and treatment.

Conclusion There are significant access barriers to high

quality mammography and treatment services that could be

contributing to the mortality differences in Chicago. A

metropolitan wide taskforce has been established to

address the disparity.

Keywords Breast cancer screening � Breast cancer

treatment � Racial disparity, community interventions �
Breast cancer disparity

Background

In October 2006, a group of Chicago breast cancer

researchers released a report entitled ‘‘Breast Cancer in

Chicago: Eliminating Disparities and Improving Mam-

mography Quality’’ and called for a metropolitan Chicago

summit to address the issue [1]. The major objective of the

report was to present new data looking at breast cancer
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epidemiology in Chicago from 1980 to 2003. Trends in

black/white female breast cancer incidence, mortality, stage

of diagnosis and mammography screening rates in Chicago

were analyzed. This was the first comprehensive study of

breast cancer mortality disparity in Chicago and showed a

substantial and growing disparity in Chicago black/white

breast cancer mortality, a disparity that was greater than that

reported for the United States as a whole [1, 2]. The authors

of the report concluded that there were three possible

hypotheses to explain the differences in breast cancer mor-

tality: black women receive fewer mammograms, black

women receive mammograms of inferior quality, and black

women receive different quality of treatment for breast

cancer, once diagnosed. In March 2007, a Breast Cancer

Summit was held with researchers, providers, government,

advocacy groups, survivors, and community groups to dis-

cuss the problem and propose solutions. The outcome of the

Breast Cancer Summit was the Metropolitan Chicago Breast

Cancer Taskforce that organized action workgroups around

the three major hypotheses. Each workgroup was charged

with reviewing the literature and data, conducting interviews

and focus groups with providers, and holding Town Hall

meetings with the public. The goal of the Task Force was to

reach conclusions regarding the reasons for the mortality

disparity, propose evidence-based recommendations for

reducing the breast cancer mortality disparity in Chicago,

and set forth strategies for successfully implementing them.

The report, ‘‘Improving Quality and Reducing Disparities in

Breast Cancer Mortality in Metropolitan Chicago’’, [3] was

released on 16 October 2007. This paper describes the pro-

cess that was employed to create plans to eliminate the dis-

parities, presents some of the data that guided the decision-

making process, and discusses the key findings and recom-

mendations of the Task Force.

Methods

A total of 102 individuals from 74 Chicago area organi-

zations were involved in the Task Force and participated in

the three Action workgroups addressing each of the

three hypotheses. The Action workgroups met bi-weekly

from March to September 2007 with additional meetings

of workgroup subcommittees. The workgroups reviewed

the literature, assembled the data, and proposed recommen-

dations.

Breast cancer mortality rates for non-Hispanic black and

non-Hispanic white women were assembled for Chicago

using a methodology described elsewhere [2]. Breast cancer

mortality rates from New York City for Black and White

women were calculated (from vital records) using the same

methodology. Breast cancer mortality from SEER was uti-

lized to calculate the non-Hispanic Black and non-Hispanic

breast cancer mortality rates in the United States from 1980

to 2005 [3, 4].

Town Hall meetings, designed to elicit community

input, were held in four low income, predominantly Afri-

can American Chicago neighborhoods and were facilitated

by community leaders. The opinions and perspectives of

184 African American women were obtained regarding

their perceptions of the causes of breast cancer disparity in

Chicago, their ability to access screening and treatment,

financial limitations, and other barriers. In addition, focus

groups and interviews were held with safety net primary

care providers, mammography technicians, and general

radiologists who read mammograms in community hospital

settings to identify their perspectives on breast cancer care

in Chicago. A general solicitation to primary care physi-

cians in private practice, those in community health cen-

ters, and those working in the County Health system

produced a group of eight diverse physicians and physician

assistants who provided care to under represented minori-

ties in Chicago. They participated in a focus group on the

mammography process as it impacted their patients and

practices. In addition, eight mammography technologists

representing six Chicago area institutions were also par-

ticipants in a separate focus group. Phone surveys of eight

individuals involved with breast cancer treatment across

the metropolitan area including medical oncologists, sur-

geons, and health advocates were also conducted to elicit

ideas regarding barriers to treatment. The focus groups

used a structured questionnaire and were facilitated. The

phone surveys of eight radiologists from eight Chicago

institutions were conducted by research assistants. The

detailed accounts of these focus groups and surveys are

included in the Taskforce report [3].

A mammography capacity survey in Chicago was con-

ducted. All 87 providers of mammography services in

metropolitan Chicago were identified from the Food and

Drug Administration Web site of accredited facilities [5]

and were mailed surveys. Eighty-two percent of Chicago

area mammography providers returned these surveys (86%

from Chicago facilities and 76% from suburban facilities),

many after being individually contacted by Task Force

members [3]. Mammography capacity was calculated using

the Government Accountability Office methodology [3, 6].

For the 18% nonreporting facilities, an estimate of capacity

was derived by using the average number of mammograms

provided at the reporting facilities as the imputed baseline

for capacity calculations.

Of 49 mammography screening facilities within the city

of Chicago, 42 facilities completed the 35 question surveys

and 40 facilities including all major academic facilities

provided data on patient race/ethnicity. In order to examine

potential differences in the quality of mammography ser-

vices by race, facilities were surveyed about quality-related
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issues including the availability of digital mammography

and ultrasound, the qualifications of those reading the

mammograms, whether the facility was an academic, pri-

vate nonacademic or public facility, and whether abnormal

results were delivered face-to-face. A facility was consid-

ered predominately minority if greater than 75% of the

clientele were reported to be either African–American or

Hispanic. A facility was considered predominately white if

gt;75% of their clientele were reported to be white. p val-

ues were calculated with chi-squared test for contingency

tables or by Fischer Exact test based on weighted cell count

rounded to the nearest integer. The lower of the two

p values is reported.

Finally, all 25 Chicago area acute care healthcare insti-

tutions were surveyed by phone to ascertain the extent of the

breast cancer treatment facilities available and whether

these treatment services had received approval from the

American College of Surgeons Commission on Cancer [7].

There are 77 distinct community areas in Chicago of which

31 are predominately Black, 20 predominately white, 12

Hispanic, and 14 mixed. Maps depicting the 25 communities

in Chicago with the highest breast cancer mortality were

assembled and overlaid with the locations of the fourteen

Chicago institutions that had American College of Surgeons

Commission on Cancer approved cancer programs.

Results

Figure 1 presents the main findings that stimulated the

work of the Task Force, including two more recently

acquired years’ data. The breast cancer mortality rates for

black and white women in Chicago were the same in 1980

(38 per 100,000, age adjusted). Rates remained similar

until the early 1990s when they began to diverge. By the

late 1990s, a substantial disparity was present. By 2005, the

mortality gap had widened to 116% with the age-adjusted

black mortality rate of 41.3 more than twice that of the age-

adjusted white rate of 19.2. Thus, from a position of equity

in 1980, a large gap in black/white breast cancer mortality

emerged and continued to widen through 2005. This

occurred because the black rate remained constant over this

period, while the white rate declined by almost one half

(49%).

Figure 2 presents the black/white breast cancer mortal-

ity disparity in Chicago, the United States, and New York

City for the years 2000–2005. While there are black/white

breast cancer mortality disparities for all three locations,

the disparity has been smaller in the United States and New

York City over the same time period, while the gap in

Chicago has continued to grow. From 2002 through 2005,

the breast cancer mortality disparity in Chicago has on

average been twice that of the Unites States and five times

that of the New York City.

Based on the response to the mammography survey,

206,000 screening mammograms were performed for

women living in Chicago in 2007, far short of the 588,000

women in the 40–69 age range in Chicago according to the

2000 Census. According to the mammography centers’

responses, there is potential for 254,000 screening mam-

mograms in Chicago. Using the Government Account-

ability Office methodology for determining mammography

capacity, Chicago has the maximum potential to perform

371,000 mammograms [3, 6]. Both of these estimates are

far short of the numbers needed to provide annual

screening for the 588,000 women.

Predominantly minority populations were more likely to

have their mammograms performed at public institutions

(31 vs. 0%), less likely to be screened at academic (27 vs.

71%) and privatenonacademic institutions (43 vs. 29%),

and p \ .03 than predominately white populations. Pre-

dominately minority populations were also less likely than
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predominately white populations to receive care at facili-

ties where digital mammography was used (18 vs. 71%,

p \ .003) and less likely to have all their mammograms

read by a trained specialist (23% compared to 87%),

p \ .003.

Figure 3 presents the geographic distribution of the 25

community areas in Chicago with the highest breast cancer

mortality rates and juxtaposes the locations of hospitals

with American College of Surgeons Commission on Can-

cer approved cancer programs [7]. Of the 25 Chicago

community areas (out of a total of 77) with the highest

breast cancer mortality rates, 24 are predominately black

and most are located on the south side of the city. Only one

community area with a high breast cancer mortality rate

has a hospital with an approved cancer program residing

within it, and only there are two hospitals with approved

cancer programs on the south side of Chicago.

Results from the Town Hall meetings, focus groups of

primary care physicians, mammography technicians, and

oncologists and radiologists identified a number of recur-

ring themes. First, there was agreement that there needed to

be more breast cancer education and outreach programs for

black women and other minorities. Secondly, the mam-

mography process was broken in Chicago, and both

patients and providers could identify quality differences in

the manner in which the centers provided care and reported
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back. Finally, there were a number of reported barriers to

diagnosis and treatment identified including fear, the lack

of primary care, the burden of insurance co-pays and

deductibles, providers who refused to treat patients on

Medicaid, and noncompletion of treatment for social or

economic reasons.

Table 1 presents a series of quality measures for the

breast cancer screening, diagnosis, and treatment process

proposed by national organizations and the Taskforce [3,

8–10]. The Taskforce has recommended that these quality

measures to be systematically measured in institutions

across Metropolitan Chicago and used to drive improve-

ment in breast care for all women. In Table 2, the key

findings of the Taskforce are summarized [3].

Discussion

The Taskforce concluded that the problem of breast cancer

disparity in Chicago had many components but was pri-

marily caused by gaps in education and access to screening

and gaps in the quality of breast care across the continuum

of care. Recommendations by the Taskforce on remedies to

the problem of black–white breast cancer mortality dis-

parity address two overarching principles. The first was

that no single entity in Chicago could ‘‘fix what was bro-

ken’’ and that this effort would thus require the participa-

tion of all institutions. Secondly, simply fixing one part of

the breast health ‘‘system’’ would not be enough, all

aspects had to be fixed together. What good would it be to

expand outreach activities if the facilities do not have

capacity? What good would it be to assure access to

mammography, if the mammograms and the reading of the

mammograms were of poor quality such that small cancers

were missed? What good would be served by finding

cancers but not having access to quality treatment?

The fact that black breast cancer mortality in Chicago

has not decreased among black women since 1980 (it has

actually increased by a small amount) suggests that the

major advances in breast cancer diagnosis and treatment in

the past 25 years have not benefited black women in Chi-

cago, while white women have experienced a large

decrease in mortality. That the disparity in Chicago is

larger than that seen in New York City and the United

States, which suggests something uniquely different and of

great concern is occurring in Chicago with regard to breast

Table 1 Proposed quality measures recommended by the taskforce

Measure Goal

Evaluating access

Proportion of patients referred for screening mammography 100%

Proportion of patients actually receiving mammograms (annually) 80%

Evaluating mammography performance (ACR [8, 9])

Positive predictive value of an abnormal mammogram (PPV1) 5–10%

Positive predictive value of a recommended biopsy (PPV2) 25–40%

Tumors found—stage 0 or 1 [50%

Tumors found—minimal (invasive B1 cm or DCIS)* [30%

Node positivity rate \25%

Cancer detection rate per 1,000 screened 2–10

Percent patients recalled from screening for additional imaging \10%

Evaluating follow-up

Proportion not returning for follow-up within 60 days of screening overall and by BI-RADS \10%

Proportion never returning for treatment (overall and by stage) \10%

Evaluating timeliness

Number of days from abnormal screening to initial diagnostic work-up \30 days

Number of days from screening to final diagnosis (all diagnostic tests complete) \30 days

Number of days from diagnosis to treatment \30 days

Evaluating breast cancer treatment quality (ASCO [10])

Radiation therapy administered to the breast within 1 year of diagnosis for women under age

70 receiving breast conservation therapy

90%

Combination chemotherapy considered or administered within 4 months of diagnosis for women

under 70 with AJCC T1c, II, III and hormone receptive negative breast cancer

90%

Tamoxifen or 3rd generation aromatase inhibitor (whichever appropriate) is considered or administered

within 1 year of diagnosis for women with AJCC T1c, II, III and hormone receptor positive breast cancer

90%
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cancer outcomes for black women. We believe that similar

poor breast cancer outcomes may be present in other

minority populations in Chicago, but do not have the data

to corroborate the veracity of this hypothesis.

The growing black/white breast cancer mortality dis-

parity in Chicago cannot be easily attributed to biological

or co-morbid differences between blacks and whites but

suggests that differential screening and treatment are con-

tributors [3, 11–14]. The comparisons with the United

States and New York City disparity ratios shown in Fig. 2

make this clear, as one would not expect that the biological

changes or co-morbidities that are alleged to drive breast

cancer mortality could appear since 1980 or affect black

women differentially in New York compared to Chicago.

Rather, the reasons must involve breakdowns in the access

to and the quality of breast care for black women across

Chicago.

The communities with the highest mortality for breast

cancer in Chicago are also those communities without

hospitals with American College of Surgeons approved

cancer treatment facilities as shown in Fig. 3. These com-

munities can be viewed as ‘‘health care deserts’’, as one

participant in the Town Hall meetings described them,

abandoned over the years by health care providers. Feed-

back from women in these communities as well as inter-

views with providers of breast cancer care revealed major

problems women face trying to access services often miles

from their homes and requiring long bus and train rides.

Added to this geographic problem is the likelihood that the

quality of breast care for black women in Chicago is dif-

ferent from that received by white women. White women in

Chicago are more likely than black women to attend aca-

demic and private facilities, and their mammograms more

likely to be read by specially trained radiologists [3].

Research has demonstrated that specialists are more likely

to detect early breast cancers than general radiologists, and

that diagnostic mammograms performed by academic

facilities are associated with higher diagnostic accuracy [15,

16]. Finally, white women are more likely than minority

women to attend facilities with digital mammography,

which research has demonstrated to be more effective in

detecting breast cancer in women aged 40–50 [17].

The solutions to this disparity are neither straightfor-

ward nor simple. The literature suggests that the racial

Table 2 Metropolitan Chicago breast cancer taskforce recommendations

1. Access to and cost of mammography and breast cancer treatment

Fully fund the Illinois breast and cervical cancer screening program

Increase Medicaid payment rates for mammograms and breast cancer treatment

Eliminate insurance co-pays and deductibles for mammograms

Fully fund and staff Chicago public health and hospital breast cancer screening and treatment facilities

2. Breast cancer education and outreach

Create culturally relevant grassroots community education and outreach efforts to improve screening rates

Create one metropolitan Chicago phone number that women can call to access screening and treatment services

3. Capacity and the safety net

Assemble a blue ribbon committee to address screening and treatment capacity deficiencies in metropolitan Chicago

Identify solutions to geographic gaps for breast cancer screening, diagnosis, and treatment

Create a public–private collaboration to coordinate screening, diagnosis, and treatment of breast cancer across metropolitan Chicago

Expand use of digital mammograms to facilitate electronic transfer of images to central sites for reading

Expand the use of breast cancer navigators to facilitate increased screening and completion of treatment

4. Quality improvement for mammography and treatment

Create a Chicago breast cancer quality consortium

Develop quality measures across the continuum of care from screening, diagnosis through treatment

Share institutional quality outcomes among the institutions and with the community.

5. Diagnostic and follow-up communication

Women should be able to self-refer for breast cancer diagnostic tests

Breast cancer diagnostic testing results should be communicated verbally with women in addition to referring physicians

Patients with breast abnormalities should be directly referred for treatment by breast cancer screening facilities rather than relying only

on the primary care physician

6. Mammography specialist workforce

Expand the training of breast imagers at Chicago academic health centers

Develop a community fellowship to train community-based radiologists to improve their breast cancer screening and diagnostic skills
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disparities in breast cancer outcomes can be reduced or

eliminated by adequate screening and equivalent treatment

[13, 18]. Racial disparity in health outcomes has been

described as a significant quality of care problem that can

be addressed by tracking race specific outcomes [19]. A

number of studies have demonstrated that for diseases

other than breast cancer, when the quality of care is mea-

sured, made transparent, and improved, the black/white

disparity in various health care processes can be reduced or

even eliminated [20, 21]. We believe the same is true for

the processes of care that contribute to breast cancer

mortality disparity in Chicago.

There are obvious challenges ahead. We are not aware

of any community that has attempted to use quality

improvement methodology to address racial disparity in

breast cancer mortality across the continuum of care. While

many institutions in Chicago have expressed an interest in

joining such an effort, it will require developing new

measurement tools and an unprecedented inter-institutional

collaboration. Cost has also been shown to be a major

barrier to the receipt of mammography services and should

be eliminated as a barrier [22]. This will certainly be

facilitated by a new state of Illinois rule, stimulated by the

work of the Taskforce, which makes Illinois the first state

to pay for mammograms and treatment for all uninsured

women, under the Illinois Breast and Cervical Cancer

Screening Program [23]. However, while the coverage of

all uninsured women is significant, there is an absolute

annual capacity deficit for screening mammography in

Chicago of at least 200,000 screening mammograms [3].

Capacity building is necessary but probably not sufficient

as we heard from women, providers, and community

organizations that issues of public transportation, childcare,

work and insurance co-pays are significant barriers even for

insured women [3]. Navigation programs have been shown

to provide some reduction in delay time to treatment and

reduce anxiety in women and have been recommended by

the Taskforce [24, 25]. While improving mortality is a

daunting task, if we proceed in Chicago as we have been

doing for the past 25 years, the outcomes for black women

will likely fail to improve.

This is, of course, not a viable option. The Metropolitan

Chicago Breast Cancer Taskforce has documented the

problem and proposed solutions. Now the solutions must

be pursued with all available energy. Philosophers have

noted that it is not enough to identify a problem and then

do nothing to fix it. As Martin Luther King, Jr. noted, ‘‘All

that is necessary for evil to triumph is for good men to do

nothing [26]’’.
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