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The California Breast Cancer Research Program commissioned this white paper in the summer of 2003 to
help inform our tri-annual priority-setting process.

Introduction

This paper is written from the perspective of a breast
cancer survivor-advocate. While the writer is trained as
a public health professional and is a fifteen-year
survivor of breast cancer, she writes this paper from
her experience working with and supporting many
hundreds of women who have had an initial diagnosis
of breast cancer or a reoccurrence of the disease. It is
this experience that motivates the writer’s interest in
and influences much of her thinking about the
important role of breast cancer research in the
reduction of excess burden and the eradication of the
disease.*?

The focus of this paper is the reduction of excess
incidence and mortality due to breast cancer among
subpopulations of women in California. Variables given
the most attention are race/ethnicity and SES.
Especially useful to writing this paper was having
access to eleven manuscripts in publication, provided
as a confidential resource by the California Breast
Cancer Research Program.
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Excess Burden of Morbidity and Mortality

The United States

In the United States, non-Hispanic White women have
the highest incidence rate of breast cancer while Black
women have the highest breast cancer mortality rate. It
iswidely held that the excess mortality islargely dueto
the lack of availability and/or accessibility of health care
resources. Research looking at breast and then prostate
cancer done at the National Cancer Institute, reported
that equal treatment resulted in equal outcomes.?
However, there are growing data that suggest that access
to early, regular and appropriate cancer screening,
detection, and treatment, likely explains only part of the
burden of excess mortality.? 62

California

In California, breast cancer remains the most commonly
occurring invasive cancer diagnosed among women.
Between 1995 and 1999, the most recent five-year
period for which data are avail able, among women
under 50 years of age, the average incidence rate of
newly diagnosed in-situ or invasive breast cancer, was
48/100,000 (52.7/100,000 for non-Hispanic White
women, 48.4/100,000 for Black women, 46.3/100,000
for Asian/Pacific Islander women, and 35.2/100,000 for
L atinas). Among women 50 years of age or older, the
average incidence rate of newly diagnosed in-situ or
invasive breast cancer, was 426.2/100,000 (484.1/
100,000 for non-Hispanic White women, 372.8/100,000
for Black women, 265.4/100,000 for Asian/Pacific
Islander women, and 256.9100,000 for Latinas). During
the same period of time, the breast cancer mortality rates
among Californiawomen had a different racial profile.
The age-adjusted breast cancer mortality rate among all
Californiawomen was 26.4/100,000 (28.9/100,000 for
non-Hispanic White women, 35.8/100,000 for Black
women, 14.4/100,000 for Asian/Pacific Islander women,
and 18.0/100,000 for Latinas).* When looking at trends
of these rates, each of these reported incidence and
mortality ratesislower for each population than the
immediately two previous time periods, except for
Asian/Pacific Islander women, whose incidence and
mortality rates have increased over the last eleven years.

Asistruefor the United States, despite an overall
declinein breast cancer mortality in California, racial
and ethnic disparities persist. While the incidence of

breast cancer among Black women islower than in non-
Hispanic White women, Black women continue to die of
breast cancer at a higher rate than any other racial or
ethnic group. While it isimportant that we as scientists,
clinicians, and survivors focus our attention on the
eradication of breast cancer for all women, | believe that
we have an additional moral imperative to address the
increased burden of mortality due to breast cancer
among African American women.




Unique Importance of the State of California

Thetremendousracial and ethnic diversity of California,
itslong-term commitment to the collection of breast
cancer data, and its commitment to funding breast
cancer research, create arich opportunity for the State to
have a tremendous impact on both the eradication of
breast cancer and the reduction of racial and ethnic
disparities.

Cdliforniais apopulous State with a diverse population.
In addition to geography (urban vs. rural), Californiais
also diverse by race, culture, class, age and environmen-
tal factors. It is especially the presence of so many,

large, racial and ethnic communities that makes Califor-
niasuch arich resource for research.

Second, the California’'s State L egislature has been
supportive by passing and funding legidlation to support
breast cancer research. As early as 1985, the California

L egislature passed a State L aw establishing the Califor-
nia Cancer Registry, which was created in 1988. In
addition, the entire State participatesin the Center for
Disease Control and Prevention’s SEER data
program.415

Third, both the leadership and other California citizens
seem committed to not only reducing cancer disparities
among sel ected populations, but also to reducing the
morbidity and mortality of breast cancer among all State
residents. Evidence for this began in 1995 with the
annual funding for the California Breast Cancer Re-
search Program, the largest state-funded (from tobacco
tax) breast cancer research program in the country, and
in theidentification of the California Breast Cancer
Research Program as the number one nonprofit organi-
zation identified for avoluntary donation by State
taxpayers.




Suggested Research Questions
For Consideration By the CBCRP:

1) Nasseri reportsin his manuscript that when looking at
the breast cancer mortality trendsin Californiafrom
1970 to 1999, nearly all of the 26% decline in breast
cancer mortality over this period was due to reducing
mortality among non-Hispanic White women. He further
reports that while there was some reduction in mortality
among L atinas, there was almost no reduction among
African American women and that the there was a 78%
increase among Asian/Pacific Islander women.” The
Hoegh and Davis manuscript reports that the data for
Asian/Pecific |slander women are due to increased
reporting because these women are newer immigrants
and so have been slower to avail themselves of mammo-
grams; they further suggest that this population will
reach steady stabilization rate.”

While thisis good news for non-Hispanic White women,
it is shocking that so little reduction in breast cancer
mortality has occurred among women of color. Unless
thereisawide differencein breast cancer histology
between White women and women of color, these data
suggest that while early, annual mammograms, detection
and diagnostic programs, and state-of-the-art treatment
may be availableto all Californiawomen, they are
apparently not equally accessible to women of color.
The term available means that the services exist; it does
not speak to whether the end users of available services
consider them accessible and so choose to use them.
More research needs to be done to better understand
why available services are not accessible to all popula-
tions of Californiawomen.

This disparity in breast cancer mortality needsimmedi-
ate and focused attention by the California Breast
Cancer Research Program. Especially because of its
diverse population, California has the opportunity to do
innovative research among its diverse popul ations of
women, to tease out specifically what variables, in
addition to race and ethnicity are responsible for this
seemingly intractable occurrence.

2) Yost saysin her manuscript that in California, thereis
an association between socioeconomic status (SES) and
breast cancer (not causal), and that the reason for the
association is not known. She hypothesizesthat it “ may
be dueto differencesin diet, lifestyle, delayed or no

childbearing or delayed or no breastfeeding.” In order to
begin to address this association, it isimportant to first
determine whether it exists.

Currently, California uses census block group datato
approximate an individual’s SES level by creating an
index combining measures of occupation, income,
education and cost of living.®® Californiawas one of the
states that led the way in devel oping what was then
considered an effective formulafor SES; it may not
longer be a state-of -the-art measure. Over the last 10
yearsamultidisciplinary, intellectual discourse on this
complex subject has continued in refereed journals; it is
time for Californiato participate in and learn from the
current dialogue. SES is extremely important variable to
measure with greater accuracy, in order to better
understand itsimpact on breast cancer disparities,
especialy asit is confounded by race (or color) and
ethnicity. The current formula used by Californiahas
components that make assumptions that are no longer
considered valid. For example, the average cost of a
home within a census track is based upon the inaccurate
assumption that the average cost of ahomeisevenly
distributed across the census track, as opposed to it's
being bimodal, for example. It is quite possible that
thereisalarge up-scale housing stock in a particular
census track with asmall neighborhood of poor housing
stock, in which very low income peoplelive. Inthis
case, averaging such data might result in the erroneous
deduction that this particular census track contains only
middle class people. A measure of average income may
suffer from the same fal se assumption, and could be
further confounded by another erroneous assumption,
that the average income within a census track hasthe
same impact across all racial groupswithin that census
track. However, because wealth is not measured and/or
culture asit impacts on expenditure prioritiesis not
measured, it isvery likely that we are not measuring
what we think we are, which could have a huge impact
on understanding the role of SES on breast cancer
mortality disparity.

Thereisagrowing literature in peer-reviewed journals
on the measurement of SES.® 101819 |t is very important
that Californiareview and better refine the way that it




measures SES. In the meantime, if the current methodol -
ogy isused in the short run, it should enhanced by
interviewing a sample of women from each census track,
to validate then accuracy of the proxy formulathat is
used.

Without a more accurate measure of SES, we don't
know whether the question iswhy do African American
Women have such a high breast cancer mortality rate, or
whether the correct question is why do poor women (of
any race/color) have such a high breast cancer mortality
rate. Until California has a better measure of SES, itis
impossible to know the role SES playsin breast cancer
mortality disparities, or how to addressiit.

3) The Morris manuscript saysthat stage at diagnosis
represents the best prognostic factor for breast cancer
(tumor characteristics are also important).* According to
the Hoegh and Davis manuscript, non-Hispanic White
and Asian Californian women are diagnosed with breast
cancer at an earlier stage than African American and
Latina Californians, who receive annual mammograms
at alater age and later stage of disease. Isthe diagnosis
of breast cancer at alater stage of disease among Latina
and Black Californians as cited by Hoegh and Davis',
dueto: 1) having breast cancer at ayounger age; 2)
having afirst mammogram at an older age than recom-
mended, or less frequently than annually, or 3) amore
aggressive breast cancer that was not present at the
previous annual mammogram? Depending on the
answer, two other questions might also be considered: 1)
should African American women be encouraged to
initiate annual mammograms before age 40? And/or 2)
should they be encouraged to have them more frequently
than annually? These are important questions to answer
if we are to address the increased burden of breast
cancer mortality among women at highest risk.

The Mills and Jain manuscript says that rates of early
breast disease in California are highest among the urban
and among the affluent, with lower rates of early disease
reported among the rural and among those in impover-
ished areas.® Thisis surprising given the monograph
that was recently published by the Journal of the
National Cancer Institute, which examines the associa-
tion between cancer and socioeconomic status. Relying
on SEER data, the Report says that women in poor areas
are more likely to have breast cancer, that the breast
cancer islikely to be diagnosed at alater stage and that
the women are more likely to die from their disease.’® If

breast cancer rates nationally are highest among the
poor, California’'s lower early cancer detection rates
among rural women and women in impoverished areas
are likely to have an adverse impact on the breast cancer
mortality ratesin these populations.

It isimportant for the CBCRP to continue to do research
on timely, annual mammaography among these women at
higher risk: 1) African American women, 2) Latinas and
3) those women, across all races/ethnicitieswith lower
education, 4) lower SES, or 5) who reside in rural areas,
to obtain annual mammograms and to start the practice
at an earlier age, when disease is more likely to be found
at an earlier stage.

4) Many researchers report that all or nearly all of the
disparity in breast cancer mortality isthe result of
reduced access that African American and low SES
women have to early detection and treatment.? 20:2
However, several years ago, research was published on
differencesin treatment recommendations by provider
physiciansfor African American women and men with
cardiovascular disease.r” The Morris manuscript says
that surgical treatment (BCS vs. mastectomy) for breast
cancer in Californiavaried with stage (as one might
expect), race/ethnicity and SES. Non-Hispanic White
women were more likely to receive radiation post BCS
than women of color.** When working to reduce breast
cancer mortality in California, it isimportant to ask
whether populations of color, especially African
American women and low-income women of any race,
arereceiving the appropriate standard-of-care treatment.

The question is, do all Californiawomen receive same
treatment given stage of disease? Standard-of-care
should be driven by current scientific research. In order
for the California Breast Cancer Treatment Program to
do research on this question for Californiawomen with
breast cancer, it would be important to develop a
partnership with anational professional organization of
oncologists to determine the stage-of -di sease-based
standard of care during a particular period of time and
then look retrospectively at patient records to determine
whether there is evidence as to whether 1) that standard
of care was recommended and 2) whether the patient
received that standard of care. The hypothesesto
consider would be race/ethnicity, socioeconomic status,
method of payment for health services and/or geography
increases the likelihood of physicians recommending
substandard treatment for breast cancer.




5) With the identification of the human genome, it has
become clear that there are more differenceswithin a
racial group than there are across racial groups and that
race is not abiological construct, but a social one.
However, because of persistent racism in the United
States and its impact on access to education, the ability
to earn income, and access to servicesthat require
payment, race continues to be a reasonable measure of
equal accessto health information, screening, detection,
diagnosis, and treatment. Until these social justice issues
are resolved, race continues to play an important rolein
how we evaluate the outcomes of health promotion,
disease prevention and treatment programs. Thanksto
the recent failure of Proposition 54, Californiawill
continue to collect breast cancer data by race and
ethnicity as ameansto determine whether there are
racial disparitiesin breast cancer incidence and mortal-
ity. California breast cancer data continue to show racial
and ethnic disparities persist.

However, asthe U.S. population becomes more racially
mixed, it isimportant to identify more accurate mea-
sures of the impact of barriersto access, on health status,
illness behaviors, and treatment outcomes, especially as
we work to better address breast cancer disparities.
Given this, thereis some value in the breast cancer
research community, and especially the California breast
cancer research community to begin considering that
race may be a proxy for something else that may be
easier to collect and a more accurate measure. For
example, israce aproxy for color; for socioeconomic
status; for some combination of color and class? Given
California's commitment to reducing racial and ethnic
disparities and its ethnically and diverse populations, the
CBCRPisideally situated to begin thisimportant
research conversation.




Summary

The California Breast Cancer Research Program isin aunique position to better understand and ultimately address
the excess burden of breast cancer incidence and mortality among those at highest risk. The data show that important
research prioritiesto address are: funding research that identifies real and perceived barriersto early and regular
screening and diagnosis for those at highest risk; monitoring whether high risk popul ations are receiving standard of
care treatment; and identifying more accurate measures of socioeconomic status and race.

Theseissues are of course equally important for the nation as awhole. So important, that given California’s unique
population and commitment to funding breast cancer research, that it would be valuable for the CBCRP to ask the
NCI and/or the DOD breast cancer research programs for additional resources to supplement and extend the
CBCRP's efforts to better understand and reduce the disparity of disease and death due to breast cancer.
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