
U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES     
Public Health Service

ADDENDUM TO

REPORT TO CONGRESS

CDC Review of the Northern California Cancer Center Report:

“Status of Breast Cancer Research in the San Francisco Bay Area”

Summary of Public Comments

Centers for Disease Control and Prevention

September 13, 1999



TABLE OF CONTENTS

Section 1: Public Meeting Speaker and Community Panel Listing...................................... 1-1

Section 2: Community Meeting - San Francisco, CA September 1, 1998- Sign In
Sheet................................................................................................................ 2-1

Section 3: Public Questions and Comments on CDC’s Review of the Northern California
Cancer Center (NCCC) Status Report.............................................................. 3-1

Section 4: Written Correspondence Related to CDC’s Review of the Northern California
Cancer Center (NCCC) Status Report.............................................................. 4-1



1-1
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Berkeley, CA 94705
(510) 548-9286



1-2

Francine Levien
President and Founder of the Marin Breast     
 Cancer Watch
1215 2nd Street
San Rafel, CA 94957
(415) 455-9856

Rod Lew, MPH
Association of Asian Pacific Community        
 Health Organizations
1440 Broadway, Suite 510
Oakland, CA 94612
(510) 272-9536

Judith Luce, MD
San Francisco General Hospital
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Andrea Martin
Founder and Executive Director
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San Francisco, CA 94105
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Karen G. Pierce, JD
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2401 Keith Street
San Francisco, CA 94124
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Claude Wilson
Southeast Alliance for Environmental Justice
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Section 2: Community Meeting - San Francisco, CA September 1, 1998-
Sign In Sheet

Name Affiliation (if any)

Patricia Davis Northern California Cancer Center

Fabio Sabogal, PhD CMRI

Diane de Lara Breast Cancer Action

Chris Buckley Office of Senator Feinstein

William E. Wright California Department of Health Services

Leslie Paine Summit Medical Center, Marstein Cancer
Center

Stephanie Henderson Bayview Hunters Point Health and
Environmental Task Force

Cecilia Olkowski American Cancer Society

Lydia Hsu North East Medical Services

Diane Carr San Francisco Department of Public Health

Bob Prentice San Francisco Department of Public Health

Regina Gabrielle West Bay Breast Cancer Early Detection
Program, University of California at San
Francisco

Thoa Nyugen Vietnamese Community Health Promotion
Program

Angela Sun, MPH Chinese Hospital

Janet McDonald U.S. Food and Drug Administration, San
Francisco District Office

Marie C. Sheehan

Scarlett Lin Northern California Cancer Center

Cindy Stratton Myriad Genetic Laboratories

Karen Meryad DeNovo Medical Group

Debra Gilliss California Department of Health Services
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Eva Glazer California Department of Health Services

Amy Weitz American Cancer Society

Gayle Hager American Cancer Society

Kathleen Clark Marin General Hospital’s BREAST Center

Gay Crawford Northern California Cancer Center

Margaret McCormick

Bob Cronbach American Cancer Society

Diana Lum University of California at San Francisco

Tracy Baxter Sierra Club

Jennifer Ruth Hosek Breast Cancer Action

Melissa Cooper, RN VA Palo Alto Health Care System

Joan Reiss The Breast Cancer Fund

Peggy Reynolds California Department of Human Services

Amy D. Kyle University of California at Berkeley School of
Public Health

Mhel Kavanaugh-Lynch California Breast Cancer Research Program

Tómas Aragón, M. D. San Francisco Department of Public Health,
Community Health Epidemiology

Tina Clarke Northern California Cancer Center

Tama Greenberg

Christine Wong, MPH Association of Asian Pacific Community
Health Organizations

Linda Richardson Southeast Alliance for Environmental Justice

Jennifer Stoll-Hadayia National Asian Women’s Health Organization
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Section 3: Public Questions and Comments on CDC’s Review of the Northern California
Cancer Center (NCCC) Status Report

In October 1997, CDC began collaborating with NCCC and the California Department of Health
Services (CDHS) to review breast cancer incidence and mortality rates for women living in the
San Francisco Bay Area.  As a result of this effort, NCCC in conjunction with CDHS released a
report entitled “The Status of Breast Cancer Research in the San Francisco Bay Area.” The Status
Report presents recent data regarding trends in breast cancer incidence in the San Francisco Bay
Area and highlights recently completed projects investigating breast cancer incidence.  It also
provides summaries of the 40 individual research projects related to breast cancer incidence in the
San Francisco Bay Area and elaborates on future potential projects that could improve and
enhance our understanding of breast cancer. 

CDC reviewed the Status Report prepared by NCCC, consulted scientific literature on breast
cancer and environmental factors, and independently analyzed breast cancer incidence rates in the
San Francisco Bay Area from 1973-1994.  CDC’s findings and recommendations were included in
the report CDC Review of the NCCC Report: “Status of Breast Cancer Research in the San
Francisco Bay Area.”  A public meeting was held on September 1, 1998 in San Francisco,
California to discuss the report and allow community members to provide comments on the
report. In addition, community organizations were asked to submit written comments on the
report during the Public Comment period, September 1- October 31, 1998.

The feedback received at the public meeting and during the Public Comment period has been
summarized and incorporated into this addendum.  The questions and comments that follow
were raised at the public meeting by meeting participants.  The responses were provided to the
participants at the public meeting by the authors of the Northern California Cancer Center Report:
“Status of Breast Cancer Research in the San Francisco Bay Area” and of the CDC Review of the
Report.  The questions and comments are organized into the following categories:  (1) Risk
Factors for Developing Breast Cancer; (2) Trends in the Incidence of Breast Cancer in the San
Francisco Bay Area; (3) Trends in the Breast Cancer Mortality Rate in the San Francisco Bay
Area; (4) The Status of Cancer Surveillance in the San Francisco Bay Area; and (5) The Breast
Cancer Research Agenda and Recommendations. Also included are copies of correspondence
related to CDC’s Review of the Northern California Cancer Center Report received by CDC and
CDC’s written responses. 

1.  Risk Factors for Developing Breast Cancer

Q.1. What are the difficulties in determining risk factors for breast cancer?

A.1. Cancer of the female breast, like many forms of cancer, has a multi-factorial etiology
involving both genetic and environmental/lifestyle determinants.  The long latency period
between exposure to causative determinants and the clinical appearance of disease makes
the process of identifying specific risk factors difficult since it is necessary to analyze a
lifetime of cumulative risk factors in a retrospective fashion.
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Q.2. Are there research studies comparing risk factors for breast cancer incidence among
women in the United States and women in other industrialized countries to determine
what factors may account for the higher incidence rate of breast cancer among women in
the United States?

A.2. There have been research proposals for such studies but, to date, funding has not been
available to undertake them.

Q.3. Is there a known link between alcohol consumption and increased breast cancer risk?

A.3. The effect of alcohol consumption on breast cancer risk in unknown.  There are studies
that have shown a slight elevation, but there are others that have shown no increased risk. 
The mechanism by which alcohol might be involved in increasing breast cancer incidence
is unknown.

Q.4. Why is higher socioeconomic status a risk factor instead of low socioeconomic status?

A.4. Socioeconomic status is a label for many lifestyle factors including but not limited to
education, income, career path, and access to medical care.  It is difficult to determine
which of these combination of factors or other factors specifically impacts breast cancer
risk.

Higher socioeconomic status as a risk factor could be acting as a proxy for indicators of
potential environmental exposures unique to or more highly associated with higher
socioeconomic groups. However, studies have suggested that potential exposures to
hypothesized environmental toxins are more common in lower socioeconomic groups.

In addition to the questions posed above, the following comments were made by meeting
participants regarding risk factors for breast cancer:

• CDC’s review of the Status Report cites the Robbins and NCCC reports as evidence that
mammography and known risk factors may explain the higher incidence of breast cancer in
the San Francisco Bay Area.  However, CDC also notes in its review that these studies do
not address or resolve the issue of environmental risk factors.  CDC cannot conclude that
an increase in mammography use is the cause of an increase in breast cancer incidence
without exploring the possible environmental risk factors.

• Many substances have been introduced into the environment that were thought to be safe,
but are now known to be harmful, i.e., lead paint, DDT, asbestos, and nicotine.  CDC and
other governmental organizations must halt the use of these substances until a
determination can be made regarding the effect of these environmental hazards on breast
cancer incidence.
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• The Environmental Protection Agency (EPA) is studying thousands of chemicals in the
environment to determine which ones are toxic; however, these studies only analyze high
doses of these chemicals and do not address the harmful effects of exposure to low-doses
of toxic chemicals.

• In March 1999, the American Cancer Society will convene a research conference on the
environment and cancer to determine a direction for further research into environmental
risk factors for cancer.

• A research study of environmental risk factors must include the clean-up of toxic dumps
and the effect of this process on breast cancer incidence rates.  

• CDC has the resources through their National Center for Environmental Health (NCEH)
to study environmental risk factors. Research initiatives and funding should be
concentrated in this area instead of confirming the mammography effect and other factors
that have already been determined.

• This report states that early detection of breast cancer is important for long-term survival;
however, many racial and ethnic minority women and other underserved women do not
have adequate access to screening services.  There are state and federally funded programs
that provide screening to low-income women who do not have health care coverage, but
these programs do not provide for treatment of the disease. The state of California has
$12 million budgeted to provide treatment services to these women, but procedures such
as reconstructive surgery are not covered under this initiative, and there are disparities in
the quality of care that women receive through these programs.

2. Trends in the Incidence of Breast Cancer in the San Francisco Bay Area

Q.1. What is the effect of acculturation in breast cancer incidence rates among immigrants in
the San Francisco Bay Area? 

A.1. Previous studies done in the United States, not specific to the San Francisco Bay Area,
show that there is an effect of acculturation in increasing cancer incidence rates among
immigrants.  These studies have shown that the rates of various cancers in countries of
origin are much lower than those of individuals who are second and third generation
immigrants; as they become more acculturated in the United States their rates of various
cancers approach and frequently equal those of more established populations in the United
States. The incidence of other types of cancer decline in subsequent generations of
immigrants to the United States.



3-4

Q.2. Are data available to show trends in incidence rates since 1995?

A.2. No, the data have not yet been compiled.  National data for 1996 are due to be released in
spring 1999.

Q.3. Can breast cancer incidence rates be determined for the over 30 different Asian ethnic
groups in the San Francisco Bay Area?

A.3. In 1988, NCCC began collecting data on approximately 30 different Asian groups based
on information contained in medical records.  Many of these groups are very small in
numbers making it difficult to calculate accurate rates for them.  There are currently rates
for Chinese, Japanese, Filipino, Vietnamese, and Korean American populations.

Q.4. Does Marin County have the highest incidence rate for breast cancer in California?

A.4. For the period 1988-1992, for all races combined, Marin County had the highest breast
cancer incidence rate in California.  During the same time period, among white women
only, Marin County had the second highest breast cancer rate in California.

Q.5. Are there any studies involving women living on military bases in the San Francisco Bay
Area that investigates the relationship between not having children and the risk of breast
cancer?

A.5. One study was conducted at McClelland Air Force Base, which is outside of Sacramento,
that showed no noticeable increase of breast cancer among women at that military base.
Most studies of breast cancer indicate that women who never had children have a higher
risk of breast cancer.  

Q.6. Is there any evidence that increased mammography causes increased reported incidence?   

A.6. The introduction or increased use of mammography in a community is thought to lead to
an increased breast cancer incidence since mammography detects breast cancers that
cannot be detected by clinical or self examination.  The increased screening leads to an
increase in the number of breast cancers that are detected over what would be expected
based on breast cancer incidence prior to mammography screening.  Over time, the
increase in incidence levels off.

Q.7 Did you look at incidence trends for women in the San Francisco Bay Area aged 40 years
and under who do not receive widespread screening mammography?

A.7. No.  The number of women in the San Francisco Bay Area under the age of 40 who are
diagnosed with breast cancer is too small to collect and analyze the cancer rates
accurately.  In addition, it is not possible to selectively enumerate the under age 40
population (i.e. denominator) which does not receive “screening mammography.”
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Q.8. Why does the San Francisco Bay Area have among the highest breast cancer incidence
rates in the world?

A.8. Since 1973 the incidence rates of invasive breast cancer (all races) in the San Francisco
Bay Area have been higher than the rates of invasive breast cancer in all the National
Cancer Institute’s (NCI) Surveillance, Epidemiology, and End Results (SEER) program
areas combined.  However, the rate of newly diagnosed breast cancers in the San
Francisco Bay Area peaked at 123.4 per 100,000 in 1987 and decreased 12.0 percent to
108.6 per 100,000 by 1994.  Since 1991,  there has been no statistically significant
difference between the incidence rate in the San Francisco Bay Area when compared to
the rate in all SEER areas combined, or to the rate in all other SEER areas combined (i.e.,
excluding the San Francisco Bay Area).  In general, breast cancer incidence rates in the
United States are higher than in other parts of the world.

Q.9. The report compared San Francisco Bay Area breast cancer incidence to other areas in the
United States.  Is it reasonable to compare rates in the San Francisco Bay Area to the
aggregate United States incidence rates?  Would the comparisons be more meaningful if
the San Francisco Bay Area rates were compared to the rates in areas in the United States
with similar demographic composition?

A.9. The comparison of cancer incidence rates for one geographic area to incidence rates for
the United States as a whole is a common public health practice.  Such comparisons,
especially over time, provide a “benchmark” by which state and local public health officials
can monitor trends in cancer incidence to identify high rates relative to the comparison
group in order to develop better local prevention and control strategies.  

 The comparison in the early 1980s of cancer incidence rates in the San Francisco Bay Area
to the rate in all other SEER areas of the United States (combined) identified higher breast
cancer rates in the San Francisco Bay Area and led to the public outcry and current intense
efforts to recruit women for critical early detection services. 

Additional comparisons of incidence rates for the San Francisco Bay Area to other specific
geographic areas of the United States are possible.  For example, NCCC reported at the
public meeting that the breast cancer incidence rates in Los Angeles County were
somewhat higher than those in the San Francisco Bay Area.  Dr. Dee West of  NCCC
suggested expanding current studies to better understand the similarities and differences in
breast cancer rates in the San Francisco Bay Area and Los Angeles to gain insight about
their possible causes beyond known risk factors.  Comparison of incidence rates in the San
Francisco Bay Area to other areas of the United States with similar demographic
composition is hampered by the fact that, until recently, most areas of the United States
did not have population-based central cancer registries that met minimum standards of
completeness, timeliness, and quality.  With the advent of CDC’s National Program of
Cancer Registries (NPCR) in 1992, federal support for cancer registry activities is now in 
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place in 45 states, the District of Columbia and three territories to improve the availability
of complete and accurate data for multiple uses, including geographic comparisons.  To
get maximum benefit from this data, CDC is seeking the authority and funding to establish
a national, centralized, aggregated database that would pool incidence data from all states
participating in NPCR.  A centralized, aggregated database could make geographic
comparisons more possible.

In addition to the questions posed above, the following comments were made regarding the
report’s analysis of trends in breast cancer incidence in the San Francisco Bay Area:

• The report does not distinguish clearly between incidence rates for in situ and invasive
breast cancers.  CDC shows that the incidence rate of invasive breast cancer has decreased
since 1987, but does not address the reasons for high incidence rates of invasive breast
cancer before the influence of mammography in the early 1980s or the increase of in situ
breast cancer through the 1990s.

In the discussion of this comment, the authors referred to CDC’s Review, pages 6-9.

• The report concludes that increased mammography contributed significantly to the
increase in cancer incidence after 1978.  While some of the incidence of breast cancer can
be explained by increased screening, it would be helpful if additional analyses supporting
this assumption were provided.

In the discussion of this comment, the authors referred to  CDC’s Review, page 12,
            Recommendation #2.

• Frustration was voiced that the report did not address the incidence of breast cancer
among Hispanic women or the cultural, religious, and educational barriers to screening
services for this population. 

In the discussion of this comment, the authors referred to  CDC’s Review: page 4,             
paragraph 2; page 5, paragraph 3; page 10, paragraph 2; and, page 16, Exhibit 1.

• We acknowledge the difficulties with making racial/ethnic comparisons since there is no
standard way that race/ethnicity is collected across states and jurisdictions.  However,
with the current immigration patterns and an increasing ethnically diverse country, we are
challenged to address this problem and to come up with effective solutions.  We believe
that this area of concern should be addressed in the final report to Congress.

The Office of Management and Budget (OMB) issues policy directives for the uniform
collection of race and ethnicity data by federal government agencies, including the Census
Bureau.  These standards are being changed to coincide with the Census in the year 2000. 
At that time, citizens will be able to choose multiple categories to classify themselves in
regards to their race and ethnicity.
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3. Trends in the Breast Cancer Mortality Rate in the San Francisco Bay Area

Q.1. Why are mortality rates higher for the following groups: African-American women in the
San Francisco Bay Area, white women in San Francisco County, and Asian
American/Pacific Islander women in San Mateo?

A.1. Specific data are not available from the cancer registry or the National Center for Health
Statistics to answer this question.  However, lack of access to mammography screening
and treatment services, and other barriers to mammography utilization in these
populations, such as cultural, religious, and educational factors, may be responsible for
higher mortality rates.

One study in San Francisco is analyzing the system, cultural, and historical factors that
may influence access to screening and treatment services for African-American women in
an attempt to improve outcomes among underserved women in this group.

Q.2. What factors explain the observed racial/ethnic disparities in breast cancer survival among
San Francisco women?

A.2. The NCCC Status Report noted the study “Racial/Ethnic Differences in Breast Cancer
Survival Among Bay Area Women” published in the Journal of the National Cancer
Institute. The results indicate that San Francisco Bay Area women diagnosed with breast
cancer between 1974 and 1990 were slightly more likely to survive 5 years after diagnosis
than women in other SEER areas. In addition, there were significant differences in survival
from breast cancer among various racial/ethnic groups within the San Francisco Bay Area.
In particular, African-American and Filipino women had poorer survival rates from breast
cancer than women in other racial/ethnic groups. Some of these differences in survival
may be explained by the stage of the breast cancer at diagnosis. For example, the study
found that African-American women were diagnosed at a more advanced stage of the
disease than women of other racial/ethnic groups. However, an analysis of racial/ethnic
differences within each disease stage showed that African-American and Filipino women
continued to have poorer 5-year survival rates from breast cancer than women from other
racial/ethnic groups, even when all women examined were diagnosed with the same
disease stage. Factors that may explain these remaining survival differences include
barriers to health care access, the presence of other diseases, or biologic and genetic
differences in the tumors.
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Q.3. Are there data comparing mortality rates for women who have had lumpectomies versus
mastectomies at the 10-year anniversary?

A.3. Studies at NCI are examining the efficacy of lumpectomy and post-lumpectomy radiation
versus mastectomy in breast cancer survival rates on a national level.  To date, these
studies have shown that the two treatments have the same mortality rates for women
diagnosed with early-stage tumors under 4 centimeters.  No such statewide studies have
been funded.

In addition to the questions posed above, the following comment was made by a meeting
participant regarding breast cancer mortality rates:

• The report focuses on the value of early detection of breast cancer in improving mortality
rates. However, it fails to note that mortality rates remain higher in the San Francisco Bay
Area than the rest of the state.

4.  The Status of Cancer Surveillance in the San Francisco Bay Area

Q.1. What are the barriers to collecting more complete cancer registry information on
treatment?

A.1.  Only data and information recorded in medical records by physicians can be used in
analysis by cancer registrars.  Follow-up studies to gather additional treatment information
are quite costly.  In addition, an increasing proportion of women are receiving treatment
outside the hospital setting for which cancer reporting may be incomplete or delayed.

Q.2. Why are patients not made more aware of the existence of cancer registries? Why not
implement a system where patients are informed of the cancer registry at the time of
surgery, and physicians ask for information for use in the cancer registry?

A.2. California state legislation requires that patients be notified of the existence of the cancer
registry; however, many patients are not informed and it is impossible to follow-up and
interview every patient to obtain registry information.  Cancer registries do attempt
follow-up with some patients to determine the outcome of their treatment.  At this time,
patients are informed that their data will be reported to a central surveillance source.  The
Health Insurance Portability and Accountability Act of 1996 requires that the Secretary of
the Department of Health and Human Services submit recommendations to Congress on
establishing a federal standard by which all registries for public health surveillance would
notify the public that confidential personal information was being collected.  In addition, it
promulgates the requirements for maintaining the privacy and confidentiality of this
information.
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Tumor registries debate how much information to collect from every patient versus more
comprehensive information for use in specialized studies.  The costs of expanding the
databases are frequently prohibitive and it is difficult to determine the cost-effectiveness of
collecting widespread data.  Some health care providers attempt to collect risk-related
data such as family history before screening.  However, many have noted that language
and literacy barriers prevent women from completing written data collection forms.

Q.3. How can response rates to participation in research studies be increased?

A.3. One of the great innovations made at the Breast Cancer Research Program for California
is a mechanism called community initiated research collaboration.  The concept of the
program is to involve and collaborate with the community being studied in the design of
research studies. 

The Department of Defense has also initiated studies in which women with breast cancer
are involved in all phases of the research design and study.  The women participate in the
peer review of research proposals, make recommendations as to which projects should
receive funding, and review scientific evaluations of their health status.  Collaborative
efforts help to alleviate fears and barriers to participation in such studies. 

Q.4. How are decisions made regarding what information to collect for use in cancer registries?

A.4. Organizational and institutional review boards and human subjects committees in
hospitals, academic centers, and the federal government conduct reviews of information
collected in cancer registries and make decisions to ensure that the public is protected
from the risks of research.  All review boards receive input from members of the
community in making their decisions.

Q.5. How will local health departments be involved in the development of templates and
protocols for responding to reported cancer clusters?

A.5. With the advent of CDC's NPCR, states are rapidly improving the completeness and
quality of cancer data that are used as a fundamental tool in investigating cancer clusters. 
However, as yet, few states have adequate resources or the technical capacity to respond
quickly or definitively to reports by communities of possible clusters of cancer.  
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Currently, responses are often not satisfactorily conclusive to either the community
reporting a possible increase in cancer or to the state health department responding to the
report.  Rarely does a report of increased occurrence lead to new information about
carcinogenic exposures or causes of cancer.  Follow-up of such a report is costly and
citizens may interpret the feedback of no association of the reported cancer to a clear
cause or possible exposure as due to incomplete data, or to an attempt to cover-up known
risks.  An opportunity for cancer prevention and control through focused screening or
education is often lost. 

In a workshop sponsored by the Council of State and Territorial Epidemiologists in 1997, 
states identified critical areas of need in their health departments regarding cancer
investigations.  These included: additional knowledge and training, databases
complimentary to the cancer registry, appropriate software applications, public and
provider information about cancer clusters, model response protocols, and organizational
infrastructure.  No model currently exists for states to adopt or implement in responding
to cancer cluster inquiries.

CDC has proposed the development of a Cancer Inquiry Response System (CIRS)--- a
systematic approach to cancer surveillance that refines existing guidelines, from state and
local health departments, and resources for public inquiries and cancer cluster
investigations, allowing states to better respond to the information needs of the public and
of policy makers about the occurrence of cancer. The goals of CIRS would be to: 1)
enhance the appropriate assessment by states of public inquiries about cancer; 2) educate
communities on the incidence, etiology and treatment outcome of specific cancers in
response to cancer inquiries; 3) improve the process for judicious triaging of inquiries
about cancer occurrence;  4) increase the technical infrastructure and the capacity of state
epidemiologists or their designees and to implement CIRS in state agencies; 5) develop
and test a priori hypotheses regarding the clustering of certain forms of cancer; and 6) test
models of cancer inquiry response systems through demonstration projects in state/local
health departments.

Q.6. Data to assess breast cancer mortality rates by race and ethnicity are not available.  None
of the major recommendations addressed this important issue.   Can you explain this?

A.6. To calculate incidence and mortality rates, data on the number of cancer cases and deaths,
as well as the total population are needed.  The report discusses mortality for black and
white women in the San Francisco Bay Area compared to the United States as a whole.
The denominator or population data for other race/ethnicities is obtained by information
collected in the United States Census and this includes very limited information on racial
and ethnic groups. Statistics produced by cancer registries will only be as complete as the
information contained in the Census.
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The OMB issues policy directives for the uniform collection of race and ethnicity data by
federal government agencies, including the Census Bureau.  These standards are being
changed to coincide with the Census in the year 2000.  At that time, citizens will be able to
choose multiple categories to classify themselves in regards to their race and ethnicity.  

Q.7. The Census undercounts ethnic groups.  How is this being corrected in calculating data for
the San Francisco Bay Area?

A.7. CDC uses Census Bureau estimates to calculate rates.  These are extrapolated yearly, but
do not adjust for an undercount, as decided by the Census Bureau and the United States
Congress.  The U. S. Census Bureau and the Congress have decided not to adjust for
undercounts.  Cancer registries are attempting to improve the information about race and
ethnicity, particularly for Native Americans and Alaskan Natives through the use of
medical databases.  CDC supports several states in the linkage of the registry database
with population databases, or residence registries for some of the reservations and tribal
governments in the United States, to collect an accurate account or designation for
individuals who are identified in the registry with cancer.  Often Native Americans in the
cancer registry are reported as being white, but when registry data are linked to the
populations registry for the tribal government, we find that they are Native American.  

A second way to correct cancer registry data is through the expansion of data collection
efforts.  Two federally funded programs, NCI’s SEER program and CDC’s NPCR, have
established cancer registries in all 50 states.  By having data for every state, CDC will have
larger numbers of particular ethnic groups to include in its analysis.  However, Hispanics
from New York City may be very different in terms of their heritage, their culture, and
their patterns of immigration and acculturation than Latinos in Florida or Mexicans in Los
Angeles.  This is just one of the challenges we face in attempting to get better information
on racial and ethnic populations.  

Q.8. Why are statistics still age adjusted to 1970?

A.8. The age adjustment corrects for the aging population.  Over time, incidence rates will
increase because of the aging population.  Age adjusting determines whether there is truly
an increase in rates or if the aging population is causing rates to increase falsely.  The
standard population for age adjustment has changed over the decades and different
agencies have used different standard populations. Secretary Shalala recently approved a
proposal for federal agencies to age adjust to the year 2000 population. 
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Q.9. Cancer registries do not prevent breast cancer. Why do we continue to put so much of our
available resources into these systems?

A.9. Cancer registration is the fundamental method in the United States by which information is
systematically collected about the occurrence of cancer, the extent of disease at the time of
diagnosis, the types of treatment received by cancer patients, and the outcomes of those
treatments.  The data from cancer registries serve as the critical foundation of all cancer
control activities in the United States.  Cancer registry data are used for health planning,
health resource allocation, evaluation of cancer control programs, and health services
research; and serve as population-based sampling frames for clinical and epidemiologic
research. In addition, historically, cancer registries have played key roles in answering
questions from the public about cancer. The information collected by cancer registries is
useful in the development of education and prevention efforts in communities.  Data are
also needed to assess the impact of programs that target risk factor reduction such as
changing diet and exercise habits.

In addition to the questions posed above, the following comments were made by meeting
participants regarding the collection of data and the cancer surveillance system:

• It is frustrating that data for Asian American/Pacific Islander women are often aggregated
since there is not a large enough sample size to accurately assess data.  The lack of data on
this population helps to intensify the myth that Asian American/Pacific Islander women do
not get breast cancer.

• It is essential that a standardized method of collecting data on race and ethnicity be
developed so that data can be compared across local, state, and regional areas.

The OMB issues policy directives for the uniform collection of race and ethnicity data by
federal government agencies, including the Census Bureau.  These standards are being
changed to coincide with the Census in the year 2000.  At that time, citizens will be able to
choose multiple categories to classify themselves in regards to their race and ethnicity.

5. The Research Agenda and Recommendations

Q.1. How was the Congressional appropriation last year of $15 million in supplemental funds
to study high priority environmental issues, including breast cancer incidence, spent?

A.1. Last year Congress appropriated monies to study the relationship between environmental
exposures and potential toxins to the incidence of breast cancer.  The money went to NCI
to study the “fingerprints” on genes of the environment.
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In addition to the question posed above, the following comments were made by meeting
participants regarding the nation’s cancer research agenda and the recommendations put forth in
this report:

• Research needs to look at the impact of acculturation on breast cancer incidence to
determine factors that increase the risk among second and third generation immigrants.

• The cornerstone of cancer control efforts lies in finding and eradicating the causes of the
disease.  None of the studies recommended in this report address the need to examine risk
factors for the disease, such as the association between higher income and education levels
with an increased risk of developing breast cancer.  Studies should also address the
activities associated with these risk factors that increase one’s likelihood of developing
breast cancer.

• Only two of the studies listed in the report examine environmental risk factors and neither
of these has funding to continue the study. Less than 1 percent of the funding in Northern
California is addressing environmental risk factors.  CDC’s National Center for Chronic
Disease Prevention and Health Promotion, NCEH, and the Agency for Toxic Substances
and Disease Registry have been working in conjunction with the National Institute of
Environmental Health Sciences and EPA to craft a research agenda that identifies the top
ten questions that need to be addressed regarding the environment and cancer.  There are
many priorities in public health and there have not been sufficient funds to address this
agenda.

• Research has shown that low-income women and women of racial and ethnic minority
groups do not have equal access to screening services.  The report states the importance
of early detection screening in improving survival rates, yet we have not put adequate
resources into programs that provide screening services to underserved women. 
Increasing funding and resources for these programs would increase survival rates in a
large segment of the population.

  
Recognizing the value of screening and early detection, Congress passed the Breast and
Cervical Cancer Mortality Prevention Act of 1990 to provide screening services to
underserved women, including older women, women with low incomes and women of
racial and ethnic minority groups.  Now in it’s 10th year, CDC’s National Breast and
Cervical Cancer Early Detection Program supports screening activities in all 50 states, in 5
U. S. Territories, in the District of Columbia, and through 15 American Indian/Alaska
Native organizations.  By March 1998, close to 2 million screening tests for breast and
cervical cancers have been provided.

• There is adequate funding for research, but the money is not being effectively spent.

• We need to remove the issues and barriers to funding and make a real commitment to
finding the solution. 
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• CDC needs to establish a bold and in-depth research agenda that addresses and finds
solutions to the breast cancer epidemic.  Without an adequate agenda, collaborations will
not form and solutions will not be found.  This was a real opportunity to have priorities
forced to the surface instead of having a passive opportunity for flotation.

• We understand that CDC did not want to made recommendations for new breast cancer
research programs for which they do not have funding to conduct; however, the report
would have been exceedingly valuable to community organizations had it made specific
and innovative research recommendations. 

• It was recommended that a task force be established to develop a clear research agenda
and blueprint to find the solution.  Chris Collins, representing Congresswoman Pelosi,
stated that the Congresswoman would request a report by the Government Accounting
Office to detail all current research topics and projects underway or planned by Federal
agencies related to breast cancer and the environment.

• The San Francisco Department of Public Health is most interested in working in
partnership with the local and state cancer registries to define a research agenda that will
begin to bridge the current gaps in understanding the etiology of breast cancer and
improving outcomes among women with breast cancer.
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Section 4: Written Correspondence Related to CDC’s Review
 of the Northern California Cancer Center (NCCC) Status Report

Enclosure 1: Inquiry from Mitchell H. Katz, M.D., Director of Health, City and County of San
Francisco

Enclosure 2: Response from Louise Galaska, M.P.A., then Acting Director Division of Cancer
Prevention and Control, National Center for Chronic Disease Prevention and
Health Promotion to Mitchell H. Katz, M.D. 

Enclosure 3: Inquiry from Wendel Brunner, Ph.D., M.D., M.P.H., Director of Public Health,
Contra Costa Public Health

Enclosure 4: Response from Louise Galaska, M.P.A., then Acting Director Division of Cancer
Prevention and Control, National Center for Chronic Disease Prevention and
Health Promotion to Wendel Brunner, Ph.D., M.D., M.P.H.

Enclosure 5: Inquiry from Bradley Angel, Executive Director, Greenaction

Enclosure 6: Response from Louise Galaska, M.P.A., then Acting Director Division of Cancer
Prevention and Control, National Center for Chronic Disease Prevention and
Health Promotion to Bradley Angel

Enclosure 7: Inquiry from Andrea Martin, Founder and Executive Director, The Breast Cancer
Fund

Enclosure 8: Response from Louise Galaska, M.P.A., Deputy Director Division of Cancer
Prevention and Control, National Center for Chronic Disease Prevention and
Health Promotion to Andrea Martin

Enclosure 9: Response from Andrea Martin, Founder and Executive Director, The Breast
Cancer Fund
























































