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The Facts About

Breast Cancer and
Mammograms

Getting the facts about breast cancer and mammograms
is an important step in taking care of your health.

T his pamphlet will help you to get the information that
you need. It provides information on a woman'’s risk for
breast cancer, the National Cancer Institute’s recom-
mendations a out mammograms, and the benefits and
limitations of the procedure.

After skin cancer, breast cancer is the most frequently
diagnosed cancer in women in the United States. It is
second only to lung cancer in cancer-related deaths.
Approximately 180,000 new cases of breast cancer
are estimated for 1997, and about 44,000 women are

expected to die from the disease.




Cases* of Breast Cancer in 1994
(BY AGE)

Most breast cancer cases occur in women
ages 40 or older.

S

20-29 30-39 40-49 50-59 60-69 70-79

* Data gathered in a representative sample of U.S. women by NCI's Surveillance, Epidemiology, and End
Results (SEER) Program

A Woman's Chances of Getting Breast Cancer
Change With Age

By Age 30 1 out of 2,525 women

By Age 40 1 out of 217 women

By Age 50 1 out of 50 women

By Age 60 1 out of 24 women

By Age 70 1 out of 14 women

By Age 80 1 out of 10 women

Source: NCI's Surveillance, Epidemiology, and End Results (SEER) Program & American Cancer Society, 1993




Who Is at Risk for Breast Cancer?

Simply being a woman and getting older puts you at some risk for
breast cancer. Your risk for breast cancer continues to increase over
your lifetime. Several known factors can further increase your risk
for breast cancer. Most women who get breast cancer have no
known risk factors such as a family history of the disease. Talk to

your doctor about the known risk factors for breast cancer.

What factors can increase your risk for breast cancer?

One or more of the following conditions place a woman at higher
than average risk for breast cancer:
« personal history of a prior breast cancer

* evidence of a specific genetic change that increases susceptibility
to breast cancer (BRCA1/BRCA2 mutations)

* mother, sister, daughter, or two or more close relatives, such as
cousins, with a history of breast cancer (especially if diagnosed at
a young age)

* a diagnosis of a breast condition (i.e., atypical hyperplasia) that
may predispose a woman to breast cancer, or a history of two or
more breast biopsies for benign breast disease

Additional factors can play a role in a woman’s risk for
breast cancer.

* Women age 45 or older who have at least 75 percent dense tissue
on a mammogram are at some increased risk.

* A slight increase in risk for breast cancer is associated with having
a first birth at age 30 or older.

In addition, women who receive chest irradiation for conditions such

as Hodgkin’s disease at age 30 or younger, remain at higher risk for

breast cancer throughout their lives.



Not having any of the above risk factors does NOT mean that you
are “safe.” The majority of women who develop breast cancer do
not have a family history of the disease, nor do they fall into any
other special high-risk category.

What Can You Do?

* If you are in your 40s or older, get a mammogram on a regular
basis, every 1 to 2 years.

* Talk with your doctor or nurse about planning your personal
schedule for screening mammograms and breast exams.

* Gather as much information as you can about your family history
of cancer, breast cancer, and screening mammograms.

* Call the National Cancer Institute’s Cancer Information Service
for more information about breast cancer and mammograms at
1-800-4-CANCER (1-800-422-6237). People with TTY equip-
ment, dial 1-800-332-8615.

» For more information about cancer, visit NCI’s Web site for
Patients, the Public, and the Mass Media at http://rex.nci.nih.gov
or NCI’s main Web site at http://www.nci.nih.gov.

What Are the Benefits of Getting Mammograms?

* A mammogram can find breast cancer before a lump can be felt.

* A mammogram is the best method available today to detect
breast cancer early. Early detection of the disease may allow
more treatment options.

What Are the Limitations™ of Getting
Mammograms?

* Mammograms may miss cancer that is present.

* Mammograms may find something that turns out NOT to
be cancer.

*These limitations occur more often in women under age 50.



Recommendations for Women of Different Ages

Age Recommendation

Benefit

Under Age 40 - Breast exam by doctor

No data

Age 40 to 49 - Breast exam by doctor
* Mammogram every 1 to 2 years

May reduce your
chances of dying
from breast cancer
by about 17 percent

Age 50 or Over ° Breast exam by doctor
* Mammogram every 1 to 2 years

May reduce your
chances of dying
from breast cancer
by about 30 percent




To learn more about mammograms,

call the National Cancer Institute’s
Cancer Information Service at
1-800-4-CANCER
(1-800-422-6237)
People with TTY equipment,
dial 1-800-332-8615.

Visit NCI’s Web site for
Patients, the Public, and the Mass Media
at http://rex.nci.nih.gov or NCI’s main

Web site at http://www.nci.nih.gov.
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Dear Reader:

We are pleased that you have received a copy of this National

Cancer Institute booklet. We hope you find it helpful.

We are always trying to improve our publications. The best way we can
do this is by getting your reactions. At the end of this booklet, you
will find a response card asking several questions. We would greatly

appreciate your taking the time to fill this out and return it to us.

All of your responses will be treated confidentially. We welcome any

other comments you may have.
Sincerely,

Office of Cancer Communications






Understanding

Breast Changes

~ A Health Guide for All Women ~

Breast cancer is hard to ignore. It is the most common form of cancer
among American women, and almost everyone knows at least one

person who has been treated for it.

Understandably, women are concerned about getting breast cancer,
and this concern prompts them to watch for breast changes.
Breast changes are common. Even though most are not cancer,

they can be worrisome.

This booklet is designed to help you with these concerns. It describes
screening for the early detection of breast cancer, explains the various
types of breast changes that women experience, and outlines methods
that doctors use to distinguish between benign (noncancerous)
changes and cancer. It reviews factors that can increase a woman’s
cancer risk and reports on current approaches to breast cancer pre-
vention. Words that appear bold on the pages that follow are defined

in the Glossary that begins on page 43.

We hope that you will find the information in this booklet helpful.
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Breast Cancer: Status Report

Breast Cancer:
Status Report

This year in the United States an estimated 180,000 women will
learn they have breast cancer. Three-fourths of the cases of breast
cancer occur in women ages 50 or older, but it affects younger

women, too (and about 1,400 men a year).

More women are getting breast cancer, but no one yet knows all
the reasons why. Some of the increase can be traced to better ways
of recognizing cancer and detecting cancers in an early stage. The
increase also may be the result of changes in the way we live—
postponing childbirth, taking replacement hormones and oral

contraceptives, eating high-fat foods, or drinking more alcohol.

The encouraging news is that, more and more, breast cancer is being
detected early, while the tumor is limited to the breast and very
small. Currently, two-thirds of newly diagnosed breast cancers show

no signs that the cancer has spread beyond the breast.

With prompt and appropriate treatment, the outlook for women
with breast cancer is good. Moreover, a majority of women
diagnosed with early stage breast cancer are candidates for

treatment that saves the breast.







The Key: Early Detection

The Key:
Early Detection

The key to finding breast cancer is early detection, and the key to
early detection is screening: looking for cancer in women who have
no symptoms of disease. The best available tool is a regular screening
mammogram—x-ray of the breast—coupled with a clinical breast

exam—by a doctor or nurse.

Mammography

A mammogram is an x-ray of the breast. Cancers that are found
on mammograms but that cannot be felt (nonpalpable cancers)
usually are smaller than cancers that can be felt, and they are less

likely to have spread.

Mammography is not foolproof. Some breast changes, including lumps
that can be felt, do not show up on a mammogram. Changes can be
especially difficult to spot in the dense, glandular breasts of younger
women. This is why women of all ages should have their breasts

examined every year by a physician or trained health professional.

~ A lump should never be ignored just
because it is not visible on a mammogram. ~

Two Kinds of Mammography: Diagnostic and Screening
If a woman visits her doctor because of unusual breast changes

such as a lump, pain, nipple thickening or discharge, or changes in
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breast size or shape, or has a suspicious screening mammogram, the
doctor often asks her to have a diagnostic mammogram: an x-ray of
the breast to help assess her symptoms. A diagnostic mammogram is

a basic medical tool, and it is appropriate for women of any age.

This booklet discusses screening mammograms: x-rays that are used
to look for breast changes in women who have no signs of breast
cancer. (Even though the woman has no symptoms of breast disease,
a diagnosis of breast cancer can begin with a doctor checking a

screening mammogram.)

What Are the Benefits of Screening Mammography?
High-quality mammography is the most effective tool now available
to detect breast cancer early, before symptoms appear-often before
a breast lump can even be felt. Regularly scheduled mammograms
can decrease a woman’s chance of dying from breast cancer. For
some women, early detection may prevent the need to remove the

entire breast or receive chemotherapy.

Who Benefits From Screening Mammography?

Studies done over the past 30 years clearly show that regular screening
mammography significantly reduces the death rate from breast
cancer in women over the age of 50. Recent results from studies
show that regular mammography also reduces death rates from

breast cancer in women who begin screening in their forties.

The effectiveness of mammography seems to increase as a woman
ages, and the time it takes for benefits to emerge appears to take

longer in younger women.
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New guidelines have been developed based on the recent research data.
The National Cancer Institute (NCI) now recommends that:

+ All women in their forties or older who are at average risk for breast
cancer should have screening mammograms every 1 to 2 years.

* All women who are at higher risk for breast cancer should ask their
doctors about when and how often to schedule screening mammograms.

Who Is at Average Risk for Breast Cancer?

Simply being a woman and getting older puts you at average risk for
developing breast cancer. The older you are, the greater your chance
of getting breast cancer. No woman should consider herself too old

to need regular screening mammograms.

What Are a Woman’s Chances of Getting
Breast Cancer as She Gets Older?

Chance... .
by age 30... 1 out of 2,525 W
by age 40... 1 out of 217 |

by age 50... 1 out of 50

by age 60... 1 out of 24

by age 70... 1 out of 14

by age 80... 1 out of 10

Source: NCI Surveillance, Epidemiology, and End Results Program & American Cancer Society, 1993




6 Understanding Breast Changes

Who Is at Higher Than Average Risk for Breast Cancer?
One or more of the following conditions place a woman at higher

than average risk for breast cancer:
* personal history of a prior breast cancer

* evidence of a specific genetic change that increases susceptibility

to breast cancer (See Gene Testing for Breast Cancer Susceptibility,
page 18.)

» mother, sister, daughter, or two or more close relatives, such as
cousins, with a history of breast cancer (especially if diagnosed

at a young age)

* a diagnosis of a breast condition that may predispose a woman
to breast cancer (i.e., atypical hyperplasia), or a history of two or
more breast biopsies for benign breast disease (See Benign Breast

Conditions and the Risk for Breast Cancer, page 26.)

Also playing a role in a heightened risk for breast cancer is breast
density. Women ages 45 or older who have at least 75 percent dense
tissue on a mammogram are at elevated risk. And a slight increase in
the risk of breast cancer is associated with having a first birth at age
30 or older.

In addition, women who receive chest irradiation for conditions such
as Hodgkin’s disease at age 30 or younger, remain at higher risk for
breast cancer throughout their lives. These women require meticu-

lous surveillance for breast cancer.

These factors that increase cancer risk—risk factors—do not by
themselves cause cancer. Having one or more does not mean that
you are certain or even likely to develop breast cancer. Even among

women with no other risk factors except a strong family history—
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for example, both a mother and a sister or two sisters with early

onset breast cancer-three-fourths will not develop the disease.

~ On the other hand, not having any of the known risk factors
does not mean that you are “safe.” Most women who develop
breast cancer do not have a strong family history of breast
cancer or fall into any special higher risk category. ~

Clearly, there is much yet to be learned about what causes breast cancer.

What Are the Limitations of Screening Mammography?
Early detection by mammography does not guarantee that a
woman’s life will be saved. It may not help a woman who has a fast-
growing cancer that has spread to other parts of her body before
being detected. Also, about half of the women whose breast cancers
are detected by mammography would not have died from cancer,
even if they had waited until the lump could be felt, because their

tumors are slow-growing and treatable.

False Negative Mammograms

Breasts of younger women contain many glands and ligaments.
Because their breasts appear dense on mammograms, it is difficult to
see tumors or to distinguish between normal and abnormal breast
conditions. As a woman grows older, the glandular and fibrous tis-
sues of her breasts gradually give way to less dense fatty tissues.
Mammograms can then see into the breast tissue more easily to
detect abnormal changes. About 25 percent of breast tumors are
missed in women in their forties, compared to about 10 percent of
women older than age 50. These are called false negatives. A normal
mammogram in a woman with symptoms does not rule out breast
cancer. Sometimes a clinical breast exam by a doctor or nurse can

reveal a breast lump that is missed by a mammogram.
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False Positive Mammograms

Between 5 and 10 percent of mammogram results are abnormal and
require more testing (more mammograms, fine needle aspiration,
ultrasound, or biopsy), and most of the followup tests confirm that
no cancer was present. It is estimated-that a woman who has yearly
mammograms between ages 40 and 49 would have about a 30 per-
cent chance of having a false positive mammogram at some point in
that decade, and about a 7 to 8 percent chance of having a breast
biopsy within the 10-year period. The estimate for false positive

mammograms is about 25 percent for women ages 50 or older.

Increased Cases of Ductal Carcinoma In Situ (DCIS)

The increased use of screening mammography has increased the
detection of small abnormal tissue growths confined to the milk ducts
in the breast, called ductal carcinoma in situ (DCIS). Doctors don’t
know which, if any, cases of DCIS may become life threatening.
Usually, the growth is removed surgically, and radiation treatment is

often given.

How Mammograms Are Made
Mammography is a simple procedure. It uses a “dedicated” x-ray
machine specifically designed for x-raying the breast and used only
for that purpose (in contrast to
machines used to take x-rays of
the bones or other parts of the
body). The standard screening
exam includes two views of each
breast, one from above and one
angled from the side. A registered

technologist places the breast

between two flat plastic plates.
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The two plates are then pressed together. The idea is to flatten the
breast as much as possible; spreading the tissue out makes any
abnormal details easier to spot with a minimum of radiation. The
technologist takes the x-ray, then repeats the procedure for the

next view.

The pressure from the plates may be uncomfortable, or even some-
what painful. It helps to remember that each x-ray takes less than
one minute—and it could save your life. It also helps to schedule
mammography just after your period, when your breasts are least
likely to be tender, or at the same time each year, if you no longer

have your period.

Although some women are concerned about radiation exposure, the
risk of any harm is extremely small. The doses of radiation used for
mammography are very low and considered safe. The exact amount
of radiation needed for a specific mammogram will depend on several
factors. For instance, breasts that are large or dense will require higher
doses to get a clear image. Federal mammography guidelines limit
the radiation used for each exposure of the breast to 0.3 rad. (A
“rad” is a unit of measurement that stands for radiation absorbed
dose.) In practice, most mammograms deliver just a small fraction of

this amount.

Specialized mammography facilities have experienced personnel as
well as modern equipment that is custom designed for mammograms.
The combination of good technology and expertise makes it possible

to obtain good-quality x-ray images with very low doses of radiation.

Reading a Mammogram
The mammogram is first checked by the technologist and then read

by a diagnostic radiologist, a doctor who specializes in interpreting
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The diagnostic
radiologist
looks for
unusual shad-
ows, masses,
distortions,
and differences
between the
two breasts.

x-rays. The radiologist looks for unusual shadows, masses, distortions,
special patterns of tissue density, and differences between the two
breasts. The shape of a mass can be important, too. A growth that is
benign (noncancerous) such as a cyst, looks smooth and round and
has a clearly defined edge. Breast cancer, in contrast, often has an

irregular outline with finger-like extensions.

Many mammograms show nontransparent white specks. These are

calcium deposits known as calcifications.

Macrocalcifi-
cations are
usually associ-
ated with
benign breast
conditions;
many clusters
of microcalcifi-
cations in one
area may be
an early sign of
breast cancer.
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Macrocalcifications are coarse calcium deposits. They are often seen
in both breasts. Macrocalcifications are most likely due to aging, old

injuries, or inflammations. They usually are not signs of cancer.

Microcalcifications are tiny flecks of calcium found in an area of
rapidly dividing cells. Clusters of numerous microcalcifications in
one area can be a sign of ductal carcinoma in situ. (See DCIS, page
8.) About half of the cancers found by mammography are detected

as clusters of microcalcifications.

Reporting the Results

The radiologist will report the findings from your mammogram
directly to you or to your doctor, who will contact you with the results.
If you need further tests or exams, your doctor will let you know.

If you don’t get a report, you should call and ask for the results.

~ Don't simply assume that the mammogram is normal
if you do not receive the results. ~

Your mammograms are an important part of your health history.
Being able to compare earlier mammograms with new ones helps
your doctor evaluate areas that look suspicious. If you move, ask
your radiologist for your films and hand-carry them to your new
physician, so they can be kept with your file. Always make sure that
the radiologist who reads your mammogram has the old films to use

for comparison.

Mammograms and Breast Implants

A woman who has had breast implants should continue to have
mammograms. (A woman who has had an implant following breast
cancer surgery should ask her doctor whether a mammogram is still

necessary.) However, the woman should inform the technologist and
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radiologist beforehand and make sure they are experienced in x-raying

patients with breast implants.

Because silicone implants are not transparent on x-ray, they can
block a clear view of the tissues behind them. This is especially true
if the implant has been placed in front of, rather than beneath, the

chest muscles.

Experienced technologists and radiologists know how to carefully
compress the breasts to avoid rupturing the implant. They can also
use special techniques to detect abnormalities, sliding the implant
backward against the chest wall, and pulling the breast tissue over
and in front of it. Interpreting the mammogram can also be difficult,
especially if scar tissue has formed around the implant or if silicone

has leaked into nearby breast tissues.

Choose a Mammography Facility

Many places—breast clinics, radiology departments of hospitals,
mobile vans, private radiology practices, doctors’ offices—offer high-
quality mammography. Your doctor can arrange for a mammogram
for you, or you can schedule the appointment yourself. You can call
NCI’s Cancer Information Service (1-800-4-CANCER) to find a

mammography facility in your community.

All facilities must be certified by the Food and Drug Administration
(FDA). (See Assuring High-Quality Mammography, page 13.) Staff of
the facility are required to post the FDA certificate in a prominent
place; if you don’t see it, you should ask about certification. Without
the FDA “seal of approval,” it is now illegal for mammographic

facilities to operate.
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Assuring High-Quality Mammography

To make sure that all women have access to high-quality
mammography, a federal law—the Mammography Quality
Standards Act—now requires all mammography facilities to be
certified by the FDA. Each facility must demonstrate that it

meets federal standards for equipment, personnel, and practices.

Equipment must be capable of producing high-quality mammo-
grams with the lowest possible amount of radiation exposure.
Furthermore, it must be regularly checked by a radiological
physicist and adjusted as necessary to be sure that its measure-

ments and doses are correct.

Doctors and other staff members must be specially trained to
perform and interpret breast x-rays. The technologists who

take mammograms are certified by the American Registry of
Radiological Technologists or licensed by the state; the doctors
who read mammograms should be board-certified radiologists

who have taken special courses in mammography.

The regulations also specify that mammography facilities must
perform mammography regularly and frequently, maintain
quality assurance programs, and ensure proper and timely

reporting of test results.
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In addition to quality, another important consideration is cost. Most
screening mammograms cost between $50 and $150. Most states
now have laws requiring health insurance companies to reimburse
all or part of the cost of screening mammograms; check with your
insurance company. Medicare pays some of the cost for screening
mammograms; check with your health care provider or call the
Medicare Hotline (1-800-638-6833) for details.

Some health service agencies and some employers provide
mammograms free or at low cost. Low cost does not mean low
quality, however. A large government survey found that some of
the facilities charging the lowest fees (often because they serve large
numbers of women) were among the best in terms of complying

with high-quality standards.

Your doctor, local health department, clinic, or chapter of the
American Cancer Society, as well as NCI’s Cancer Information
Service at 1-800-4-CANCER (1-800-422-6237), may be able to direct

you to low-cost programs in your area.

Schedule a Regular Mammogram

Early detection of breast cancer is crucial for successful treatment,
and regular screening mammography is currently the best tool for
early detection. A 1993 survey by the National Center for Health
Statistics found that 60 percent of all women ages 40 to 49 got a
mammogram in the preceding 2 years, and 65 percent of women
ages 50 to 64 had done so, but only 54 percent of women ages 65
and over had been screened during that time. It is clear that many
women still do not get mammograms at regular intervals. Sadly, the
women least likely to have regular exams include those at highest

risk, women ages 60 and older.
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The reason women most frequently give for having-or not
having—a mammogram is whether or not the doctor suggested it.
Although surveys show that more doctors routinely advise women
about mammography, some fail to do so—because they forget, or
because they assume that another doctor has done so. If your doctor

doesn’t suggest mammography, it will be up to you to raise the issue.

Other Techniques for Detecting
Breast Cancer

Clinical Breast Exam

Most professional medical organizations recommend that a woman
have periodic breast exams by a doctor or nurse along with getting
regular screening mammograms. You may find it convenient to

schedule a breast exam during your routine physical.

The examiner will look at your breasts while you are sitting and
while you are lying down. You may be asked to raise your arms

over your head or let them hang by your sides, or to press your
hands against your hips. The examiner checks your breasts carefully
for changes in the skin such as dimpling, scaling, or puckering; any
discharge from the nipples; or any difference in appearance between
the two breasts, including differences in size or shape. The next step
is palpation: Using the pads of the fingers to feel for lumps, the
examiner will systematically inspect the entire breast, the underarm,

and the collarbone area, first on one side, then on the other.

A lump is generally the size of a pea before a skilled examiner can
detect it. Lumps that are soft, round, and smooth tend not to be

cancerous. An irregular, hard lump that feels firmly anchored within




16 Understanding Breast Changes

the breast tissue is more likely to be a cancer. However, these are

general observations, not hard and fast rules.

~ The only sure way to know if a solid lump
is cancer is to have some tissue removed
and examined under the microscope. ~

A Dbreast exam by a doctor or nurse can find some cancers missed by
mammography, even very small ones. In addition to the skill and
carefulness of the examiner, the success of a physical exam can be
influenced by your monthly cycle and by the size of your breast, as
well as by the size and location of the lump itself. Lumps are harder

to find in a large breast.

Currently, mammography and breast exams by the doctor or nurse
are the most common and useful techniques for finding breast can-
cer early. Other methods such as ultrasound may be helpful in clari-
fying the diagnosis for women who have suspicious breast changes.
However, no other procedure has yet proven to be more effective
than mammography for screening women with no symptoms; thus,
most alternative methods of breast cancer detection are used pri-

marily in medical research programs.

Ultrasound

Ultrasound works by sending high-frequency sound waves into the
breast. The pattern of echoes from these sound waves is converted
into an image (sonogram) of the breast’s interior. Ultrasound, which
is painless and harmless, can distinguish between tumors that are
solid and cysts, which are filled with fluid. Sonograms of the breast
can also help radiologists to evaluate some lumps that can be felt
but are hard to see on a mammogram, especially in the dense breasts

of young women. Unlike mammography, ultrasound cannot detect
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the microcalcifications that sometimes indicate cancer, nor does it

pick up small tumors.

CT Scanning

Computed tomography, or CT scanning, uses a computer to organize
and stack the information from multiple x-ray, cross-sectional views
of a body’s organ or area. The scans are made by having the source
of an x-ray beam rotate around the patient. X-rays passing through
the body are detected by sensors that pass the information to
computers. Once processed, the information is displayed as an image
on a video screen. CT can separate overlapping structures precisely
and is sometimes helpful in locating breast abnormalities that are
difficult to pinpoint with mammography or ultrasound—for
instance, a tumor that is so close to the chest wall that it shows up in

only one mammographic view.

Research on New Techniques

Several new techniques for imaging the breast are in the research stage.
These include the use of magnetic resonance imaging (MRI) and
positron emission tomography (PET scanning) to identify tissues
that are abnormally active. MRI uses a large magnet to surround
the patient along with radio frequencies and a computer to produce
its images. PET scanning uses signals from radioactive traces to
construct images. Laser beam scanning shines a powerful laser beam
through the breast, while a special camera on the far side of the

breast records the image.

Researchers are also striving to improve the detection power and
diagnostic accuracy of mammography. Digital mammography is a
technique for recording x-ray images in computer code, improving

the detection of breast abnormalities. Computer-aided diagnosis,
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or CAD, uses special computer programs to scan mammographic

images and alert radiologists to areas that look suspicious.

Finally, medical researchers are exploring the use of biological tests
to detect tumor markers for breast cancer in blood, urine, or nipple

aspirates.

Gene Testing for Breast Cancer Susceptibility

A breast cell progresses from normal to cancerous through a series
of several distinct changes, each one controlled by a different gene or
set of genes. Researchers have precisely located the BRCA1 and
BRCAZ2 genes, key regions within a woman’s chromosomes that
control cell growth in breast tissue. A woman can inherit a mutation,
an alteration in these genes that are essential for normal growth of
breast cells, and this inherited change may put her at greater risk for
eventually developing breast cancer. The recent identification of

genetic changes in BRCA1 and BRCA2 makes a gene test possible.

Scientists estimate that alterations in the BRCA1 and BRCA2 genes
may be responsible for about 5 to 10 percent of all the cases of breast
cancer and for about 25 percent of the cases in women under the age
of 30. BRCA1 mutation testing is primarily done in certain families
whose members are inclined to develop breast cancer at an early age
because of an inherited change. Special counseling programs occur
before and after the testing to inform women about the possible
consequences of receiving test results. It is hoped that these genetic
tests may one day enable scientists to delay or prevent breast cancer
in high-risk families. Positive results may enable careful watchfulness
when appropriate; negative results may reassure those women in high-

risk families who are at no greater than average risk for breast cancer.
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Scientists at NCI and elsewhere believe that tests for alterations in
genes that control growth in breast tissue and in other genes
throughout the body require careful study to establish their appro-
priate use. In addition to BRCA1 and BRCAZ2, other genes and the
proteins they control may be involved in breast cancer, and much
more needs to be learned about the risk associated with particular
genetic alterations. NCI supports research on the development of
new genetic tests offered within a research setting and accompanied
by genetic counseling. Counseling is important because test results
must be properly understood, and a counselor can help persons with
a positive test to handle possible discrimination in health or life

insurance or in the workplace.
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About Breast Lumps
and Other Changes

Over her lifetime, a woman can encounter a broad variety of breast

conditions. These include normal changes that occur during the men-
strual cycle as well as several types of benign lumps. What they have
in common is that they are not cancer. Even for breast lumps that

require a biopsy, some 80 percent prove to be benign.

Each breast has 15 to 20 sections, called lobes, each with many
smaller lobules. The lobules end in dozens of tiny bulbs that can
produce milk. Lobes, lobules, and bulbs are all linked by thin tubes
called ducts. These ducts lead to the nipple, which is centered in a
dark area of skin called the areola. The spaces between the lobules
and ducts are filled with fat. There are no muscles in the breast, but
muscles lie under each breast and cover the ribs.

The breast’s
milk-producing
system con-
sists of lobes,
lobules, and
bulbs, all linked

by thin tubes
called ducts.
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These normal features can sometimes make the breasts feel lumpy,

especially in women who are thin or who have small breasts.

In addition, from the time a girl begins to menstruate, her breasts
undergo regular changes each month. Many doctors believe that
nearly all breasts develop some lasting changes, beginning when the
woman is about 30 years old. Eventually, about half of all women
will experience symptoms such as lumps, pain, or nipple discharge.

Generally these disappear with menopause.

Some studies show that the chances of developing benign breast
changes are higher for a woman who has never had children, has
irregular menstrual cycles, or has a family history of breast cancer.
Benign breast conditions are less common among women who take
birth control pills or who are overweight. Because they generally
involve the glandular tissues of the breast, benign breast conditions
are more of a problem for women of child-bearing age, who have

more glandular breasts.

Types of Benign Breast Changes

Common benign breast changes fall into several broad categories.
These include generalized breast changes, solitary lumps, nipple dis-

charge, and infection and/or inflammation.

Generalized Breast Changes

Generalized breast lumpiness is known by several names, including
fibrocystic disease changes and benign breast disease. Such lumpi-
ness, which is sometimes described as “ropy” or “granular,” can often
be felt in the area around the nipple and areola and in the upper-

outer part of the breast. Such lumpiness may become more obvious
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as a woman approaches middle age and the milk-producing glandu-
lar tissue of her breasts increasingly gives way to soft, fatty tissue.
Unless she is taking replacement hormones, this type of lumpiness

generally disappears for good after menopause.

The menstrual cycle also brings cyclic breast changes. Many women
experience swelling, tenderness, and pain before and sometimes
during their periods. At the same time, one or more lumps or a
feeling of increased lumpiness may develop because of extra fluid
collecting in the breast tissue. These lumps normally go away by the

end of the period.

During pregnancy, the milk-producing glands become swollen and
the breasts may feel lumpier than usual. Although very uncommon,
breast cancer has been diagnosed during pregnancy. If you have any

questions about how your breasts feel or look, talk to your doctor.

Solitary Lumps
Benign breast conditions also include several types of distinct, soli-
tary lumps. Such lumps, which can appear at any time, may be large

or small, soft or rubbery, fluid-filled or solid.

Cysts are fluid-filled sacs. They occur most often in women ages 35 to
50, and they often enlarge and become tender and painful just before
the menstrual period. They are usually found in both breasts. Some
cysts are so small they cannot be felt; rarely, cysts may be several
inches across. Cysts are usually treated by observation or by fine
needle aspiration. They show up clearly on ultrasound.

(See Aspirating a Cyst, page 28.)

Fibroadenomas are solid and round benign tumors that are made up

of both structural (fibro) and glandular (adenoma) tissues. Usually,
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these lumps are painless and found by the woman herself. They feel
rubbery and can easily be moved around. Fibroadenomas are the

most common type of tumors in women in their late teens and early
twenties, and they occur twice as often in African-American women

as in other American women.

Fibroadenomas have a typically benign appearance on mammogra-
phy (smooth, round masses with a clearly defined edge), and they
can sometimes be diagnosed with fine needle aspiration. Although.
fibroadenomas do not become malignant, they can enlarge with
pregnancy and breast-feeding. Most surgeons believe that it is a

good idea to remove fibroadenomas to make sure they are benign.

Fat necrosis is the name given to painless, round, and firm lumps
formed by damaged and disintegrating fatty tissues. This condition
typically occurs in obese women with very large breasts. It often
develops in response to a bruise or blow to the breast, even though
the woman may not remember the specific injury. Sometimes the
skin around the lumps looks red or bruised. Fat necrosis can easily
be mistaken for cancer, so such lumps are removed in a surgical

biopsy. (See Biopsy, page 29.)

Sclerosing adenosis is a benign condition involving the excessive
growth of tissues in the breast’s lobules. It frequently causes breast
pain. Usually the changes are microscopic, but adenosis can produce
lumps, and it can show up on a mammogram, often as calcifications.
Short of biopsy, adenosis can be difficult to distinguish from cancer.
The usual approach is surgical biopsy, which furnishes both diagnosis

and treatment.
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Nipple Discharge

Nipple discharge accompanies some benign breast conditions. Since
the breast is a gland, secretions from the nipple of a mature woman
are not unusual, nor even necessarily a sign of disease. For example,
small amounts of discharge commonly occur in women taking birth
control pills or certain other medications, including sedatives and
tranquilizers. If the discharge is being caused by a disease, the dis-

ease is more likely to be benign than cancerous.

Nipple discharges come in a variety of colors and textures. A milky
discharge can be traced to many causes, including thyroid malfunc-
tion and oral contraceptives or other drugs. Women with generalized

breast lumpiness may have a sticky discharge that is brown or green.

The doctor will take a sample of the discharge and send it to a
laboratory to be analyzed. Benign sticky discharges are treated
chiefly by keeping the nipple clean. A discharge caused by infection

may require antibiotics.

One of the most common sources of a bloody or sticky discharge is
an intraductal papilloma, a small, wartlike growth that projects into
breast ducts near the nipple. Any slight bump or bruise in the area
of the nipple can cause the papilloma to bleed. Single (solitary)
intraductal papillomas usually affect women nearing menopause. If
the discharge becomes bothersome, the diseased duct can be
removed surgically without damaging the appearance of the breast.
Multiple intraductal papillomas, in contrast, are more common in
younger women. They often occur in both breasts and are more like-
ly to be associated with a lump than with nipple discharge. Multiple
intraductal papillomas, or any papillomas associated with a lump,

need to be removed.
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Infection and/or Inflammation

Infection and/or inflammation, including mastitis and mammary duct

ectasia, are characteristic of some benign breast conditions.

Mastitis (sometimes called “postpartum mastitis”) is an infection
most often seen in women who are breast-feeding. A duct may
become blocked, allowing milk to pool, causing inflammation, and
setting the stage for infection by bacteria. The breast appears red

and feels warm, tender, and lumpy.

In its earlier stages, mastitis can be cured by antibiotics. If a pus-
containing abscess forms, it will need to be drained or surgically

removed.

Mammary duct ectasia is a disease of women nearing menopause. Ducts
beneath the nipple become inflamed and can become clogged. Mammary
duct ectasia can become painful, and it can produce a thick and sticky
discharge that is grey to green in color. Treatment consists of warm

compresses, antibiotics, and, if necessary, surgery to remove the duct.

~ A word of caution: If you find a lump or
other change in your breast, don’'t use this booklet
to try to diagnose it yourself. There is no
substitute for a doctor’s evaluation. ~

Benign Breast Conditions and the Risk for
Breast Cancer

Most benign breast changes do not increase a woman’s risk for
getting cancer. Recent studies show that only certain very specific
types of microscopic changes put a woman at higher risk. These

changes feature excessive cell growth, or hyperplasia.
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About 70 percent of the women who have a biopsy showing a benign
condition have 110 evidence of hyperplasia. These women are at no

increased risk for breast cancer.

About 25 percent of benign breast biopsies show signs of hyperplasia,
including conditions such as intraductal papilloma and sclerosing
adenosis. Hyperplasia slightly increases the risk of developing

breast cancer.

The remaining 5 percent of benign breast biopsies reveal both excessive
cell growth—hyperplasia—and cells that are abnormal—atypia.
A diagnosis of atypical hyperplasia, as it is called, moderately

increases breast cancer risk.

If You Find a Lump

If you discover a lump in one breast, check the other breast. If both
breasts feel the same, the lumpiness is probably normal. You should,

however, mention it to your doctor at your next visit.

But if the lump is something new or unusual and does not go away
after your next menstrual period, it is time to call your doctor. The
same is true if you discover a discharge from the nipple or skin changes
such as dimpling or puckering. If you do not have a doctor, your

local medical society may be able to help you find one in your area.

You should not let fear delay you. It is natural to be concerned if
you find a lump in your breast. But remember that four-fifths of all
breast lumps are not cancer. The sooner any problem is diagnosed,

the sooner you can have it treated.
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Clinical Evaluation

No matter how your breast lump was discovered, the doctor will want
to begin with your medical history. What symptoms do you have and
how long have you had them? What is your age, menstrual status,
general health? Are you pregnant? Are you taking any medications?
How many children do you have? Do you have any relatives with
benign breast conditions or breast cancer? Have you previously

been diagnosed with benign breast changes?

The doctor will then carefully examine your breasts and will probably
schedule you for a diagnostic mammogram, to obtain as much infor-
mation as possible about the changes in your breast. This may be either
a lump that can be felt or an abnormality discovered on a screening
mammogram. Diagnostic mammography may include additional
views or use special techniques to magnify a suspicious area’ or to
eliminate shadows produced by overlapping layers of normal breast
tissue. The doctor will want to compare the diagnostic mammograms
with any previous mammograms. If the lump appears to be a cyst,

your doctor may ask you to have a sonogram (ultrasound study).

Aspirating a Cyst

When a cyst is suspected, some doctors proceed directly with
aspiration. This procedure, which uses a very thin needle and a
syringe, takes only a few minutes and can be done in the doctor’s
office. The procedure is not usually very uncomfortable, since most

of the nerves in the breast are in the skin.

Holding the lump steady, the doctor inserts the needle and attempts
to draw out any fluid. If the lump is indeed a cyst, removing the fluid

will cause the cyst to collapse and the lump to disappear. Unless the
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cyst reappears in the next week or two, no other treatment is needed.

If the cyst reappears at a later date, it can simply be drained again.

If the lump turns out to be solid, it may be possible to use the needle
to withdraw a clump of cells, which can then be sent to a laboratory
for further testing. (Cysts are so rarely associated with cancer that
the fluid removed from a cyst is not usually tested unless it is bloody

or the woman is older than 55 years of age.)

Biopsy

The only certain way to learn whether a breast lump or mammo-
graphic abnormality is cancerous is by having a biopsy, a procedure
in which tissue is removed by a surgeon or other specialist and
examined under a microscope by a pathologist. A pathologist is a
doctor who specializes in identifying tissue changes that are charac-

teristic of disease, including cancer.

Tissue samples for biopsy can be obtained by either surgery or needle.
The doctor’s choice of biopsy technique depends on such things as the

nature and location of the lump, as well as the woman’s general health.

Surgical biopsies can be either excisional or incisional. An excisional
biopsy removes the entire lump or suspicious area. Excisional biopsy is
currently the standard procedure for lumps that are smaller than an
inch or so in diameter. In effect, it is similar to a lumpectomy,
surgery to remove the lump and a margin of surrounding tissue.
Lumpectomy is usually used in combination with radiation therapy

as the basic treatment for early breast cancer.

An excisional biopsy is typically performed in the outpatient depart-

ment of a hospital. A local anesthetic is injected into the woman’s
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breast. Sometimes she is given a tranquilizer before the procedure.
The surgeon makes an incision along the contour of the breast and
removes the lump along with a small margin of normal tissue. Because
no skin is removed, the biopsy scar is usually small. The procedure
typically takes less than an hour. After spending an hour or two in

the recovery room, the woman goes home the same day.

An incisional biopsy removes only a portion of the tumor (by slicing
into it) for the pathologist to examine. Incisional biopsies are generally
reserved for tumors that are larger. They too are usually performed

under local anesthesia, with the woman going home the same day.

Whether or not a surgical biopsy will change the shape of your
breast depends partly on the size of the lump and where it is located
in the breast, as well as how much of a margin of healthy tissue the
surgeon decides to remove. You should talk with your doctor before-
hand, so you understand just how extensive the surgery will be and

what the cosmetic result will be.

Needle biopsies can be performed with either a very fine needle or a

cutting needle large enough to remove a small nugget of tissue.

* Fine needle aspiration uses a very thin needle and syringe to
remove either fluid from a cyst or clusters of cells from a solid
mass. Accurate fine needle aspiration biopsy of a solid mass takes

great skill, gained through experience with numerous cases.

* Core needle biopsy uses a somewhat larger needle with a special
cutting edge. The needle is inserted, under local anesthesia,
through a small incision in the skin, and a small core of. tissue is
removed. This technique may not work well for lumps that are very

hard or very small. Core needle biopsy may cause some bruising,
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but rarely leaves an external scar, and the procedure is over in a

matter of minutes.

At some institutions with extensive experience, aspiration biopsy is
considered as reliable as surgical biopsy; it is trusted to confirm the
malignancy of a clinically suspicious mass or to confirm a diagnosis
that a lump is not cancerous. Should the needle biopsy results be
uncertain, the diagnosis is pursued with a surgical biopsy. Some
doctors prefer to verify all aspiration biopsy results with a surgical

biopsy before proceeding with treatment.

Localization biopsy (also known as needle localization) is a proce-
dure that uses mammography to locate and a needle to biopsy

breast abnormalities that can be seen on a mammogram but cannot
be felt (nonpalpable abnormalities). Localization can be used with

surgical biopsy, fine needle aspiration, or core needle biopsy.

For a surgical biopsy, the radiologist locates the abnormality on a
mammogram (or a sonogram) just prior to surgery. Using the mam-
mogram as a guide, the radiologist inserts a fine needle or wire so the
tip rests in the suspicious area—typically, an area of microcalcifica-
tions. The needle is anchored with a gauze bandage, and a second

mammogram is taken to confirm that the needle is on target.

The woman, along with her mammograms, goes to the operating room,
where the surgeon locates and cuts out the needle-targeted area. The

more precisely the needle is placed, the less tissue needs to be removed.

Sometimes the surgeon will be able to feel the lump during surgery.
In other cases, especially where the mammogram showed only

microcalcifications, the abnormality can be neither seen nor felt. To
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make sure the surgical specimen in fact contains the abnormality, it
is x-rayed on the spot. If this specimen x-ray fails to show the mass

or the calcifications, the surgeon is able to remove additional tissue.

Stereotactic localization biopsy is a newer approach that relies on a
three-dimensional x-ray to guide the needle biopsy of a nonpalpable
mass. With one type of equipment, the patient lies face down on an
examining table with a hole in it that allows the breast to hang
through; the x-ray machine and the maneuverable needle “gun” are
set up underneath. Alternatively, specialized stereotactic equipment

can be attached to a standard mammography machine.

The breast is x-rayed from two different angles, and a computer plots
the exact position of the suspicious area. (Because only a small area
of the breast is exposed to the radiation, the doses are similar to those
from standard mammography.) Once the target is clearly identified,
the radiologist positions the gun and advances the biopsy needle

into the lesion.

Tissue Studies

The cells or tissue removed through needle or surgical biopsy are
promptly sent (along with the x-ray of the specimen, if one was made)
to the pathology lab. If the excised lump is large enough, the pathol-
ogist can take a preliminary look by quick-freezing a small portion
of the tissue sample. This makes the sample firm enough to slice into
razor-thin sections that can be examined under the microscope. A
“frozen section” provides an immediate, if provisional, diagnosis, and

the surgeon may be able to give you the results before you go home.

The results of a frozen section are not 100 percent certain, however.

A more thorough assessment takes several days, while the pathologist
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The pathologist
examines the
slide, looking
for changes in
the breast cells
that may be
indicative of
breast cancer.

processes “permanent sections” of tissue that can be examined in

greater detail.

When the biopsy specimen is small-as is often the case when the
abnormality consists of mammographic calcifications only-many
doctors prefer to bypass a frozen section so the tiny specimen can be

analyzed in its entirety.

The pathologist looks for abnormal cell shapes and unusual growth
patterns. In many cases the diagnosis will be clear-cut. However, the
distinctions between benign and cancerous can be subtle, and even
experts don’t always agree. When in doubt, pathologists readily con-
sult their colleagues. If there is any question about the results of
your biopsy, you will want to make sure your biopsy slides have

been reviewed by more than one pathologist.

Deciding To Biopsy
Not every lump or mammographic change merits a biopsy. Nearly all
mammographic masses that look smooth and clearly outlined, for

instance, are benign. Your doctor needs to thoughtfully weigh the
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findings from your physical exam and mammogram along with your
background and your medical history when making a recommendation

about a biopsy.

~ In General, doctors feel it is wise to biopsy
any distinct and persistent lump. ~

Although benign lumps rarely, if ever, turn into cancer, cancerous
lumps can develop near benign lumps and can be hidden on a
mammogram. Even if you have had a benign lump removed in the

past, you cannot be sure any new lump is also benign.

In some cases, the doctor may suggest watching the suspicious area for
a month or two. Because many lumps are caused by normal hormonal

changes, this waiting period may provide additional information.

Similarly, if the changes on your mammogram show all the signs
of benign disease, your doctor may advise waiting several months
and then taking another mammogram. This would be followed by
more diagnostic mammograms over the next 3 years. If you choose
this option, however, you must be strongly committed to regularly

scheduled followups.

If you feel uncomfortable about waiting, express your concerns to
your doctor. You may also want to get a second opinion, perhaps
from a breast specialist or surgeon. Many cities have breast clinics

where you can get a second opinion.

Biopsy: One Step or Two?
Not too many years ago, all women undergoing surgery for breast
symptoms had a one-step procedure: If the surgical biopsy showed

cancer, the surgeon performed a mastectomy immediately. The
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woman went into surgery not knowing if she had cancer or if her

breast would be removed.

Today a woman facing biopsy has a broader range of options. In
most cases, biopsy and diagnosis will be separated from any further
treatment by an interval of several days or weeks. Such a two-step
procedure does not harm the patient, and it has several benefits. It
allows time for the tissue sample to be examined in detail and, if
cancer is found, it gives the woman time to adjust to the diagnosis.
She can review her treatment options, seek a second opinion, receive

counseling, and arrange her schedule.

Some women, nonetheless, prefer a one-step procedure. They have
decided beforehand that, if the surgical biopsy and frozen section show
cancer, they want to go ahead with surgery, either mastectomy or
lumpectomy and axillary dissection (removal of the underarm lymph
nodes). If, on the other hand, the lump proves to be benign, the inci-
sion will be closed. The procedure will have taken less than an hour,

and the woman may go home the same day or the next day.

A one-step procedure avoids the physical and psychological stress,
as well as the costs in time and money, of two rounds of surgery and
anesthesia—a particularly important consideration for women who
are ill or frail. Women who have symptoms of breast cancer can find
the wait between biopsy and surgery emotionally draining, and they
may be relieved to have a one-step procedure to take care of the

problem as quickly as possible.

No single solution is right for everyone. Each woman should consult
with her doctors and her family, weigh the alternatives, and decide
what approach is appropriate. Being involved in the decision-making

process can give a woman a sense of control over her body and her life.
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Prevention Research

Many of the factors that influence your chances of developing breast
cancer—your age or inheritance of a breast cancer susceptibility
gene—are beyond your control. Others present opportunities for
change, and several large research studies are looking at possibilities
for intervention—changing medication, diet, or behavior to prevent

or delay onset of disease.

The Breast Cancer Prevention Trial is a randomized study of tamoxifen,
a drug that has been widely used in the treatment of women with
breast cancer. Because tamoxifen, when taken for 5 years, has been
found to markedly reduce the occurrence of new cancers in the
opposite breast of a woman who has already had breast cancer, it is
now being tried as a prevention treatment in healthy women at
increased risk for breast cancer either because they are age 60 or
older, or because they are between the ages of 30 and 59 and have

combinations of high-risk factors.

Nutrient chemoprevention is being tested in research studies in Italy,
where women who have already been treated for breast cancer are
taking 4-HPR, a synthetic form of vitamin A, in hopes of preventing
cancer in the opposite breast. Other researchers are investigating the
protective potential of several other vitamins, including C and E. Yet
other scientists are checking out naturally occurring chemicals,
called phytochemicals, found in common fruits, vegetables, and other
edible plants, in hopes of finding cancer-fighting substances that can

be extracted, purified, and added to our diets.
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Diet itself is another target of prevention research. In the Women’s
Health Initiative, a project of the National Institutes of Health,
70,000 women over age 50 are enrolled in a series of clinical studies
to measure the effectiveness of prevention strategies for coronary
heart disease, cancer, and osteoporosis. Strategies under study
include a low-fat diet (less than 20 percent of calories from fat) and
calcium plus vitamin D supplements, along with hormone replacement
therapy. Another large study evaluating a low-fat diet in high-risk

women is under way in Canada.

A much more drastic approach to breast cancer prevention is surgery
to remove both breasts. Such a procedure, known as prophylactic
mastectomy, is sometimes chosen by women with a very high risk
for breast cancer—for instance, carrying a genetic mutation in
BRCAT1 or BRCA2, having a mother and one or more sisters with
premenopausal breast cancer, plus a diagnosis of atypical hyperplasia

and a history of several breast biopsies.

Unless a woman finds that anxiety is undermining the quality of
her life, she is usually counseled not to choose this physically and
psychologically draining surgery. The vast majority of breasts
removed prophylactically show no signs of cancer. Moreover, since
even a total mastectomy can leave a small amount of breast tissue
behind, it cannot guarantee the woman will remain cancer-free. The
preferred approach for most high-risk women is careful watching

with clinical breast exams and mammography once or twice a year.

If you are considering a prophylactic mastectomy, with or without

subsequent breast reconstruction, you will want to get a second
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opinion, preferably from a breast specialist. There is seldom reason
to rush your decision. Many doctors advise a woman to give herself

several months to weigh the options.

If your risk for breast cancer is high, you might also consider talking
with a genetic counselor about gene testing for breast cancer suscep-

tibility. (See Gene Testing, page 18.)

Steps To Take

Whether your risk of breast cancer is average or higher,
there are some steps you can take:

* Follow early detection practices. Ask your doctor when you
should begin mammograms at regular intervals. Get regular

breast exams by a doctor or nurse.

* Consult your doctor about your personal situation and
carefully weigh any potential risks against the benefits in
making decisions about hormone-containing drugs. Stay

informed as new research findings become available.

» Exercise and eat a balanced diet that provides a good
variety of nutrients and plenty of fiber. Limit dietary fat
and alcohol. These are good health measures that make

sense for everyone.
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Questions To
Ask Your Doctor

We hope this booklet has answered many of your questions about
breast changes and the early detection of breast cancer. However, no
booklet can take the place of talking with your doctor. Take any
questions you have to your doctor. If you don’t understand the

answer, ask her or him to explain further.

Many women find it helpful to write down their questions ahead of
time. Here is a list of some of the most common questions that
women have. You may have others. Jot them down as you think of

them, and take the list with you when you see your doctor.
* How often should I schedule appointments with you?

* How can I tell which lumps are not normal?

* What kind of lumps do I have?

* Do I need to have a mammogram? When? How often?

Or if not, why not?

¢ Is there anything in my background that indicates I should have

mammograms more often than your usual recommendations?
* Where should I have my mammogram?

* Did you receive the results of my mammogram? What does the

report mean?
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Glossary

Abscess: A pocket of pus that forms as the body’s defenses attempt
to wall off infection-causing germs.

Areola: The colored tissue that encircles the nipple.

Aspiration: Removal of fluid from a cyst or cells from a lump, using
a needle and syringe.

Atypical hyperplasia: Cells that are both abnormal (atypical) and
increased in number. Benign microscopic breast changes known as
atypical hyperplasia moderately increase a woman’s risk of developing
breast cancer.

Average risk (for breast cancer): A measure of the chances of get-
ting breast cancer without the presence of any specific factors
known to be associated with the disease.

Benign: Not cancerous; cannot invade neighboring tissues or spread
to other parts of the body.

Benign breast changes: Noncancerous changes in the breast. Benign
breast conditions can cause pain, lumpiness, nipple discharge, and
other problems.

Biopsy: The removal of a sample of tissue or cells for examination
under a microscope for purposes of diagnosis.

BRCA1 and BRCAZ2 genes: The principal genes that, when altered,
indicate an inherited susceptibility to breast cancer. These gene
alterations are present in 80 to 90 percent of hereditary cases of
breast cancer.

Breast density: Glandular tissue in the breast common in younger
women, making it difficult for mammography to detect breast cancer.

Breast implants: Silicone rubber sacs, which are filled with silicone
gel or sterile saline, used for breast reconstruction after mastectomy.

Calcifications: Small deposits of calcium in tissue, which can be seen
on mammograms.
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Cancer: A general name for more than 100 diseases in which abnormal
cells grow out of control. Cancer cells can invade and destroy healthy
tissues, and they can spread through the bloodstream and the
lymphatic system to other parts of the body.

Carcinoma: Cancer that begins in tissues lining or covering the
surfaces (epithelial tissues) of organs, glands, or other body struc-
tures. Most cancers are carcinomas.

Carcinoma in situ: Cancer that is confined to the cells where it
began, and has not spread into surrounding tissues.

Chemoprevention: The use of drugs or vitamins to prevent cancer in
people who have precancerous conditions or a high risk of cancer, or
to prevent the recurrence of cancer in people who have already
been treated for it.

Chromosomes: Structures located in the nucleus of a cell, containing
genes.

Clinical breast exam: A physical examination by a doctor or nurse
of the breast, underarm, and collarbone area, first on one side, then
on the other.

Computed tomography (CT) scanning: An imaging technique that
uses a computer to organize the information from multiple x-ray
views and construct a cross-sectional image of areas inside the body.

Computer-aided diagnosis (CAD): the use of special computer
programs to scan mammographic images and flag areas that look
suspicious.

Core needle biopsy: The use of a small cutting needle to remove a
core of tissue for microscopic examination.

Cyclic breast changes: Normal tissue changes that occur in response to
the changing levels of female hormones during the menstrual cycle.
Cyclic breast changes can produce swelling, tenderness, and pain.

Cyst: Fluid-filled sac. Breast cysts are benign.

Diagnostic mammogram: The use of a breast x-ray to evaluate the
breasts of a woman who has symptoms of disease such as a lump, or
whose screening mammogram shows an abnormality.
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Digital mammography: A technique for recording x-ray images in
computer code, which allows the information to enhance subtle, but
potentially significant, changes.

Ducts: Channels that carry body fluids. Breast ducts transport milk
from the breast’s lobules out to the nipple.

Ductal carcinoma in situ (DCIS): Cancer that is confined to the
ducts of the breast tissue.

Excisional biopsy: The surgical removal (excision) of an abnormal
area of tissue, usually along with a margin of healthy tissue, for
microscopic examination. Excisional biopsies remove the entire
lump from the breast.

False negative (mammograms): Breast x-rays that miss cancer when
it is present.

False positive (mammograms): Breast x-rays that indicate breast
cancer is present when the disease is truly absent.

Fat necrosis: Lumps of fatty material that form in response to a
bruise or blow to the breast.

Fibroadenoma: Benign breast tumor made up of both structural
(fibro) and glandular (adenoma) tissues.

Fibrocystic disease: See Generalized breast lumpiness.

Fine needle aspiration: The use of a slender needle to remove fluid
from a cyst or clusters of cells from a solid lump.

Frozen section: A sliver of frozen biopsy tissue. A frozen section
provides a quick preliminary diagnosis but is not 100 percent reliable.

Generalized breast lumpiness: Breast irregularities and lumpiness,
commonplace and noncancerous. Sometimes called “fibrocystic
disease” or “benign breast disease.”

Gene: Segment of a DNA molecule and the fundamental biological
unit of heredity.

Genetic change: An alteration in a segment of DNA, which can dis-
turb a gene’s behavior and sometimes leads to disease.
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Higher risk (for breast cancer): A measure of the chances of getting
breast cancer when factor(s) known to be associated with the dis-
ease are present.

Hormone replacement therapy: Hormone-containing medications
taken to offset the symptoms and other effects of the hormone loss
that accompanies menopause.

Hormones: Chemicals produced by various glands in the body,
which produce specific effects on specific target organs and tissues.

Hyperplasia: Excessive growth of cells. Several types of benign
breast conditions involve hyperplasia.

Incisional biopsy: The surgical removal of a portion of an abnormal
area of tissue, by cutting into (incising) it, for microscopic examination.

Infection: Invasion of body tissues by microorganisms such as bacteria
and viruses.

Infiltrating cancer: Cancer that has spread to nearby tissue, lymph nodes
under the arm, or other parts of the body. (Same as Invasive cancer.)

Inflammation: The body’s protective response to injury (including
infection). Inflammation is marked by heat, redness, swelling, pain,
and loss of function.

Intraductal papilloma: A small wartlike growth that projects into a
breast duct.

Invasive cancer: Cancer that has spread to nearby tissue, lymph
nodes under the arm, or other parts of the body. (Same as
Infiltrating cancer.)

Laser beam scanning: a technology being studied in research for
breast cancer detection that shines a laser beam through the breast
and records the image produced, using a special camera.

Lobes, lobules, bulbs: Milk-producing tissues of the breast. Each of
the breast’s 15 to 20 lobes branches into smaller lobules, and each
lobule ends in scores of tiny bulbs. Milk originates in the bulbs and is
carried by ducts to the nipple.

Localization biopsy: The use of mammography to locate tissue con-
taining an abnormality that can be detected only on mammograms,
so it can be removed for microscopic examination.
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Lumpectomy: Surgery to remove only the cancerous breast lump;
usually followed by radiation therapy.

Lymphatic system: The tissues and organs that produce, store, and
transport cells that fight infection and disease.

Macrocalcifications: Coarse calcium deposits. They are most likely
due to aging, old injuries, or inflammations and usually are associated
with benign conditions.

Magnetic resonance imaging (MRI): A technique that uses a powerful
magnet linked to a computer to create detailed pictures of areas
inside the body.

Malignancy: State of being cancerous. Malignant tumors can invade
surrounding tissues and spread to other parts of the body.

Mammary duct ectasia: A benign breast condition in which ducts
beneath the nipple become dilated and sometimes inflamed, and
which can cause pain and nipple discharge.

Mammogram: An x-ray of the breast,
Mammography: The examination of breast tissue using x-rays.

Mastectomy: Surgery to remove the breast (or as much of the breast
as possible).

Mastitis: Infection of the breast. Mastitis is most often seen in nursing
mothers.

Menopause: The time when a woman’s monthly menstrual periods
cease. Menopause is sometimes called the “change of life.”

Menstrual cycle: The monthly cycle of discharge, during a woman’s
reproductive years, of blood and tissues from the uterus.

Microcalcifications: Tiny deposits of calcium in the breast, which can
show up on a mammogram. Certain patterns of microcalcifications
are sometimes a sign of breast cancer.

Mutation: A change in the number, arrangement, or molecular
sequence of a gene.

Needle biopsy: Use of a needle to extract cells or bits of tissue for
microscopic examination.
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Nipple discharge: Fluid coming from the nipple.

Nonpalpable cancer: Cancer in breast tissue that can be seen on
mammograms but that cannot be felt.

One-step procedure: Biopsy and surgical treatment combined into a
single operation.

Osteoporosis: A condition of mineral loss that causes a decrease in
bone density and an enlargement of bone spaces, producing bone
fragility.

Palpation: Use of the fingers to press body surfaces, so as to feel
tissues and organs underneath. Palpating the breast for lumps is a
crucial part of a physical breast examination.

Pathologist: A doctor who diagnoses disease by studying cells and
tissues under a microscope.

Permanent section: Biopsy tissue specially prepared and mounted on
slides so that it can be examined under a microscope by a pathologist.

Phytochemicals: Naturally occurring chemicals found in plants that
may be important nutrients for reducing a person’s cancer risk.

Positron emission tomography (PET scanning): A technique that
uses signals emitted by radioactive tracers to construct images of the
distribution of the tracers in the human body.

Prophylactic mastectomy: Surgery to remove a breast that is not
known to contain breast cancer, for the purpose of reducing an indi-
vidual’s cancer risk.

Rad: A unit of measure for radiation. It stands for radiation
absorbed dose.

Radiation: Energy carried by waves or by streams of particles.
Various forms of radiation can be used in low doses to diagnose dis-
ease and in high doses to treat disease. See X-rays.

Radiologist: A doctor with special training in the use of x-rays (and
related technologies such as ultrasound) to image body tissues and
to treat disease.

Risk: A measure of the likelihood of some uncertain or random
event with negative consequences for human life or health.
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Risk factors (for cancer): Conditions or agents that increase a per-
son’s chances of getting cancer. Risk factors do not necessarily cause
cancer; rather, they are indicators, statistically associated with an
increase in likelihood.

Sclerosing adenosis: A benign breast disease that involves the exces-
sive growth of tissues in the breast’s lobules.

Screening mammogram: Breast x-ray used to look for signs of disease
such as cancer in people who are symptom-free.

Sonogram: The image produced by ultrasound.

Specimen x-ray: An x-ray of tissue that has been surgically removed
(surgical specimen).

Stereotactic localization biopsy: A technique that employs three-
dimensional x-ray to pinpoint a specific target area. It is used in con-
junction with needle biopsy of nonpalpable breast abnormalities.

Surgical biopsy: The surgical removal of tissue for microscopic
examination and diagnosis. Surgical biopsies can be either excisional
or incisional. (See Excisional biopsy and Incisional biopsy)

Tamoxifen: A hormonally related drug that has been used to treat
breast cancer and is being tested as a possible preventive strategy.

Tumor: An abnormal growth of tissue. Tumors may be either benign
or cancerous.

Tumor markers: Proteins (either amounts or unique variants) made
by altered genes in cancer cells that are involved in the progression
of the disease.

Two-step procedure: Biopsy and treatment done in two stages, usually
a week or two apart.

Ultrasound: The use of sound waves to produce images of body
tissues.

X-ray: A high-energy form of radiation. X-rays form an image of
body structures by traveling through the body and striking a sheet of
film. Breast x-rays are called mammograms.
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Resources

Information about cancer is available from the sources listed below.
You may wish to check for additional information at your local
library or bookstore and from support groups in your community.
Another option may be to use your computer to access the Internet
and visit the NCI website for patients and the public at

http://rex.nci.nih.gov.

National Cancer Institute (NCI)

The National Cancer Institute is the principal federal agency working
to prevent cancer and help patients live longer and healthier lives.
Drawing on the knowledge and expertise of researchers at laboratories,
cancer centers, and universities across the country, NCI strives to
conduct and sponsor research and translate the results into information

that will continue to benefit everyone.

Cancer Information Service (CIS)

The Cancer Information Service, a national information and educa-
tion network, is a free public service of NCI. The CIS meets the infor-
mation needs of patients, the public, and health professionals.
Specially trained staff provide the latest scientific information in
understandable language, as well as a list of mammography facilities
organized by state. CIS staff answers questions in English and
Spanish and distributes NCI materials. The toll-free telephone num-
ber for the CIS is 1-800-4-CANCER (1-800-422-6237). People with
TTY equipment may call 1-800-332-8615.
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PDQ

People who have cancer, their families, and doctors who care for
cancer patients need timely and accurate information about cancer
treatment. To meet these needs, NCI developed PDQ. This computer
database gives both patients and doctors quick and easy access to

the latest treatment information.

To use PDQ, doctors may use an office computer or the services of a
medical library. By calling the CIS at 1-800-4-CANCER, doctors and

patients can get PDQ information and learn how to use this system.

American Cancer Society (ACS)

The American Cancer Society is a voluntary organization with local
units all over the country. It supports research, conducts educational
programs, and offers support groups and many other services to
patients and their families. It also provides free booklets. To obtain
information about services and activities in local areas, call the
ACS’s toll-free number, 1-800-ACS-2345 (1-800-227-2345) or the
number listed under American Cancer Society in the white pages of

the telephone book.

National Women’s Health Information Center (NWHIC)

The National Women’s Health Information Center, sponsored by
the U.S. Public Health Service’s Office on Women’s Health and the
Department of Defense, provides a centralized point of access to
women’s health information from the federal government and the
private sector. To obtain information on breast cancer and other
topics, call the NWHIC’s toll-free number, 1-800-994-WOMAN.



Attention All Readers:

Please tell us what you think of this booklet.

1. The booklet was: U easy to understand
U hard to understand

2. The information was: 4 too much
U too little
U just the right amount
3. I would: U recommend the booklet to other women
U NOT recommend the booklet to other women
4.1 got this booklet from:
U doctor
U nurse or other health professional
U booklet rack at doctor’s office or hospital
U calling 1-800-4-CANCER (NCI’s Cancer Information Service)

Ucalling 1-800-994-WOMAN
(National Women’s Health Information Center)

U National Cancer Institute
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5.Did this booklet...
U cover information that you needed?
U help you understand breast changes better?
U help you make decisions about your health?
U help you in talking with your doctor?
U help you in dealing with your feelings about breast cancer?

6. What is your age?

7. How far did you go in school?
O 8th grade or less U some high school U high school graduate

U some college U college graduate U graduate level education
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Since the National Cancer Program began in 1971,

persistent research efforts have led to significant progress in

cancer detection, diagnosis, prevention, and treatment.

These efforts have resulted in an overall decrease in cancer

death rates and in more effective treatments for patients.

NCI materials and this booklet are in the public domain and

may be copied or reproduced without permission.

To learn more about mammograms, call the
National Cancer Institute’s Cancer Information Service
at 1-800-4-CANCER (1-800-422-6237).
People with TTY equipment, dial 1-800-332-8615.

Visit the NCI’s Web site

for Patients, the Public, and the Mass Media at
http://rex.nci.nih.gov or NCI’s main Web site at

http://www.nci.nih.gov.
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What is a mammogram and why should
I have one?

A mammogram is an x-ray picture of the breast. It can
find breast cancer that is too small for you, your doctor,
or nurse to feel. Studies show that if you are in your
forties or older, having a mammogram every 1 to 2
years could save your life.

How do I know if I need a mammogram?

Talk with your doctor about your chances of getting
breast cancer. Your doctor can help you decide when
you should start having mammograms and how often
you should have them.

Why do I need a mammogram every

1 to 2 years?

As you get older, your chances of getting breast cancer
get higher. Cancer can show up at any time — so one

mammogram is not enough. Decide on a plan with
your doctor and follow it for the rest of your life.

If you find a lump or

see other changes in your breast,

see your doctor right away.




How is a mammogram done?

Mammograms are quick and easy. You simply stand

in front of an x- ray machine. The person who takes

the x-rays places your
breast between two
plastic plates. The plates
press your breast and
make it flat. This may
be uncomfortable for a
few seconds, but it helps
get a clear picture. You
will have x-rays taken
of each breast. A mam-
mogram takes only a
few seconds.

Where can I get a Mammogram?

To find out where you can
get a mammogram:

» Ask your doctor or nurse.

 Ask your local health
department or clinic.

* Call the National Cancer
Institute’s Cancer
Information Service
at 1-800-4-CANCER
(1-800-422-6237).




To learn more about mammograms,
cd! the National Cancer Institute’s
"p Cancer Information Service at
: 1-800-4-CANCER
(1-800-422-6237)
People with TTY equipment,
dial 1-800-332-8615.

4
Visit NCI’S website

' ;?3 7 | ior patients and the public at

/. http://rex.nci.nih.gov
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Check your breasts once a month
for lumps or other changes

Get a mammogram every year

Get a breast exam by a
healthcare provider every year

This brochure was provided for you by

ROSE

Robeson County
Outreach
Screening &
Education Project

(910)739-99511 Robeson County Qutreach Screening & Education Project




Check Your
Breasts Yourself

Every woman should check
her breasts once a month.
You can find a lump that
could be cancer by feel-
ing your own breasts.
This is called Breast
Self-Examination.

Get a Mammogram if
You Are 40 or over

A mammogram is an x-ray of the breast
that can find breast cancer that is too

small for you or your doctor to feel.

[
* If you are age 40 or over, get a

If you find a lump,
see a doctor right
away. Most breast
lumps are not
cancer, but you
should always see
a doctor if you find
a lump in your
breast.

Breast cancer can be
treated with the most
success when it is
found early.

Have a Doctor or Nurse
Check Your Breasts Once a Year

The doctor or nurse will look for changes in breast shape or size and
will feel your breasts, chest, and armpits for any lumps. This will
help you learn how to feel your own breasts for any changes.
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Mammograms

Not just once, but
For a lifetime

A mammogram can find
breast cancer that is too
small for you, your doctor,
or nurse to feel.

If you are in your forties

or older, it is important to

get a mammogram every
1 to 2 years.

Cancer can show up at any
time — so one mammogram
is not enough. It is important
to return for a mammogram

every 1 to 2 years.

If you find a lump or see
other changes in your breast,
see your doctor right away.

For more information

on breast cancer and

mammograms call the
Cancer Information Service.

1-800-4-CANCER

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Public Health Service * National Institutes of Health
National Cancer Institute

2274
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Cancer Information Service.
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Community Health Educator:

Date: Time:

What we'll discuss next time:
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Number of Children: Number of Grandchildren:

Top 2 Barriers to Mammography: (1)

(2)

Other Points of Interest:
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INTERVENTION FILE
CHECKLIST

Participant Name:

Starting the File:

® Record of Contact Sheet O

® [nformed Consent Statement T
® FEespondent Information Sheets

Visit One:

® ROSE Personal Data Card |

® Risk Assessment Form O

® Bamer Assessment Form 0O

® Visit One Encounter Form 0

Visit Twao:

® Visit Two Encounter Form 0

Follow-Up Contacts:

® ROSE Tidbit Call I (Completed Encounter Forms) | O

® Staging Form O

® Staging Card Mailed 0

® ROSE Tidbut Call I (Completed Encounter Forms) | o

Visit Three:

®  Visit Three Encounter Form O

® Thank You Letter O 5

By signing this checklist, [ am stating the above participant has received ail aspects of ROSE
intervention and all checklist forms are present and complete.

CHE Signature Date:

rose’misciintchck.wpd
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ROSE Breast Cancer Personal Risk Scale

How would you rate your risk of getting breast cancer in your hfetime. compared to other women? Would You
say yourtisk1s. ..

I’ Much lower; Somewhat lower;

Every woman is at risk of breast cancer simply because she is a woman! These questions will help to pinpoint
your personal chances of having breast cancer.

L8]
Ln

About the same; | 4 | Somewhat higher; Much higher

Your Age 29 or younger 1
30 -39 3
40 - 49 7
50 - 59 10
60 or older 12 3
Your Family History Mo Breast Cancer 0
1 Aunt or 1 Grandmother 3
Mother or Sister 110
Mother + Sister 15
Mother + 2 Sisters 20
Your History No Breast Cancer 0
Previous Breast Cancer 30
Childbearing First baby before age 30 0
First baby at age 30 or older 2
No children 3] S
Menstrual History Had first period age 15 or over 1
Had first period age 12 - 14 2
Had first period age 11 or under &
Body Type Thin 1
Average 2
Heavy 5
Total Score
REMEMBER, this is just one way of letting you see your personal risk of breast cancer.
| Your Catene
Lowest Risk
Medium Risk
Hizh Risk
Highest Risk

CHE Signature

Roszefforms/rskfrm.wpd 4730008
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POSSIBLE
COMMENT

DISCUSS THE
FOLLOWING AS
APPROPRIATE

L Don’t Have Any Symptoms

I simply don't understand why I have to have regular mammograms. [ feel my
breast regularly and everything feels fine. Why do I need to keep going back?

1

You should feel good that you have had your first mammogram, but you
can't stop there. Once simply is not enough!

Our bodies are always changing and we need to stay ahead of these
changes.

A regular mammogram would allow you to keep check as or before
these changes occur.

Finally, remember our mammaograms will change as we get older.



POSSIBLE
COMMENT

COUNSELOR REPLY

DISCUSS THE
FOLLOWING AS
APPROPRIATE

Lack of Transportation
Getting around is difficult if you don't have a car or anyone fo take you
places. This problem makes scheduling your mammogram difficuit,

I'm sure that not having a car and having to depend on others makes getting
around difficult. Let me offer some suggestions.

1.

We are fortunate in Robeson County. To assist with medical
appointments we have Call-A-Ride at 671-3836 may be a normal
charge) or Lumberton Council of Government (requires 24 hour notice
with 85.00 charge) at 618-5533.

If you don't drive or don't have a cay, getting anywhere can be a
problem. But, when something is important to us we find ways of
getting around this problem.

Maybe, you can take advantage of your usual weekly outings {going to
the grocery store or to the bank) to schedule your appointment on those
days and around the time that you are usually already out.

Also, sometimes scheduling your appointments either early in the
morning, late afternoon, or during lunch time can make it easier for
others to take you to your appointments.



POSSIBLE
COMMENT

DISCUSS THE
FOLLOWING AS
APPROPRIATE

Some women have had problems getting clinical breast exams or
mammograms because of the costs.

1

Most private insurance companies will pay for breast cancer screening
either every year or every other year. Insurance companies have Jound
that it saves them money if their women are screened for cancer
according to the National Cancer Institute’s recommendations. You
might want to check with your company to see if they will pay for a
clinical breast exam and mammogram.

Medicare pays for a woman like yourself to have a clinical breast exam
and mammogram every year.

There is money available through a special North Carolina program
(WiseWoman) for women who have had trouble paying for cancer
screening. The Health Department will be able to have someone see
you for a clinical breast exam and will then talk with you about a
mammogram. Can I have someone cail you about an appointment?



POSSIBLE
COMMENT

COUNSELOR REPLY

DISCUSS THE
FOLLOWING AS
APPROPRIATE

My last mammogram was painful and caused discomfort.

I'm sorry that your last mammogram was painful but . . .

1. Everyone feels pain at different levels but for the most part
mammograms are not that painful, especially when you think of the pain
that you feel with a tooth ache or having a baby or even more so cancer.

2. We must remember that we must have pressure in order to get a good
picture of your breast. The pressure allows the breast to be flattened 50
that a better picture of the breast tissue can be taken. If during the
exam the pressure becomes too bad, tell the technician,

3. Receiving a mammogram today is a very safe procedure. The amount
of radiation used today is about the same as what is used by a dentist
when your teeth are x-rayed. The radiation years ago was much higher
than what is used today along with equipment and fechniques.

4.  There are some things that can be done to reduce the pain of a
mammogram. For example, be sure to schedule after your period and
reduce your caffeine intake.



PFOSSIBLE
COMMENT

COUNSELOR REPLY

DISCUSS THE
FOLLOWING AS
APPROPRIATE

Feelings of Doom and Gloom

The fear of having a test that could show breast cancer frightens me. If they
find cancer, I know I will be faced with an early death.

Fear is a perfectly normal feeling when faced with the unknown. However,
you must feep in mind that . . .

1. The real fear with breast cancer is not knowing.

2. Most of the time mammogram results are fine and show nothing
abnormal.

3. The wonderful thing abowut a mammogram is that it can show tissue
changes before you or your doctor can feel them.

4.  Your fear of breast cancer should send you for your exam since finding
breast cancer early increases your chances of survival. Let your fear
become your friend,



No Referral F. Phvsici
POSSIBLE My doctor gets so caught up in faking care of my medical problems that he
COMMENT Jorgets to refer me for my mammogram.

DISCUSS ALL OF THE 1. While each of us likes to totally depend on our doctor to both tell us
FOLLOWING when itk time to have test and to schedule them, part of the
responsibility lies in our hands.

2. Most of the things that keep us healthy are our responsibility, things like
eating the right foods, remembering to take our medicines and
exercising lie totally in our laps.

3. Consider, that having a mammogram is another thing that we must do.

4. Finally, try using a two year calendar and on the same date for the next
year write yourself a reminder.



Feeling Embarrassment

POSSIBLE Some women have said that having a breast exam or a mammogram is
COMMENT embarrassing.

DISCUSS THE I, Most women feel uncomfortable when they have a physician or nurse
FOLLOWING AS examine their breasts. Most physicians and nurses are sensitive to this
APPROPRIATE

and try to make the women feel maore comfortable.

2. When you have a mammogram, you only have to remove your clothes
Jrom the waist up and they give you a cape to wear. You can wear

slacks or a skirt and keep those on while you 're having the
mammogram.

3. Most of the staff where the mammograms are done are female and that
should make you more comjortable.



POSSIBLE
COMMENT

- DISCUSS ALL OF
THE FOLLOWING

IF THE WOMAN IS
STILL ANXIOUS

dnxious
1'm sorry to hear that being screened (or thinking about breast cancer, efc.) makes
YOU RErvous.

Some women have fold me that they were concerned about (PROBE: The procedure
itself, finding something abnormal, radiation, could have breast cancer, etc).

Do you think this sounds like you?

1

Sometimes it is very hard (o understand why something is (upsetting, bothering,
concerning, efc).

For some women, thinking about breast cancer screening reminds them about
the possibility that they could get breast cancer. And, that is very upsetting . . .
so upsetting that it makes it difficult for them fo do what they need to do to stop
worrying . . . get screened. Once they have a clinical breast exam and
mammogram, they can wsually stop worrying. Does this sound familiar?

Some women feel more in control after being screened. Finding breast cancer
is a choice none of us would accept but early detection gives you the ease in
knowing that the cancer can be cured. The best way fo “beat it” is by doing
monthly breast self-exams, and having yearly clinical breast exams and
MAMMOZY AMS.

Some women find it makes them feel less anxious if they can take a friend to their
appointments or talk with a professional about cancer screening. What do you think
would help you feel less anxious about having an exam or mammogram?



Denial

POSSIBLE If I have cancer, I'd rather not know.
COMMENT
COUNSELOR REPLY Often times we say, "I'm better off not knowing. But actually . . .
1. What we don’t know could kill us! As you may have heard, cancer is

easier to treat when found early. Thus, knowing could not only save
your life but would save you from a lot of pain.

When we consider all those whom we love so dearly and the fact that
cancer diagnosed too late could take us from them . . . we want to know.



POSSIBLE
COMMENT

COUNSELOR REPLY:

Feeli f Being Labeled or Sti ol
People will treat me differently if cancer is found and people won’t want to be
around me -- thinking I may pass it on.

1. Cancer isn’t contagious, it can’t be caught like a flu or cold.

2. Ifyou choose, no one has fo know that you have cancer. However,
many people are walking around foday who are survivors and don't
look any different than you or I.



Negative Input From Family/Friend

POSSIBLE I have a family member who had a bad mammogram experience. She even
COMMENT told me that I don’t need a mammogram any way. Consider the following . . .

DISCUSS ALL OF THE [, Everyone’s mammogram experience is different and remember you can
FOLLOWING AS always let the technician know that you are in pain.
APPROPRIATE
2. Every woman 40 and older regardless of race or family history needs a
mammogram.

3. Anytime we love someone we must encovrage them fo do everything
possible to keep them healthy. Keeping loved ones healthy may mean a
longer healthier life!



POSSIBLE
COMMENT

COUNSELOR REPLY

DISCUSS THE
FOLLOWING AS
APPROPRIATE

I Have Trouble Getting Around

" Since I've gotten older, I seem to have a hard time getting around. The pain

causes such discomfort that I prefer to do as little as possible.

There is nothing worse than having to do something extra when we don't feel
well but consider this . . .

1. Many health problems can make moving around a probfem But, there
are some things that we must do.

2. There are however, things that you can do to make having this fest
easier. For example, try to take someone with you. This person could
assist you by doing all of the leg work and even could assist you by
completing your forms for vou.

3. Also, try to schedule your exam at a time during the day when moving
around is easiest for vou (some people find that they are stiff first thing
in the morning).

4. Finally, make sure that you do not wear an outfit that requires a lot of
unbuttoning.



POSSIBLE
COMMENT

DISCUSS THE
FOLLOWING AS
APPROFPRIATE

Doesn't Understand the Importance
I don't understand the big deal, breast cancer doesn't run in my family, why
do I have to continue to have a mammogram?

As we have already said a mammogram is a simple picture of the breast that
allows your doctor to detect any changes that may have occurred. It is a
medical exam that we as women must include as a part of our normual health
routine. Just as we check our blood sugar for diabetes or have our blood
pressure taken we must have a regular mammogram. Finally, we must also
remember that although there hasn't been a case of breast cancer in your
family, cancer will always choose someone to begin with.
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The celebration is for Sarah; she has just turned forty. Jean and
Ann have joined in her special day of celebration.
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Ann and Jean have been laughing with Sarah when suddenly
the conversation becomes serious. Jean says to her friend,
“Sarah, turning forty means doing a few more things to take
better care of yourself than ever before. It means being a little
more careful about what you eat, exercising and having a
mammogram. We’ve reached a point in our lives where we
are more beautiful than ever before, and to stay this way, there
are just certain things that we have to do.”
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Ann begins to share in the conversation and tells Sarah that
Jean is so right, especially about the Mammogram. She shares
further that no one told her about having a mammogram when
she turned 40 and that it is such a simple test that cannot be
ignored. Jean and Ann then agree to share their mammography
experiences with Sarah.
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Jean tells the ladies that she went to the doctor for another
problem she was having, and the doctor happened to notice
that she had just turned 40. Her doctor told her that it was time
for her to begin having mammograms every year. Jean’s doctor
stepped out of the room while she got dressed and soon came
back with her Mammogram appointment written on a card.

Ann speaks up that her mammography experience was
different. Her doctor had forgotten that it was time for her
mammogram; in fact, Ann hadn’t thought about it until she
saw an ad in a magazine. She then picked up the phone and
called the Mammography center (thinking to herself .... after
all it is my body!!).






Ann said that she simply called the local radiology center and
asked the receptionist if she could schedule her own
mammogram appointment. Ann also said that the receptionist
was very nice and began to ask her a few questions, such as:
her name, address, telephone #, age, her doctor’s name and
address, a little about her family history and when would she
have her next period. The receptionist put Ann on hold for a
few seconds and then came back with the appointment date.






Jean told the other women how she remembered being so
nervous about what they would find, how it would feel, in fact
the whole process! But then she thought to herself, “This one
simple test could save my life because it could find anything
unusual before I could ever feel it.”
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Sarah was so glad that Ann and Jean were sharing this with
her but wanted her friends to tell her exactly what happens
during a mammogram.






Jean told Sarah, “There is no reason to feel nervous. A
mammogram is a low dose x-ray of the breast. It uses only a
small amount of radiation, so it is perfectly safe. When you
arrive, they will have you undress from the waist up. So
remember, Sarah, dress in two pieces of clothing the day that
you have yours.”






Ann began to share her experiences; she told Ann and Jean
that the technologist lifted each breast (one at a time) on to the
platform that held the x-ray film. She then lowered the platform
to reach her height. Then, her breast was gradually pressed
between two clear plastic plates; for Ann this was the most
uncomfortable portion of the test. Ann told the technologist
about her discomfort. The technologist told Ann that the
pressure was needed to get a good picture and to try to relax.
This is why you shouldn’t schedule a mammogram before
or during your period while your breasts are sore.






Jean begins to share some things that she was told that make
having a mammogram easier:

1

Don’t wear deodorant, power or lotion near your breast
that day.

Write down any questions that you may have about a
mammogram. For example, how will you get your results?

Remember to wear a shirt that can be easily removed.
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Ann and Jean also inform Sarah that you may be asked to wait
before you get dressed. They assure her that she should not
get nervous and that this is done to make sure that the x-ray
is okay before you leave. Lastly, Sarah is told that if she is
called to have another mammogram, not to get upset for several
reasons: often they need to retake the mammogram because
there was a problem with the film or simply an unclear view
of your breast and finally remember that the majority of what
is found is not cancer.






Sarah is excited about all of the wonderful information that
her friends have shared with her. With all of that information,
Sarah now feels that she is ready to schedule her mammography
appointment.






It has been two weeks since Sarah’s birthday celebration, and
she has had her first mammogram. Instead of being frightened,
Sarah felt happy and excited about having this life saving test.
For her, it was taking one more step to making sure that she
remained healthy and active for her children and one day her
grandchildren. With all of the encouragement and love that
Ann and Jean took to tell her about a mammogram, Sarah
knew there were two things that she had to do:

1. Write them both a note of thanks, and

2. Make sure that she told her sister Wh{} was 45 and has
never had a mammogram.
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I #

ROSE
HEALTH EDUCATION BARRIER ASSESSMENT

Participant: Date:

CHE:

1. Have you ever had a mammogram?
(Circle the appropriate answer)

NO
YES
NA

2. How long has it been since your last mammogram?

J

GO TO 3

(If participant doesn’t know, probe to determine a time frame to determine most recent

date of mammography.)

LESS THAN 6 MONTHS 1 | (Stop Here)

6 MONTHS TO 1 YEAR 2 | (Stop Here)

BETWEEN 1 &2 YEARS | 3 | GOTO4

BETWEEN 2 & 3 YEARS | 4 | GOTO4

BETWEEN 3 &4 YEARS | 5§ |GOTO4

OVER 4 YEARS 6 | GOTO4
3. What (from the following list) are the most important reasons you have never had a

mammogram? Please answer yes or no to the following statements.

(READ STATEMENTS A-K. PLACE A CHECK INSIDE THE BOX IF THE

PARTICIPANT ANSWERS YES.)

A. I don’t have any Svmptoms.

A D

I feel okay, so I don’t need a mammogram.

Other

September 16, 1998 1

["ve not gotten cancer in all this time, so why worry about it.



1D #

B. Transportation Problems
A D

I don’t drive, and finding someone else to take me is too much trouble.

I would have to go too far to get a mammogram.

G Cost
A D

1 can only afford to see the doctor when [ really need to and not just for a test,

I don’t have insurance to cover that,

I would lose money if I took the time off work.

D. Harmful Side Effects
A D

[ am afraid of the radiation from the mammogram.

A mammogram is just too painful.

| don’t want to get bruised.

E. Feeli mor H

If I had breast cancer, I'd rather not know.

If I have cancer, it is God’'s will.

My doctor hasn’t told me I need a mammogram.

I've never seen or heard anvthing that said | needed a mammogram.

September 16, 1998 2
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Having a mammogram is embarrassing

D

It’s too embarrassing to have a mammogram.

I'm too uncomfortable being undressed in front of someone else.

D
I get too nervous at the thought of maybe learning that I have cancer.
The mammography experience scares me and makes me nervous.
tw oW

D

If 1 have cancer. I'd rather not know.

I'm afraid that they will find cancer if they go looking for it.

Feelings of Being Labeled or Stigmatized

D
If they find that | have breast cancer, people may treat me differently.
People with cancer shouldn’t be around others -- they may pass it on.
N e ] froni Familv/Frieds
D

Someone close to me had an awful experence.

My friend or family member said that [ don’t need one.

My husband or boyfriend doesn’t want me to have one.

Laa




3a.  For each of these reasons you just answered yes to, please tell me if you agree (A) or
disagree (D) to each of the following statements.

(READ THE SENTENCES LISTED ONLY UNDER THE CHECKED ITEMS
A-K.)

4. What is the one most important reason that has kept you from getting a recent mammaogram?
(DO NOT READ LIST; CHECK CLOSEST APPROPRIATE ANSWER [PROBE
ONLY ONCE))

I don’t have any symptoms.

Transportation problems.

Cost.

Harmful Side Effects.

Doomed.

Mo Referral From Physician.

Having a mammogram is embarrassing.

The mammogram experience makes me nervous and afraid (fear/anxiety).

I den’t want to know (denial).

Labeled.

Negative Input from Family/Friends.

Other
iSpecify)
5. Are there one or two more reasons that | have not mentioned that has kept you from getting a
mammaogram?

(REFER TO BARRIER PROMPT CARD IF NECESSARY)

September 16, 1998 4




*Personal Data
Card

*Risk
Assessment
Form

*Barrier Form

*Visit One
Encounter
Form

*Next Visit Card
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REVIEW the
following: Personal
Data Card, Risk
Assessment and Barrier
Forms prior to this
visit

*Visit Two
Encounter Form

REVIEW the following:
Personal Data Card, Staging,
Risk Assessment and Barrier
Forms prior to this visit

*Visit Three Encounter Form

Inside of the

*Down Home

ROSE Ladies Health Guide

participant’s 2 Healthy Cooking
pocket folder *Eat 5 Fruits &
should be the Vegetables
following: *How to do BSE
*NCI Book *Your Best
mark Body
*NCI (For Native Americans
Mammography | Only:
*Keep the Circle | *Circle of Life
Unbroken &
*ROSE *Traditional
Telephone Foods Can Be
Card Healthy)
Folder is to be
left with
participant .
Water Bottle Calendar/BSE Lotion and Soap set
Stickers
Tote Bag

Mini Breast

AHW/visit plan/6/4/98




Points About Maintenance

® A mammogram can find an abnormality
before it can ever be felt.

® Yearly mammograms allow the physician to
monitor any tissue changes that may be
taking place.

® A yearly mammogram should be included as

a part of your yearly physical for the rest of
your life.

® Since breast cancer can't be prevented

finding it early could mean the difference
between life and death.

® Until medical science can determine the
causes of breast cancer, early detection

through mammography is the best defense.
_OOOOOA




Top 10 Reasons to Exercise

Exercise helps you:

i,

10.

Keep active, to be able to do the thmgs you need
to every day.

Maintain your health and protect you from illness
and disease.

Build strength in your muscles.

Keep your joints flexible.

Give your heart and lungs a workout.

Lose or maintain body weight.

Feel better, have more energy and reduce stress.
Sleep better at night.

Lower your blood pressure.

Keep your bones strong and prevent
osteoporosis.




ROSK

Robeson County
Outreach

Screening &
Education DProjeat
HEALTH EDUCATION
Participant Contact Documentation / Encounter Form
Participant Name ID Number
Telephone Number Race
RECORD OF CALLS AND CONTACTS
DAY | DATE | TIME COMMENTS CONTACT CONTACT | CHE
TYPE CODE
CONTACT CODES
01 Participant Not Home 09 Appointment Scheduled
02 No one Home 10 Completed Visit
03 Busy/Call Back 11 Completed Telephone Contact
04 Refused to Conduct Visit
05 Refused to Schedule Visit 99 OTHER
06 Broken Appointment, Rescheduled
07 Broken Appointment, Not Rescheduled
08 Call Back, Left Message
CONTACT TYPE - T =Telephone, I/P=In Person, M = Mail




General Comments:

Questions asked by Participant:

Barriers Reported:

Materials / Information Given to Participant (check all that apply):

NCI Bookmark Keeping the Circle Brochure Telephone Card
WiseWoman Brochure Call a Ride Brochure NCI Booklet
Other (specity)

Has the participant obtained a Mammogram since our last contact? YES NO
If YES, When? Where?
Ask her to describe the experience
If NO, Why Not?
Did you offer to assist participant in YES What type
scheduling a mammogram?
NO Why Not
Mammogram Appointment Scheduled: YES NO DATE
WHERE TIME

COMMENTS:




Has the participant obtained a CBE since our last contact? YES NO If YES,

When? Where?

Ask her to describe the experience

(If NO, offer to assist her in scheduling a CBE with her physician)

Clinical Breast Exam Appointment Scheduled: YES NO DATE
WHERE TIME
COMMENTS:
Next Contact / Visit Scheduled: YES NO Why/WhyNot?
When Time

(record date)

CHE’s Rating of Rapport with Participant:

POOR 1 FAIRL2 GOOD 3 EXCELLENT 4 UNABLE TO DETERMINE
CHE’s Rating of Participant’s Understanding of Materials/Information:

POOR 1 FAIR 2 GOOD 3 EXCELLENT 4 UNABLE TO DETERMINE
CHE’s Rating of Participant’s Overall Interest in Breast Cancer Screening:

POOR 1 FAIR 2 GOOD 3 EXCELLENT 4 UNABLE TO DETERMINE
COMMENTS:

LENGTH OF VISIT:

CHE Signature Date




