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UTERINE SARCOMA

What is cancer?

The body is made up of hundreds of millions of living cells. Normal body cells grow, divide,
and die in an orderly fashion. During the early years of a person's life, nottaaizee

faster to allow the person to grow. After the person becomes an adult, nedieeé only

to replace worn-out or dying cells or to repair injuries.

Cancer begins when cells in a part of the body start to grow out of control. Thararare
kinds of cancer, but they all start because of out-of-control growth of abnornsal cell

Cancer cell growth is different from normal cell growth. Instead aiglytancer cells
continue to grow and form new, abnormal cells. Cancer cells can also invader(grpw i
other tissues, something that normal cells cannot do. Growing out of control and invading
other tissues are what makes a cell a cancer cell.

Cells become cancer cells because of damage to DNA. DNA is in eveandalirects all its
actions. In a normal cell, when DNA gets damaged the cell either repattartiage or the

cell dies. In cancer cells, the damaged DNA is not repaired, but the cell doedike dli

should. Instead, this cell goes on making new cells that the body does not need. These new
cells will all have the same damaged DNA as the first cell does.

People can inherit damaged DNA, but most DNA damage is caused by mistakes that happe
while the normal cell is reproducing or by something in our environment. Sometimes the
cause of the DNA damage is something obvious, like cigarette smoking. But ofteamo cle
cause is found.

In most cases the cancer cells form a tumor. Some cancers, like leukeahyaforan

tumors. Instead, these cancer cells involve the blood and blood-forming organs antkcircula
through other tissues where they grow.
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Cancer cells often travel to other parts of the body, where they begin to groarmanakefv
tumors that replace normal tissue. This process is qakgdstasislt happens when the
cancer cells get into the bloodstream or lymph vessels of our body.

No matter where a cancer may spread, it is always named for the plaeatveterted. For
example, breast cancer that has spread to the liver is still calletldapesr, not liver
cancer. Likewise, prostate cancer that has spread to the bone is noglasssdite cancer, not
bone cancer.

Different types of cancer can behave very differently. For example, Amggcand breast
cancer are very different diseases. They grow at different rates aoddds different
treatments. That is why people with cancer need treatment that is dithed particular
kind of cancer.

Not all tumors are cancerous. Tumors that aren’t cancer are bahégh Benign tumors can
cause problems — they can grow very large and press on healthy organs asdBigsihey

cannot grow into (invade) other tissues. Because they can't invade, theyn&lspresd to
other parts of the body (metastasize). These tumors are almost netheeitening.

What is uterine sarcoma?

Uterine sarcoma is a cancer of the muscle and supporting tissues of théwbenbs.
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About the uterus
The uterus is a hollow organ, about the size and shape of a medium-sized pear. It has two

main parts. The lower end of the uterus, which extends into the vagina, is calledithe ce
The upper part of the uterus is called the body, and is also knownashe The body of
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the uterus has 3 layers. The inner layer or lining is calledritiemetriumTheserosais the
layer of tissue coating the outside of the uterus. In the middle is a thiclofayesscle that is
also known as themyometriumThis muscle layer is needed to push the baby out during
birth.

Cancers of the uterus and endometrium

Sarcomasre cancers that start from tissues such as muscle, fat, bone, and fibveughess
material that forms tendons and ligaments). Cancers that start in epabidiathe cells that
line or cover most organs, are calsdcinomas.

More than 95% of cancers of the uterus are carcinomas. If a carcinomigtagtservix, it

is called acervical carcinomaCarcinomas starting in the endometrium, the lining of the
uterus, are calledndometrial carcinomag hese 2 cancers are discussed in our documents
Cervical CancemandEndometrial CancerThis document is abouterine sarcomas

Most uterine sarcomas fall into 1 of 2 categories, based on the type of geletredoped
from:

» Endometrial stromal sarcomas develop in the supporting connective tisssteama
of the endometrium. These cancers are rare, representing a little over l 4iesfree
cancers. These tumors can be divided into 2 groups: low-grade and undifferentiated
(high-grade). Low-grade endometrial stromal sarcomas tend to grow slpatignts
with these tumors have a better outlook than those with undifferentiated (high grade
tumors. Undifferentiated tumors are more aggressive and respond diffepently t
treatment than low-grade tumors.

» Uterineleiomyosarcomas start in the muscular wall of the uterus known as the
myometrium. These tumors make up about 2% of cancers that start in the uterus.

Another type of cancer that starts in the uterus is called carcinosarcoesa. CEmcers start
in the endometrium and have features of both sarcomas and carcinomas. They can be
classified with uterine sarcomas, but many doctors now believe they are metg taed
to carcinomas. These cancers are also knowmadéignant mixed mesodermal tumaonrs
malignant mixed mullerian tumarbBterine carcinosarcomas are discussed in detail in the
American Cancer Society document about endometrial cancer.

Benign tumors
Several types of benign (non-cancerous) tumors can also develop in the conneaisedis

the uterus. These tumors, such as leiomyomas, adenofibromas, and adenomyonsas, are al
known adfibroid tumors Most of the time, these tumors require no treatment. Treatment may
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be needed, however, if they start causing problems - such as pelvic pain, hediwngblee
frequent urination, or constipation. In some cases, the tumor is removed, leavirgj tie re
the uterus in place; this surgery is called myomectomy. Some treatmentsicay these
benign tumors without surgery, by blocking the blood vessels that feed them, by kifling t
tumor cells with electric current, or by freezing them with liquid nitrogenother option is
to remove the entire uterus (surgery called a hysterectomy).

The rest of this document is about uterine sarcomas.

What are the key statistics about uterine sarcoma?

The American Cancer Society's most recent estimates for cancer ofrthe abepus (body
of the uterus) in the United States are for 2009:

» About 42,160 new cases of cancer of the uterine corpus will be diagnosed, but only
about 1,200 of these cases will be uterine sarcomas.

» About 7,780 women in the United States will die from cancer of the uterine corpus
during 2009.

Incidence rates of uterine sarcoma cancer have been decreasing sinceet @geaifod of
increase during the previous decade. Death rates from uterine sarcoma hastatileesince
1992 after decreasing from 1975 to 1992.

What are the risk factors for uterine sarcoma?

A risk factor is anything that changes your chance of getting a diseelseas cancer.
Different cancers have different risk factors. For example, exposingos&irong sunlight is
a risk factor for skin cancer. Smoking is a risk factor for many cancers.

There are different kinds of risk factors. Some, such as your age or nr@t&ecehanged.
Others may be related to personal choices such as smoking, drinking, or diet. orse fa
influence risk more than others. But risk factors don't tell us everything. Havisk factor,

or even several, does not mean that a person will get the disease. Also, not havsig any r
factors doesn't mean that you won't get the disease.

Only a few factors are known to change the risk of developing a uteriroersarc

Pelvic radiation therapy
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High-energy (ionizing) radiation used to treat some cancers can damag® &l
sometimes increasing the risk of developing a second type of cancer. Ifwohathpelvic
radiation, your risk for developing uterine sarcomas is increased. Thesesaacaly are
diagnosed 5 to 25 years after exposure to the radiation.

Race

Uterine sarcomas are about twice as common in African-American womesyae e in
white or Asian women. The reason for this increased risk is unknown.

Remember, however, that these factors increase the risk for developing sanee ut
sarcomas, but they may not always cause the disease.

Do we know what causes uterine sarcoma?

It is not yet known exactly what causes most uterine sarcomas, but cekdactors have
been identified. A great deal of research is under way to learn more about #se dise

Scientists have recently learned much about changes in the DNA of ceniasmtbat occur

when normal uterine cells develop into sarcomas. Some of the observations aredliscuss
the section "What's new in uterine sarcoma research and treatment?"

Can uterine sarcoma be prevented?
Most cases of uterine sarcoma cannot be prevented. Although pelvic radiatiosasthea

risk of developing a uterine sarcoma, the benefit of pelvic radiation in treatingcaticers
far outweighs the risk of developing a rare cancer such as uterine sanemygears later.

Can uterine sarcoma be found early?
In some cases, knowing the signs and symptoms of uterine sarcoma and discussing the
promptly with your health care professional can help find it at an early. &laf@tunately,

many uterine sarcomas reach an advanced stage before recognizaldedigyraptoms are
present. The signs and symptoms for the 2 main types of uterine sarcoma anat differe

Screening tests
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Screening refers to testing to find a disease such as cancer in people who do not have
symptoms of that disease. At this time, there are no tests or exams to @eieetsatrcomas
in women without symptoms (asymptomatic). The Pap test, which screens foakervi
cancer, can occasionally find some early uterine sarcomas, but it is not a goodtlest f
type of cancer.

The Pap test is very effective, however, in finding early carcinomas ofrig (tee lower
part of the uterus). For information on screening tests for cervical canceuyrss@ument,
Cervical Cancer

How is uterine sarcoma diagnosed?

In most cases, the possibility of uterine sarcoma is suggested by cemtatoss. These
symptoms do not always mean that a woman has a uterine sarcoma. In fact theyea

often caused by something else, such as non-cancerous changes in the utemesepresca
overgrowth of the endometrium, or endometrial carcinoma. Doctors use one or more tests t
make a diagnosis.

Signs and symptoms of uterine sarcomas
Abnormal bleeding or spotting

If you have gone through menopause, any vaginal bleeding or spotting is abnothital, a
should be reported to your health care professional right away. About 85% of patients
diagnosed with uterine sarcomas have irregular vaginal bleeding (betwests per
bleeding after menopause. This symptom is more often caused by somethingdzesides
but it is important to have a medical evaluation of any irregular bleeding viglyt ©f the
uterine sarcomas, leiomyosarcomas are less likely to cause abnorrdadgbtban
endometrial stromal sarcomas.

Vaginal discharge

About 10% of women with uterine sarcomas have a vaginal discharge (that does not contain
any visible blood). A discharge is most often a sign of infection or another benignaondit

but it also can be a sign of cancer. Any abnormal discharge should be investigated by
health care professional.

Pelvic pain and/or mass

When they are first diagnosed, about 10% of women with uterine sarcomas have pelvic pai

and/or a mass (tumor) that can be felt. You or your doctor may be able to feekthimma
your uterus, or you may have a feeling of fullness in your pelvis.
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Consultation, medical history, and physical exam
Consult with a specialist

If a uterine cancer is suspected, most doctors recommend that the woman ineckgmna
gynecologic oncologist (a doctor who specializes in diagnosing and treatiatgfe
reproductive system cancers).

Complete medical history and physical exam

Your doctor will ask you about your personal and family medical history. You aldmew
asked about any symptoms, risk factors, and other health problems. You will be given a
general physical and a pelvic exam.

Sampling and testing endometrial tissue

To find the cause of abnormal uterine bleeding, a sample of tissue will be remmwetid
lining of the uterus and looked at under a microscope. The tissue can be sampled by
endometrial biopsy or by dilation and curettage (D&C). Often a hysterossojpye with
the D&C.

These procedures let the doctor see if the bleeding is caused by benign endometrial
overgrowth (hyperplasia), endometrial carcinoma, uterine sarcoma, or somdistase.

The tests will find many endometrial stromal sarcomas, but less than half of
leiomyosarcomas (LMSs). These tests don't find all LMSs because tinesescaegin in the
middle layer of the wall of the uterus. In order to be found by an endometrial biopsyQyr D&
they need to have spread from the middle (muscle) layer to the inner lininguéths.

Often it is only possible to diagnose a LMS by surgically removing it.

Endometrial biopsy

In this procedure, a very thin, flexible tube is inserted into the uterus through the cervix

Then, using suction, a small amount of endometrium is removed through the tube. Suctioning
takes about a minute or less. The discomfort is similar to severe menstnuas enad can be
helped by taking a nonsteroidal anti-inflammatory drug such as ibuprofen an hour before
starting. This procedure is usually done in the doctor's office.

Hyster oscopy
This is a procedure that allows doctors to look inside the uterus. A tiny telescopetexdins

into the uterus through the cervix. To get a better view, the uterus is then expandathby fil
it with salt water (saline). This lets the doctor see and biopsy anything adnsuch as a
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cancer or a polyp. This procedure is usually done with the patient awake, using loca
anesthesia (numbing medicine). But if a polyp or mass has to be removed| geesitzesia
is needed.

Dilation and curettage

If the results of the endometrial biopsy are not conclusive (meaning theteddnr sure if
cancer is present), a procedure called dilation and curettage (D&C) must b& d»%€e

does not require admission to the hospital -- it is usually done in the outpatient suggery a
of a clinic or hospital. This procedure is done while the woman is under general siassthe
conscious sedation (medicine is given into a vein to make her drowsy) and takes about an
hour. In a D&C, the cervix is dilated and a special surgical instrument is usede sssue
from inside the uterus. A hysteroscopy may be done as well. Most women have littl
discomfort after this procedure.

Testing endometrial tissue

Any tissue samples obtained by these procedures are looked at under theopectosee if
cancer is present. If cancer is found, the lab report will say if it is a caraino sarcoma,
what type it is, and what grade it is. A tumor's grade is based on how much it looks like
normal tissue under the microscope. If the tumor looks a lot like normal tissueallet

low grade. If it doesn't at all look like normal tissue, it is high grade. Thetathich the
cancer cells appear to be growing is another important factor in gradiagree garcoma.
High-grade sarcomas tend to grow and spread more quickly than low-grade sarcoma

The tissue may also be tested to see if the cancer cells cesifaigen receptorand
progesterone receptar§hese hormone receptors are found on some endometrial stromal
sarcomas. Cancers with these receptors on the cells are more likelwtm gesponse to the
hormones estrogen and progesterone. These cancers may stop growing ghirieie when
these hormones are blocked with certain drugs. Checking for these receptopsduitiis
which patients will benefit from treatment with hormone blocking drugs.

Cystoscopy and proctoscopy
If a woman has signs or symptoms that suggest the uterine sarcoma has spreadddehe bl
or rectum, the inside of these organs can be looked at through a lighted tube. These

examinations are called cystoscopy and proctoscopy, respectively, buedreloae in the
diagnosis and work-up of patients with uterine sarcoma.

Imaging tests

Transvaginal ultrasound
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Ultrasound tests use sound waves to take pictures of parts of the body. For aitrahsvag
ultrasound, a probe that gives off sound waves is inserted into the vagina. The sound waves
are used to create images of the uterus and other pelvic organs. These images chowf

any tumor that is present and whether or not it affects the myometrium (arusgelr of the
uterus).

For an ultrahysterosonogram or saline infusion sonogram, salt water)(&apteced into
the uterus through a small tube before the transvaginal sonogram. This allows thé&doctor
see abnormalities of the uterine lining more clearly.

Computed tomography

The computed tomography scan (CT scan or CAT scan) is an x-ray procedure that produces
detailed cross-sectional images of your body. For a CT scan, you lie on a tdble-velyis

are taken. Instead of taking one picture, like a regular x-ray, a CT scakesmany

pictures as the camera rotates around you. A computer then combines theseipictare

image of a slice of your body. The machine will take pictures of many siidde part of

your body that is being studied.

Before any pictures are taken, you may be asked to drink 1 to 2 pints of a liquid called oral
contrast. This helps outline the intestine so that certain areas are not mistakemofs.

You may also receive an IV (intravenous) line through which a different kind obsbutye

(IV contrast) is injected. This helps better outline structures in your body.

The injection can cause some flushing (redness and warm feeling thashhgurs to

days). A few people are allergic to the dye and get hives. Rarely, monesserdations like
trouble breathing and low blood pressure can occur. Medicine can be given to prevent and
treat allergic reactions. Be sure to tell the doctor if you have ever leadtson to any

contrast material used for x-rays.

CT scans are rarely used to diagnose uterine cancer, but they may be heg#ungnfshe
cancer has spread to other organs.

CT scans can also be used to guide a biopsy needle precisely into a suspectethacea of
spread. For this procedure, calle@&guided needle biopsthe patient remains on the CT
scanning table, while a radiologist moves a biopsy needle toward the location afsthe m
CT scans are repeated until the doctors are confident that the needlengheitimass. A
fine needle biopsy sample (tiny fragment of tissue) or a core needle bappieqa thin
cylinder of tissue about one-half inch long and less than one-eighth inch in diaseter)
removed and examined under a microscope.

CT scans take longer than regular x-rays and you need to lie still on a talilegmaile
they are being done. But just like other computerized devices, they are tgstargand your
stay might be pleasantly short. Also, you might feel a bit confined stayfing #te ring
while the pictures are being taken.
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Magnetic resonance imaging

Magnetic resonance imagifiglRI1) scans use radio waves and strong magnets instead of x-
rays. The energy from the radio waves is absorbed and then released in aqrattiroly

the type of tissue and by certain diseases. A computer translates ¢ne pfatadio waves
given off by the tissues into a very detailed image of parts of the body. Not only does this
produce cross-sectional slices of the body like a CT scanner, it can also prazhscthali

are parallel with the length of your body. A contrast material might beéojg¢ast as with

CT scans but is used less often. MRI scans can help tell if a uterine tumor lookadi&e ca
but a biopsy is still needed to tell for sure. MRI scans are particularly haipgadking for
cancer that has spread to the brain and spinal cord.

MRI scans take longer than CT scans -- often up to an hour. You are placed inside a tube,
which is confining and can upset people with claustrophobia. The machine also makes
clicking or buzzing noises that some people may find disturbing. Most places provide
headphones and music to block this sound.

Positron emission tomography scan

In thepositron emission tomography (PET) scan, radioactive glucose (suggerisd into
the patient's vein to look for cancer cells. Because cancers use gluadsgladr rate than
normal tissues, the radioactivity will tend to concentrate in the cancernAesoean spot the
radioactive deposits. This test can be helpful for spotting small collectioasadrccells. It
may also help tell if a tumor is benign or malignant. PET scans are not yaelputsed for
patients with a pelvic mass or abnormal bleeding.

Chest x-ray

A regular (plain) x-ray of the chest may be done to see if a uterine sarcermetastasized
(spread) to the lungs and as part of the testing before surgery

How is uterine sarcoma staged?

Stagingis the process of analyzing information about a tumor to find out how far the cancer
has spread. The stage of a uterine sarcoma is the most important factor inmgctreatment.

Ask your health care team to explain your cancer's stage so that youl@afultyainformed
choices about your treatment.

The 2 systems used for staging uterine sarcomd; @ (International Federation of
Gynecology and Obstetrics) system and the American Joint Committee o Tivte
staging system, are the same. Staging is based on 3 factors: the extentwidr (T),

whether the cancer has spread to lymph nodes (N) and whether it has spread totésstant s
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(M). Uterine sarcoma is staged based on examination of tissue removed during aoropera
This, known as surgical staging, means that doctors can't tell for sure agetlst cancer is

in until after surgery is done (in most cases). The staging systesifiemthe cancer in

stages | through IV, with each of these stages being further dividedténs|(for example,
stages IIA and 1IB).

The staging system looks at how far the cancer has spread. It canlspadigdo other parts

of the uterus. It can also spreagjionallyto nearby lymph nodes (bean-sized organs that are
part of the immune system). The regional lymph nodes are found in the pelvis and farther
away along the aorta (the main artery that runs from the heart down aldvarkhef the
abdomen and pelvis). The lymph nodes along the aorta are called para-aortic madlgs. Fi

the cancer can spreaudtastasizeto distant lymph nodes or organs such as lung, liver,
bone, brain, and others.

Tumor extent (T)
TO: No signs of a tumor in the uterus can be found.
T1: The tumor is growing in the uterus, but has not started growing outside the uterus.

Tla: The cancer is only in the uterus and is no larger than 5 cm across (5 cm is about
2 inches).

T1b: The cancer is only in the uterus and is larger than 5 cm across.
T2: The tumor is growing outside the uterus but is not growing outside of the pelvis.
T2a: The tumor is growing into the adnexa (the ovaries and fallopian tubes).
T2b: The tumor is growing into tissues of the pelvis other than the adnexa.
T3: The tumor is growing into tissues of the abdomen.
T3a: The tumor is growing into tissues of the abdomen in one place only.
T3b: The tumor is growing into tissues of the abdomen in 2 or more places.
T4: The tumor is growing into the bladder or rectum.
Lymph node spread (N)
NX: Spread to nearby lymph nodes cannot be assessed.

NO: No spread to nearby lymph nodes.
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N1: Cancer has spread to nearby lymph nodes.

Distant spread (M)

MO: The cancer has not spread to distant lymph nodes, organs, or tissues.

M1: The cancer has spread to distant organs (such as the lungs or liver).

Stage grouping

Information about the tumor, lymph nodes, and any cancer spread is then combined to assign
the stage of disease. This process is called stage grouping. The stagesiaezldesog the
number 0 and Roman numerals from | to IV. Some stages are divided into sub-stages

indicated by letters.

Stagel (T1, NO, M0): The cancer is only in the uterus. It has not spread to lymph nodes or
distant sites.

Stagel A (T1a, NO, M0): The cancer is only in the uterus and is no larger than 5 cm
across. It has not spread to nearby lymph nodes or distant sites.

Stage IB (T1b, NO, M0): The cancer is only in the uterus and is larger than 5 cm
across. It has not spread to nearby lymph nodes or distant sites.

Stagell (T2, NO, M0): The cancer is growing outside the uterus but is not growing outside
of the pelvis. The cancer has not spread to nearby lymph nodes or distant sites.

StagellA (T2a, NO, M0O): The cancer is growing into the adnexa (the ovaries and
fallopian tubes). It has not spread to nearby lymph nodes or distant sites.

Stage 1B (T2b, NO, M0O): The cancer is growing into tissues of the pelvis other than
the adnexa. It has not spread to nearby lymph nodes or distant sites.

Stagelll: Any of the following:

StagelllA (T3a, NO, M0): The cancer is growing into tissues of the abdomen in one
place only. It has not spread to nearby lymph nodes or distant sites.

Stagell1B (T3b, NO, M0): The cancer is growing into tissues of the abdomen in 2 or
more places. It has not spread to lymph nodes or distant sites.

StagellIC (T1to T3, N1, M0O): The cancer in the uterus can be any size and may

have grown into tissues in the pelvis and/or abdomen. It has not spread to the bladder
or rectum. The cancer has spread to lymph nodes near the uterus (pelvic aad/or par
aortic lymph nodes). It has not spread to distant sites.
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Stage 1 V: The cancer has spread to the urinary bladder or the rectum (lower part ofi¢he lar
intestine), and/or to distant organs, such as the bones or lungs.

Stage VA (T4, any N, M0): The cancer has spread to the rectum or urinary bladder.
It may also be in the lymph nodes but has not spread to distant sites.

StagelVB (any T, any N, M1): The cancer has spread to organs that are not next to

the uterus (such as the bones or lungs) or it has spread to distant lymph nodes (such as

those in the groin area).

Survival rates by stage

Survival rates are often used by doctors as a standard way of discussisgnésggognosis
(outlook). Some patients with cancer may want to know the survival statistics foe peopl
similar situations, while others may not find the numbers helpful, or may even nabwant
know them. Whether or not you want to read about the survival statistics below foe uterin
sarcoma is up to you.

The 5-year survival rate refers to the percentage of patients who livetdh gsars after
their cancer is diagnosed. Of course, many people live much longer than 5 yeararfgnd m
are cured).

Five-yearrelative survival rates compare the survival of people with the cancer to the
survival for people without the cancer. Since some people will die of causes other than
cancer, this is a way to look only at deaths from the specific cancer. Tlae Eelgive
survival rate is a more accurate way to describe the outlook for patients witicalgatype
and stage of cancer.

In order to get 5-year survival rates, doctors have to look at people who wesd aelaast
5 years ago. Improvements in treatment since then may result in a mosebfavautiook for
people now being diagnosed with uterine sarcoma.

Survival rates are often based on previous outcomes of large numbers of people who had the

disease, but they cannot predict what will happen in any particular persen'sMeay other
factors may affect a person's outlook, such as their general health and hdvewati¢er

responds to treatment. Your doctor can tell you how the numbers below may apply to you, as

he or she is familiar with the aspects of your particular situation.
The outlook for survival (prognosis) for women with a uterine sarcoma depends on many
factors. These include

* The stage of the cancer
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* The type of sarcoma (leiomyosarcoma or endometrial stromal sarcoma)
» The grade of the sarcoma (low grade versus high grade)
* The patient's general state of health

The survival statistics noted below come from the National Cancer InstBHEER

program. They are based on women diagnosed with uterine sarcomas from 1988 to 2001. The
stages listed reflect the staging system that was in place at the sitaging has changed

since then. What was then stage Il would now be included with stage I. Many of ¢tkescan

that were stage Il in the older system would now be classified as &t&genle of the

cancers that were stage 1V in the older system would now be stage lll.ditfessnces in

staging may make it more difficult to apply these numbers to your own gituati

The 5-year relative survival rates feromyosar coma are:

Stage I:  60%
Stage Il  35%
Stage lll: 28%
Stage IV: 15%

The 5-year relative survival rates ®rdometrial stromal sarcoma are:

Stage I 90%

Stage II:  40% (note: there were only a small number in this group, so may not be
accurate)

Stage Ill: 64%

Stage IV: 37%

How is uterine sarcoma treated?

This information represents the views of the dactord nurses serving on the American Cancer S¢giety
Cancer Information Database Editorial Board. Thes®ws are based on their interpretation of studies

published in medical journals, as well as their opvofessional experience

The treatment information in this document is rficial policy of the Society and is not intendesdnaedical
advice to replace the expertise and judgment of gancer care team. It is intended to help you godr
family make informed decisions, together with yadaetor.

Your doctor may have reasons for suggesting armeat plan different from these general treatmenibog.
Don't hesitate to ask him or her questions about yeatment options.

Considering treatment options
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After the diagnostic tests are done, your cancer care team will recahone or more

treatment options. Don't feel rushed about making a decision. If there is anyghidg not
understand, ask to have it explained again. The choice of treatment depends largely on the
type of cancer and stage of the disease when it is diagnosed. Otherrfagtdrglay a part

in choosing the best treatment plan. These might include your age, your overall state
health, whether you plan to have children, and other personal considerations. Be sure you
understand all of the risks and side effects of different treatment options befarga

decision.

From the start, keep in mind that you will be dealing with your own body and emotions. In
the process of deciding what kind of treatment to have, you will find it helpful to discus
options with your family and friends, as well as with your primary careodactd nurse. At
every step of the way, before treatment, during treatment, and in recoueshoud talk

with your cancer care team about side effects and ways to avoid them or maleasiemto
endure. They want to answer your questions, so ask them!

You may want to get a second opinion. This can provide more information and help you feel
confident about the treatment plan you choose. Some insurance companies require a second
opinion before they will pay for certain treatments, but a second opinion is usually not
required for routine cancer treatments.

There are 4 basic types of treatment for women with uterine sarcoma:

e Surgery

* Radiation therapy
» Chemotherapy

* Hormone therapy

A combination of these treatments may be used. Which treatment(s) is used depends on the
type and stage of your cancer as well as your overall medical conditionwigiosn with

uterine sarcoma have surgery to remove the cancer. Radiation, chemo, and hormagal the
are sometimes given to lower the risk of the cancer coming back afterysurgese

treatments may also be used for cancers that cannot be removed with surdeey ar w

woman can't have surgery because she has other health problems.

Surgery

Surgery is the primary (main) treatment for uterine sarcoma. The majafgaagery is to

remove all of the cancer. This usually means removing the uterus, but for som®, theor
fallopian tubes, ovaries, and part of the vagina may also need to be removed. Some lymph
nodes or other tissue may be taken out as well to see if the cancer has spread outside the
uterus. Which procedures are done depend on the type and grade of the cancer and how far i
has spread. The patient's general health and age are also importantifastore cases,

tests done before surgery allow the doctor to plan the operation in detail ahead dhase
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tests include imaging studies, such as CT scans and ultrasound, as well &sahe pe
examination, endometrial biopsy, and/or D&C. In other cases, the surgeon has to decide
which options to take based on what is found during surgery. For example, sometimes there
is no way to know for certain that a tumor is cancer until it is removed during surgery.

Hyster ectomy

This surgery removes the whole uterus (the body of the uterus and the cervix). This
procedure is sometimes called a simple hysterectomy or a total hi@teyetn a simple
hysterectomy, the loose connective tissue around the uterus (parametriursjuie ti
connecting the uterus and sacrum (uterosacral ligaments), and the vagimamtnga
Removing the ovaries and fallopian tubes is not actually part of a hystereetibisya
separate procedure known as a bilateral salpingo-oophorectomy (BSO). The B®®O is of
done along with a hysterectomy in the same operation (see below).

If the uterus is removed through a surgical incision in the front of the abdomen, liédsaral
abdominal hysterectomy. When the uterus is removed through the vagina, itdsacalle

vaginal hysterectomy. If lymph node sampling is needed, this can be done throsgméhe

incision as the abdominal hysterectomy. If a hysterectomy is done througggiha, lymph

nodes can be removed using a laparoscope. A laparoscope is sometimes used to help remove
the uterus when the doctor is doing a vaginal hysterectomy. This is cédiearascopic

assisted vaginal hysterectonfyhe uterus can also be removed through the abdomen with a
laparoscope. This procedure requires less recovery time than a regulamabdom

hysterectomy.

Either general or regional anesthesia is used for the procedure -- this méémes plagient is
asleep or sedated. For an abdominal hysterectomy the hospital stay i 3isn&ldays.

Complete recovery takes about 4 to 6 weeks. A laparoscopic procedure and vaginal
hysterectomy usually require a hospital stay of 1 to 2 days and a 2- to 3-weakyeédier

a hysterectomy, a woman cannot become pregnant and give birth to children.|Surgica
complications are unusual but could include excessive bleeding, wound infection, or damage
to the urinary or intestinal systems.

Radical hysterectomy

This operation removes the entire uterus as well as the tissues next to the uterus
(parametrium and uterosacral ligaments) and the upper part (about 1 inch) ofitlag(vegr
the cervix). This operation is used more often for cervical carcinomas thanrfoeute
sarcomas.

This operation is most often done through an abdominal surgical incision, although it can
also be performed through the vagina. Most patients undergoing a radicaldigstgralso
have a lymph node dissection, in which lymph nodes are removed either through the
abdominal incision or by laparoscopic lymph node sampling. Radical hysterecarbg c
done using either general or regional anesthesia.
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Because more tissue is removed by a radical hysterectomy than withie lsysterectomy,

the hospital stay may be longer -- about 5 to 7 days. The surgery leaves the womatounable
become pregnant and give birth to children. Complications are unusual but could include
excessive bleeding, wound infection, and damage to the urinary or intestinalssystem

Bilateral salpingo-oophorectomy

This operation removes both fallopian tubes and both ovaries. In treating endometrial
carcinomas and uterine sarcomas, this operation is usually done at the sathe titeeus is
removed (either by simple hysterectomy or radical hysterectomygthfof your ovaries are
removed, you will go into menopause if you have not done so already.

Symptoms of menopause include hot flashes, night sweats, and vaginal dryness. These
symptoms are caused by a lack of estrogen and may be improved with esteogpy(HT).

This therapy also lowers a woman's risk of osteoporosis (weakening andghohiie

bones). However, since estrogen can cause some types of uterine carmsr toamy

doctors are concerned that it could increase the chance of the cancer coikimgdsac

experts in this field consider ET too risky for most women who have had uterine sarcoma
Some doctors prescribe it only when the stage and grade of the cancer md&atéow

risk of the cancer coming back. A woman who has had uterine sarcoma should discuss the
risks and benefits of ET with her doctor before making a decision. There are dtraetres

for symptoms of menopause and prevention of osteoporosis.

Lymph node surgery

Your surgeon may do a procedure called a lymph node dissection, which removes the lymph
nodes in the pelvis and around the aorta (the main artery that runs from the hearodgwn al

the back of the abdomen and pelvis). These lymph nodes are examined under a microscope to
see if they contain cancer cells. If cancer is found in the lymph nodes, it meahg that

cancer has already spread outside of the uterus. This carries a poor pragrigk for

survival). This operation is done through the same surgical incision in the abdomen as the
simple abdominal hysterectomy or radical abdominal hysterectomy. ¢fisaba

hysterectomy has been done, the lymph nodes can be removed with laparoscopic surgery

Other proceduresthat may be done during surgery

* Omentectomy: The omentum is a layer of fatty tissue that covers the abtdomina
contents like an apron. Cancer sometimes spreads to this tissue. When this tissue i
removed, it is called ammentectomyThe omentum is sometimes removed during a
hysterectomy if cancer has spread there or as a part of staging.

» Peritoneal biopsies: The tissue lining the pelvis and abdomen is called the

peritoneumPeritoneal biopsies remove small pieces of this lining to check for cancer
cells.
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» Pelvic washings: In this procedure, the surgeon "washes" the abdominal and pelvic
cavities with salt water (saline) and sends the fluid to the lab to seeiitdics
cancer cells.

» Tumor debulking: If cancer has spread throughout the abdomen, the surgeon may
attempt to remove as much of the tumor as possible. This is dalbedking For
some types of cancer, debulking can help other treatments, like radiation or
chemotherapy, work better. Its role in treating uterine sarcoma is nat clear

Sexual impact of surgery

For women who are premenopausal, removing the uterus causes menstrual bleedds) (pe
to stop. If the ovaries were also removed, menopause will occur. This can lead tb vagina
dryness and pain during intercourse. These symptoms can be improved with estrogen
treatment, but this hormone may need to be avoided for women with certain tumors. Other
medicines may be helpful in those cases.

While physical and emotional changes can affect the desire for sex, thgesgesulo not

prevent a woman from feeling sexual pleasure. A woman does not need ovaries or a uterus t
have sex or reach orgasm. Surgery can actually improve a woman's sexideahter

caused problems with pain or bleeding during sex.

For more information on this topic, see our docun@axuality for the Woman With Cancer.

Radiation therapy

Radiation therapy uses high-energy radiation (such as x-rays) to kill cafiseThese
treatments may be given externally in a procedure that is much like hadiagrestic x-
ray. This is calleeé@xternal beammadiation therapy.

Radiation therapy also may be given by placing radioactive materialthegamor. This is
calledbrachytherapyWomen treated with this type of radiation do not remain radioactive
after the implant is removed. In some situations, both brachytherapy and lex¢ézma
radiation therapy are given.

When the tumor can be seen growing through the cervix, radiation therapy can ezeteri

to completely remove the cancer with surgery. Radiation may also be givesuadiery to
lower the chance of the cancer coming back in the pelvis. This, kncadjuasnt radiation
may be done for cancers that are high grade or when cancer cells arafthentymph

nodes. In those cases, the entire pelvis may be treated with external beaonrtdciedpy
about 4 to 6 weeks after surgery. Sometimes the radiation field will also includeaaof ar
the abdomen called the para-aortic field. This is the area in the abdomen aroundt{theort
main artery).
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Radiation may be done instead of surgery in a woman who can’t have surgery because of
other health problems.

External beam radiation therapy

External beam radiation therapy is the more familiar type of treatmerttich the radiation
is delivered from an outside source. This therapy requires treatment 5 dagls fmmvkor 5
weeks. The skin covering the area that is exposed to radiation is carefully marked w
permanent ink or injected dye, similar to a tattoo. A special mold of the pelvis and lower
back is custom-made to ensure that the woman is placed in the exact same pos&oh for
treatment. The actual external beam radiation treatment takes less thauB&mi

Brachytherapy
Brachytherapy places radioactive materials close to the area t@tselt(euch as the tumor).

How much of the pelvis needs to be exposed to radiation therapy depends on the extent of the
disease. In cases where only the upper third of the vagina (the vaginalead$)to be

treated, radioactive material is inserted through the vagina. This id cafjmal

brachytherapy

For this treatment, a cylinder with a source of radiation is inserted intodgheavaVith this
method, the radiation mainly affects the area in contact with the cylinder, stioh \zaginal
cuff (the upper third of the vagina). Nearby structures such as the bladdertandget
little radiation exposure.

This procedure is done in the radiation suite of the hospital or care center. About 4 to 6
weeks after the hysterectomy, the surgeon or radiation oncologist insertsahagpaccator
into the woman's vagina, and pellets of radioactive material are insedeterdapplicator.
There are 2 types of brachytherapy: low-dose rate (LDR) and high-degéiE2R).

In LDR brachytherapy, the pellets are usually left in place for about atdagrme. The
patient needs to stay immobile to keep the pellets from moving during treatment, &ed so s
is usually kept in the hospital overnight. Several treatments may be necessary.

In HDR brachytherapy, the radiation is more intense. Each dose takessaoeryeriod of
time (usually less than an hour), and the patient can return home the same dagyrirteor ut
cancers, HDR brachytherapy is often given weekly or even daily forsat3etses.

Side effects of radiation therapy

Common side effects of radiation therapy include tiredness, upset stomach, or loelse bow

Serious fatigue, which may not occur until a few weeks after treatmemisbega common
side effect.

(20 of 37)



Skin changes are also common, with the skin in the treated area looking and feeling
sunburned. As the radiation passes through the skin to its intended target, it may damage t
skin cells. This can cause irritation that ranges from temporary and mildsseine

permanent discoloration. The skin may release fluid, which can lead to infectiong so car
must be taken to clean and protect the area exposed to radiation.

Diarrhea is a common side effect, but it can usually be controlled with over-theicount
medicines. Nausea and vomiting may also occur, but can be treated with meiclaes
effects tend to be worse when chemotherapy is given with radiation.

Radiation can irritate the bladder and may cause problems with urination. Blaidalgon,
calledradiation cystitis can cause discomfort and an urge to urinate frequently.

Radiation therapy may also cause scar tissue to form in the vagina. If thieseamakes
the vagina shorter or more narrow it is caNegjinal stenosisThis can make vaginal
intercourse painful. A woman can help prevent this problem by stretching theoiadis
vagina several times a week. This can be done by having sexual intercoursendet® & ti
week or by using a vaginal dilator (a plastic or rubber tube used to strettie eagina).
Still, vaginal dryness and pain with intercourse can be long-term side dftentsadiation.
Pelvic radiation can damage the ovaries, resulting in premature menopausen'{Tans is
issue for most women being treated for uterine sarcoma because they halyeganea
through menopause, either naturally or as a result of surgery to treat the cance

As long as a woman is not bleeding heavily from a tumor in her bladder, rectum, uterus,
cervix, or vagina, she can still continue to have sex during the course of pelvioradiati
therapy. However, the outer genitals and vagina may become sore and tenddr, tanuc
many women choose to stop having intercourse for a while, to let the area heal.

Radiation can also lead to low blood counts, causing anemia (low red blood cells) and
leukopenia (low white blood cells). The blood counts usually return to normal afteraadiati
is stopped.

Radiation to the pelvis can impair fluid drainage from the legs, leading to lI#gqgwe&his
is known adymphedemand is more common in women who had lymph nodes removed
during surgery.

Pelvic radiation also can weaken the bones, leading to fractures of the hips@bpeés. It
is important that women who have had pelvic radiation contact their doctor right away if
have pelvic pain. Such pain might be caused by a fracture, recurrent cancer, oriother se
conditions.

If you are having any side effects from radiation, discuss them with gogec care team.
There are things you can do to get relief from these symptoms or prevent them.
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Chemotherapy

Chemotherapy (chemo) is the use of drugs to treat cancer. The drugs calidveesiva pill
form, or they can be injected by needle into a vein or muscle. Chemotherapy is considered
systemic therapy. This means that the drug enters the bloodstream aradesrdubughout

the body to reach and destroy cancer cells - making this treatment usefander that has
spread beyond the uterus. When chemotherapy is given to shrink the cancer befoyeisurge
is calledneoadjuvantreatment. If it is given after the cancer has been completely removed
with surgery it is calle@djuvanttherapy. Adjuvant treatments are meant to keep the cancer
from coming back later. Chemo can also be used as the main therapy to treat¢ne ca

Chemotherapy often means treatment with a combination of drugs. Some of the drugs used t
treat uterine sarcomas include: doxorubicin (AdriamycinDoxil®), ifosfamide, cisplatin,
paclitaxel (Taxdl), gemcitabine (Gemz&y and docetaxel (Taxotéte There are many new
promising agents being studied in uterine sarcoma. Which drugs are used depends on the
type of uterine sarcoma and any prior health problems.

These drugs kill cancer cells but can also damage some normal cells. Wi sauses
many side effects. Side effects of chemotherapy depend on the specifictdeugmount
taken, and the length of time you are treated. Some common side effects include:

* Nausea and vomiting
* Loss of appetite

» Hairloss

* Low blood counts

Chemotherapy can damage the blood-producing cells of the bone marrow, leading to low
blood cell counts. This can result in:

* Anincreased chance of serious infection (due to a shortage of white blood cells)
* Problems with bleeding or bruising (due to a shortage of blood platelets)
* Feeling tired or short of breath (due to low red blood cell counts)

It is important to let your cancer care team know about any problems you hagewhil

chemo, because many side effects can be prevented or treated. For exarepes timamy

good medicines to prevent or reduce nausea and vomiting. Most side effects of chgyothera
stop when the treatment is over.

However, some side effects from chemotherapy can last a long time. Fqlextdma drug
doxorubicin can damage the heart muscle over time. The chance of heart darsageage

the total dose of the drug goes up, so doctors place a limit on how much doxorubicin is given.
Cisplatin can cause kidney damage. Giving large amounts of fluid before and after
chemotherapy can help protect the kidneys. Both cisplatin and paclitaxel cameates

(22 of 37)



damage (calledeuropathy. This can lead to numbness, tingling, or even pain in the hands
and feet.

Hormone therapy

Hormone therapy is the use of hormones or hormone-blocking drugs to fight carscer. It i
mainly used to treat patients with endometrial stromal sarcomas andysusedlfor the
other type of uterine sarcoma.

Progestins

Progesterone-like hormones such as megestrol (MBgacenedroxyprogesterone

(Prover&) can be used. Side effects can include increased blood sugar levels in patlients w
diabetes. Hot flashes, night sweats, and weight gain (from fluid retention andessattr
appetite) also occur. Rarely, serious blood clots are seen in patients takingqsoges

Gonadotropin-releasing hormone agonists

Gonadotropin-releasing hormone (GNRH) agonists switch off estrogen poydbygtthe

ovaries. These drugs are useful in lowering estrogen levels in women who are
premenopausal. Examples of GNRH agonists include goserelin (Z8)aatexleuprolide
(Lupror®). These drugs are injected every 1 to 3 months. Side effects can include any of the
symptoms of menopause, such as hot flashes and vaginal dryness. If they aiar t@kemgf

time (years), these drugs can weaken bones (sometimes leading to ostepporosi

Aromatase inhibitors

After the ovaries are removed (or are not functioning), estrogen is siiéd mdat tissue.
This becomes the body's main source of estrogen. Drugs called aromhiisisers can stop
this estrogen from being formed. Examples of aromatase inhibitors inctumeole
(Femard), anastrozole (Arimide®, and exemestane (Aroma$jnThese drugs are most
often used to treat breast cancer, but may be helpful in the treatment of erad@tnetnal
sarcoma. Side effects can include hot flashes and joint/muscle pain. If¢haken for a
long time (years), these drugs can weaken bones (sometimes leading to os®oporos

Tamoxifen

Tamoxifen is an anti-estrogen drug that is often used to treat breast ¢taocaeralso be

used to treat endometrial stromal sarcoma. The goal of tamoxifen thetagyrevent any
estrogens circulating in the woman’s body from stimulating growth of the caglterkven

though tamoxifen may prevent estrogen from nourishing the cancer cells,lika@ weak
estrogen in other areas of the body. It does not cause bone loss, but can cause hatdlashes a
vaginal dryness. People taking tamoxifen also have an increased risk of sercalislbls in

the legs.
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Clinical trials

You may have had to make a lot of decisions since you've been told you have canoér. One
the most important decisions you will make is choosing which treatment is bgstforou

may have heard about clinical trials being done for your type of canceraylre someone

on your health care team has mentioned a clinical trial to you.

Clinical trials are carefully controlled research studies that are wah patients who
volunteer for them. They are done to get a closer look at promising new treatments or
procedures.

If you would like to take part in a clinical trial, you should start by asking goctor if your
clinic or hospital conducts clinical trials. You can also call our clinicdbktrisatching service
for a list of clinical trials that meet your medical needs. You can réackdrvice at 1-800-
303-5691 or on our Web site at http://clinicaltrials.cancer.org. You can alsdigfetfa
current clinical trials by calling the National Cancer InstituBgscer Information Service
toll-free at 1-800-4-CANCER (1-800-422-6237) or by visiting the NCI clini¢alsWeb

site at www.cancer.gov/clinicaltrials.

There are requirements you must meet to take part in any clinicalftyiau do qualify for a
clinical trial, however, you decide whether or not to enter (enroll in) it.

Clinical trials are one way to get state-of-the art cancer tezdtrihey are the only way for
doctors to learn better methods to treat cancer. Still, they are not right fporeser

You can get a lot more information on clinical trials in our document c@lieital Trials:
What You Need to Knowou can read it on our Web site or call our toll-free number and
have it sent to you.

Complementary and alternative therapies

When you have cancer you are likely to hear about ways to treat your candewver re
symptoms that your doctor hasn't mentioned. Everyone from friends and fanmtgroek

groups and Web sites offer ideas for what might help you. These methods can include
vitamins, herbs, and special diets, or other methods such as acupuncture or massage, to na
a few.

What exactly are complementary and alter native therapies?

Not everyone uses these terms the same way, and they are used to refer tdfenant di
methods, so it can be confusing. We agmplementaryo refer to treatments that are used

(24 of 37)



along withyour regular medical car@lternativetreatments are uséustead ofa doctor's
medical treatment.

Complementary methods. Most complementary treatment methods are not offered as cures
for cancer. Mainly, they are used to help you feel better. Some methodethaed along

with regular treatment are meditation to reduce stress, acupuncture to ilegkp pain, or
peppermint tea to relieve nausea. Some complementary methods are known to help, while
others have not been tested. Some have been proven not be helpful, and a few have even
been found harmful.

Alternativetreatments: Alternative treatments may be offered as cancer cures. These
treatments have not been proven safe and effective in clinical trials. Somseoitéiods
may pose danger, or have life-threatening side effects. But the biggest idamgst cases is
that you may lose the chance to be helped by standard medical treatmerg.ddelay
interruptions in your medical treatments may give the cancer moredigrew and make it
less likely that treatment will help.

Finding out more

It is easy to see why people with cancer think about alternative methods. Yow war#lk

you can to fight the cancer, and the idea of a treatment with no side effects seahds gr
Sometimes medical treatments like chemotherapy can be hard to take, oayhey longer

be working. But the truth is that most of these alternative methods have not beemigsted a
proven to work in treating cancer.

As you consider your options, here are 3 important steps you can take:

* Look for "red flags" that suggest fraud. Does the method promise to cure aksbr m
cancers? Are you told not to have regular medical treatments? Is thecineat
"secret" that requires you to visit certain providers or travel to another gduntr

» Talk to your doctor or nurse about any method you are thinking about using.

» Contact us at 1-800-227-2345 to learn more about complementary and alternative
methods in general and to find out about the specific methods you are looking at.

The choiceisyours
Decisions about how to treat or manage your cancer are always yours tdfrgalevant to
use a non-standard treatment, learn all you can about the method and talk to your doctor

about it. With good information and the support of your health care team, you may be able to
safely use the methods that can help you while avoiding those that could be harmful.

Treatment options by stage
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Surgery to remove the uterus, fallopian tubes, and ovaries and sample the lymph nodes is the
main treatment for uterine sarcomas. Sometimes this is followed by ématnth radiation,
chemotherapy, or hormone therapy. Treatments given after the cancerrhasroptetely

removed with surgery are called adjuvant treatments. Adjuvant therapy is @ivelp tkkeep

the cancer from coming back. This approach has helped patients with certais,ddwcer

colon and breast cancer, live longer. So far, though, adjuvant treatments for sderoraa

have not helped patients live longer. Since both types of uterine sarcoma ardnear&ein

hard to study them well.

Women who can't have surgery because they have other health problems are magdbe treat
with radiation, chemotherapy, or hormone therapy. Often some combination of these other
treatments is used.

Stages| and 11

L eilomyosar coma and undifferentiated sarcoma: Most womerhave surgery to remove the
uterus, fallopian tubes and ovaries (hysterectomy and bilateral salpingo-ectphoy).

Pelvic and para-aortic lymph node dissection or laparoscopic lymph node sampling is
recommended for most patients. During surgery, organs near the uterus anddheyrer
(the thin membrane that lines the pelvic and abdominal cavities) are caesdahyned to
determine if the cancer has spread beyond the uterus.

In young women with low-grade leiomyosarcomas (LMS)that have not spread bhegond t
uterus, the surgeon may rarely be able to leave the uterus, fallopian tubes, aliovari
place, and instead remove only the tumor along with a rim of the normal tissue around it.
This approach is not standard treatment, so it is not often offered. It maymaeelhoice

for some women who want to still be able to have children after their cancer hashésh tr
This option has risks, however, so women considering this surgery need to discuss the
possible risks and benefits with their gynecologic oncologist before makingseode€lose
follow-up is important, and additional surgery may be needed if the cancer corkes bac

After surgery, treatment with radiation (sometimes with chemo) may benreended. This
treatment may lower the chance that the cancer will come back in the pelvgoallod

surgery is to remove all of the cancer, but the surgeon can only remove what can be seen.
Tiny clumps of cancer cells that are too small to be seen can be left behinchehtsagiven
after surgery are meant to kill those cancer cells so that they don't gbatiee to grow into
larger tumors. When chemotherapy or radiation is used after surgery liki¢ igsalled
adjuvant therapy

For LMS of the uterus, most studies have found that adjuvant radiation can reduce the risk of
local recurrence, but it doesn't seem to help women live longer. Since the eansgit c

come back in the lungs or other distant organs, some experts recommend using adjuvant
chemotherapy. So far, results from studies of adjuvant chemotherapy have beemgiomisi
early stage LMS, but long-term follow-up is still needed to see if sungvalally improved.
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Studies of adjuvant therapy are still in progress. For anyone being treatedifer LkS,
entering a clinical trial is always a good option.

Endometrial stromal sarcoma: Early stage endometrial stromal sarcoma is treated with
surgery-- hysterectomy, bilateral salpingo-oophorectomy, and lymph nodeakifter

surgery, most patients do not need further treatment. These women are watchedoclosely
signs that the cancer has returned. Some doctors give radiation to the pelvis, hormone
therapy, or both to lower the chances of the cancer coming back, but this has not been shown
to improve survival.

Patients who are too sick (from other medical conditions) to have surgery magtied t
with radiation and/or hormone therapy.

Stagell Il

For either type of uterine sarcoma, surgery is done to remove all of the cancénclTidiss
a hysterectomy, bilateral salpingo-oophorectomy, and lymph node dissecti@entufrtor
has spread to the vagina (stage I1IB), part (or even all) of the vaginzeetl to be removed
as well. Treatment after surgery depends on the type of sarcoma.

Adjuvant treatment with radiation (with or without chemo) may be offered for
leiomyosarcomas.

Women with endometrial stromal sarcomas might receive radiation, horma@iaidrg, or
both after surgery.

Patients who are too sick (from other medical conditions) to have surgery magtee t
with radiation, chemo, and/or hormone therapy.

Stage |V

There is currently no standard treatment for these cancers. If the candee completely
removed with surgery, this is usually done. If the cancer cannot be removed completel
radiation may be given, either alone or with chemotherapy. Women with stagerinéut
sarcomas might consider taking part in clinical trials (scientific etudi promising
treatments) testing new chemotherapy or other treatments. Prelirsindies have found
that chemotherapy drugs can shrink some uterine sarcomas but usually caantioeszir
cancers. For endometrial stromal sarcomas, hormone therapy and/or radtiba m
helpful.

Recurrent uterine sarcoma

If a cancer comes back after treatment, it is called recurrengé taimcer comes back in the
same area as it was in the first place, it is called a local recurremagiefine sarcoma, the
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cancer growing back as a tumor in the pelvis would be a local recurreriamrifas back in
another area like the liver or lungs, it is called a distant recurrence.

Unfortunately, uterine sarcoma often comes back in the first few yeargrahtment.
Treatment options are the same as those for stage IV. If the cancerreamled, surgery

may be done. Radiation may be used to reduce the size of the tumor and relieve the
symptoms of large pelvic tumors. Sarcoma often comes back as spread to thé thags. |

are only 1 or 2 small tumors, these may be able to be removed with surgery. Somg patient
have been cured by this treatment.

More treatment information

For more details on treatment and the side effects of treatment -- inchaoirggthat may not
be addressed in this document -- the National Comprehensive Cancer Network (MACN) a
the National Cancer Institute (NCI) are good sources of information.

The NCCN, made up of experts from many of the nation's leading cancescdeptaziops
cancer treatment guidelines for doctors to use when treating patients. fdasaikable on
the NCCN Web site (www.nccn.org).

The NCI provides treatment guidelines via its telephone information center (1-800-4-
CANCER) and its Web site (www.cancer.gov). Detailed guidelines intendedefdryus
cancer care professionals are also available on www.cancer.gov.

What should you ask your doctor about uterine sarcoma?

It is important for you to have honest, open discussions with your cancer care team. Th
following are some questions to consider:

* What type and grade of uterine sarcoma do | have?

» Has the cancer spread beyond the uterus?

* What is the stage of my cancer and what does that mean in my case?

» What treatments are appropriate for me? What do you recommend? Why?

* What should | do to be ready for treatment?

* What risks or side effects should | expect?

* What are the chances of recurrence of my cancer with the treatment opibaseav
discussed?

* Should I follow a special diet?

* Wil | be able to have children after my treatment?

* What is my expected prognosis, based on what you know about my cancer?

* When will | be able to return to daily activities?
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* How will this affect my sex life?
» Does this cancer prevent me from considering estrogen replacemeny®herap

In addition to these sample questions, be sure to write down some of your own. For instance,
you may need specific information about anticipated recovery times sathaag plan

your work schedule. You may also want to ask about second opinions or about clingal trial
for which you may qualify.

What will happen after treatment for uterine sarcoma?

Completing treatment can be both stressful and exciting. You will be relievetisto fi
treatment, yet it is hard not to worry about cancer coming back (when cahwes, it is
called recurrence). This is a very common concern among those who have had cancer.

It may take a while before your confidence in your own recovery beginslt@&and your

fears are somewhat relieved. You can learn more about what to look for and how to learn to
live with the possibility of cancer coming back in our documieintng With Uncertainty:

The Fear of Cancer Recurrenaevailable at 1-800-227-2345.

Follow-up care

After your treatment is over, it is very important to keep all follow-up app@ntsa During
these visits, your doctors will ask about symptoms, do physical exams, and order lod tes
or imaging studies such as CT scans or x-rays. Follow-up is needed to checkéor can
recurrence or spread, as well as possible side effects of certain rsathines is the time for
you to ask your health care team any questions you need answered and to klyscuss a
concerns you might have.

Almost any cancer treatment can have side effects. Some may lastfoneéks to several
months, but others can be permanent. Don’t hesitate to tell your cancer casdted any
symptoms or side effects that bother you so they can help you manage them.

It is also important to keep medical insurance. Even though no one wants to think of their
cancer coming back, it is always a possibility. If it happens, the last thing/gnt is to have
to worry about paying for treatment. Should your cancer come back our docuvhent,

Your Cancer Comes Back: Cancer Recurregiges you information on how to manage and
cope with this phase of your treatment. You can get this document by calling 1-800-227-
2345.

Seeing a new doctor
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At some point after your cancer diagnosis and treatment, you may find yonredfaffice

of a new doctor. Your original doctor may have moved or retired, or you may have moved or
changed doctors for some reason. It is important that you be able to give your tawisoc
exact details of your diagnosis and treatment. Make sure you have the foliof@mgation

handy:

* A copy of your pathology report from any biopsy or surgery

» If you had surgery, a copy of your operative report

» If you had radiation, a copy of your treatment summary

» If you were hospitalized, a copy of the discharge summary that every dagtor m
prepare when patients are sent home from the hospital

* Finally, since some drugs can have long-term side effects, a list of yemotherapy
and hormone therapy drugs, drug doses, and when you took them

Lifestyle changes to consider during and after treatment

Having cancer and dealing with treatment can be time-consuming and erhptiomiaing,

but it can also be a time to look at your life in new ways. Maybe you are thinking about how
to improve your health over the long term. Some people even begin this process during
cancer treatment.

M ake healthier choices

Think about your life before you learned you had cancer. Were there things you did that
might have made you less healthy? Maybe you drank too much alcohol, or ate momuthan y
needed, or smoked, or didn’t exercise very often. Emotionally, maybe you kept Jogsfee
bottled up, or maybe you let stressful situations go on too long.

Now is not the time to feel guilty or to blame yourself. However, you can stkimgna
changes today that can have positive effects for the rest of your life. Naviinjou feel
better but you will also be healthier. What better time than now to take advanthge of
motivation you have as a result of going through a life-changing expetigadaving
cancer?

You can start by working on those things that you feel most concerned about. Getlnelp wi
those that are harder for you. For instance, if you are thinking about quittinghgnaoki

need help, call the American Cancer Society’s Quitlitmdacco cessation program at 1-800-
227-2345.

Diet and nutrition
Eating right can be a challenge for anyone, but it can get even tougher duringgand aft

cancer treatment. For instance, treatment often may change your sexse.dfausea can
be a problem. You may lose your appetite for a while and lose weight when you don’t want
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to. On the other hand, some people gain weight even without eating more. This can be
frustrating, too.

If you are losing weight or have taste problems during treatment, do the beshywiilt
eating and remember that these problems usually improve over time. You may v&int to a
your cancer team for a referral to a dietitian, an expert in nutrition whaagay ideas on
how to fight some of the side effects of your treatment. You may also find ittbedas

small portions every 2 to 3 hours until you feel better and can go back to a more normal
schedule.

One of the best things you can do after treatment is to put healthy eatingritalptace.

You will be surprised at the long-term benefits of some simple changes, likasmy the

variety of healthy foods you eat. Try to eat 5 or more servings of vegetablé&siés each

day. Choose whole grain foods instead of white flour and sugars. Try to limit tina&iadse

high in fat. Cut back on processed meats like hot dogs, bologna, and bacon. Get rid of them
altogether if you can. If you drink alcohol, limit yourself to 1 or 2 drinks a d#yeamost.

And don't forget to get some type of regular exercise. The combination of a gbaddlie
regular exercise will help you maintain a healthy weight and keefegting more

energetic.

Rest, fatigue, work, and exercise

Fatigue is a very common symptom in people being treated for cancer. This isaiftn
ordinary type of tiredness but a "bone-weary" exhaustion that doesn’t get bettersivitror
some, this fatigue lasts a long time after treatment, and can discoweag&dm physical
activity.

However, exercise can actually help you reduce fatigue. Studies have shopatitreds
who follow an exercise program tailored to their personal needs feel physicdll
emotionally improved and can cope better.

If you are ill and need to be on bed rest during treatment, it is normal to expetitnexns,
endurance, and muscle strength to decline some. Physical therapy can helmyan ma
strength and range of motion in your muscles, which can help fight fatigue asehteeof
depression that sometimes comes with feeling so tired.

Any program of physical activity should fit your own situation. An older person who has
never exercised will not be able to take on the same amount of exercise as adQ-ybar
plays tennis 3 times a week. If you haven’'t exercised in a few years butloget siround,
you may want to think about taking short walks.

Talk with your health care team before starting, and get their opinion ahautxercise
plans. Then, try to get an exercise buddy so that you’re not doing it alone. Havingdamil
friends involved when starting a new exercise program can give you theabexrstt of
support to keep you going when the push just isn't there.
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If you are very tired, though, you will need to balance activity with rest.dkay to rest

when you need to. It is really hard for some people to allow themselves to do that when they
are used to working all day or taking care of a household. (For more information about
fatigue, please see our documeigtigue in People WitlCancer)

Exercise can improve your physical and emotional health.

* It improves your cardiovascular (heart and circulation) fitness.
* It strengthens your muscles.

» It reduces fatigue.

» It lowers anxiety and depression.

* It makes you feel generally happier.

» It helps you feel better about yourself.

And long term, we know that exercise plays a role in preventing some cancers. The
American Cancer Society, in its guidelines on physical activity foceaprevention,
recommends that adults be physically active for 30 minutes or more on 5 day® @f iar
week. Children and teens are encouraged to try for at least 60 minutes a day ofcenergeti
physical activity on at least 5 days a week.

How about your emotional health?

Once your treatment ends, you may find yourself overwhelmed by emotion$iapipisns to
a lot of people. You may have been going through so much during treatment that you could
only focus on getting through it.

Now you may find that you think about the possibility of your own death, or the effect of
your cancer on your family, friends, and career. You may also begin to re-ewauat
relationship with your spouse or partner. Unexpected issues may also cause €docer
instance, as you become healthier and have fewer doctor visits, you witiisdeegplth care
team less often. That can be a source of anxiety for some.

This is an ideal time to seek out emotional and social support. You need people you can turn
to for strength and comfort. Support can come in many forms: family, friemsercsupport
groups, church or spiritual groups, online support communities, or individual counselors.

Almost everyone who has been through cancer can benefit from getting some type o
support. What's best for you depends on your situation and personality. Some people feel
safe in peer-support groups or education groups. Others would rather talk in anlinforma
setting, such as church. Others may feel more at ease talking one-ontoadrusted friend

or counselor. Whatever your source of strength or comfort, make sure you haveta gtace
with your concerns.
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The cancer journey can feel very lonely. It is not necessary or retdigfecit all by yourself.
And your friends and family may feel shut out if you decide not include them. lmatithe
and let in anyone else who you feel may help. If you aren’t sure who can hejpurall
American Cancer Society at 1-800-227-2345 and we can put you in touch with an
appropriate group or resource.

You can’t change the fact that you have had cancer. What you can change is how tyau live
rest of your life -- making healthy choices and feeling as well asljpesphysically and
emotionally.

What happens if treatment is no longer working?

If cancer continues to grow after one kind of treatment, or if it returnspfitas possible to

try another treatment plan that might still cure the cancer, or at leat gter tumors

enough to help you live longer and feel better. On the other hand, when a person has received
several different medical treatments and the cancer has not been curednevke ttancer

tends to become resistant to all treatment. At this time it's important g wee possible

limited benefit of a new treatment against the possible downsides, including continted doc
visits and treatment side effects.

Everyone has his or her own way of looking at this. Some people may want to focus on
remaining comfortable during their limited time left.

This is likely to be the most difficult time in your battle with cancevhen you have tried
everything medically within reason and it’s just not working anymore. Althooghdoctor
may offer you new treatment, you need to consider that at some point, continuimgtitea
is not likely to improve your health or change your prognosis or survival.

If you want to continue treatment to fight your cancer as long as you canjllyneest to
consider the odds of more treatment having any benefit. In many cases, youcdnc
estimate the response rate for the treatment you are considering. Soneeaped@inpted to

try more chemotherapy or radiation, for example, even when their doctors stinetbdds

of benefit are less than 1%. In this situation, you need to think about and understand your
reasons for choosing this plan.

No matter what you decide to do, it is important that you be as comfortable asepddaike
sure you are asking for and getting treatment for any symptoms you nvghishiah as pain.
This type of treatment is called palliative treatment.

Palliative treatment helps relieve these symptoms, but is not expected thecdigease; its
main purpose is to improve your quality of life. Sometimes, the treatmentsytu apntrol
your symptoms are similar to the treatments used to treat cancekargple, radiation

therapy might be given to help relieve bone pain from bone metastasis. Or clrapyothe
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might be given to help shrink a tumor and keep it from causing a bowel obstruction. But this
is not the same as receiving treatment to try to cure the cancer.

At some point, you may benefit from hospice care. Most of the time, this is given @t hom

Your cancer may be causing symptoms or problems that need attention, and hospice focuses
on your comfort. You should know that receiving hospice care doesn’t mean you can't have
treatment for the problems caused by your cancer or other health conditionankgqns

that the focus of your care is on living life as fully as possible and feelinglaasasyou can

at this difficult stage of your cancer.

Remember also that maintaining hope is important. Your hope for a cure may not be as
bright, but there is still hope for good times with family and friends -- timestkdilled

with happiness and meaning. In a way, pausing at this time in your caatereinéis an
opportunity to refocus on the most important things in your life. This is the time to @o som
things you've always wanted to do and to stop doing the things you no longer want to do.

What's new in uterine sarcoma research and treatment?

Molecular pathology of uterine sarcoma

Recent research has improved our understanding of how changes in certain molecules can
cause normal cells to become cancerous. For several years we have knownatin@bsnut
(damage or defects) to DNA can alter important genes that regulateaseth. If these

genes are damaged, excess growth may result in cancer formation. AoBMI& from
uterine sarcomas has revealed several changes in the genes that cognmitel

Each human cell contains 23 pairs of chromosomes. In most endometrial stromahsarcom
(especially low grade ones), there is an abnormal “swapping” of chrorabstaterial

(DNA) between chromosomes 7 and 17. Part of chromosome 7 goes to 17 and part of 17
goes to 7. This is known adranslocation.The swapping of DNA between the
chromosomes leads to the formation of a new gene, cBl&B1/JJAZ1which causes the
cells to become malignant.

Scientists expect that these discoveries such as this will eventudllylaaw strategies for
detection, prevention, and treatment.

Clinical trials

New drugs, as well as new ways to give standard drugs are being testeattu@ under

study, trabectedin (Yondefishas had some promising results in early trials of patients with
sarcoma. Another drug, temozolomide, which is approved to treat brain tumors, alséoseems
help patients with sarcoma. Adjuvant radiation and chemotherapy continue to beeglvaluat
for treatment of uterine sarcomas. New compounds are also being evaluatédisssef
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sarcomas. Some of these compounds act differently from traditional chemgttirrgs and
are called targeted therapies.

Additional resources

More information from your American Cancer Society

The following information may also be helpful to you. These materials maydeeed from
our toll-free number, 1-800-227-2345:

After Diagnosis: A Guide for Patients and Families (also available iniSpa

Anemia in People With Cancer

Clinical Trials: What You Need to Know

Endometrial (Uterine) Cancer (also available in Spanish)

Fatigue in People With Cancer

Sexuality for the Woman With Cancer (also available in Spanish)

Understanding Chemotherapy (also available in Spanish)

Understanding Radiation Therapy (also available in Spanish)

The following books are available from the American Cancer Society. Cdlllu8QD-227-
2345 to ask about costs or to place your order.

American Cancer Society's Guide to Pain Control: Understanding and Managing Cancer
Pain, Revised Edition

Caregiving: A Step-By-Step Resource for Caring for the Person With Cancer at Home,
Revised Edition

When the Focus Is on Care: Palliative Care and Cancer

National organizations and Web sites*
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In addition to the American Cancer Society, other sources of patient informaticupport
include:

Gynecologic Cancer Foundation
Toll-free number: 1-800-444-4441
Web site: www.thegcf.org

National Cancer Institute
Toll-free number: 1-800-4-CANCER (1-800- 422-6237) or TTY 1-800-332-8615
Web site: www.cancer.gov

*Inclusion on this list does not imply endorsement by the American Cancer Society.

No matter who you are, we can help. Contact us anytime, day or night, for intorraatl
support. Call us &-800-227-2345 or visit www.cancer.org.
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