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If You Have a Gastrointestinal Stromal
Tumor (GIST) 

What are GISTs?●

How does the doctor know I have a GIST?●

Tests to find GISTs●

How serious is my cancer?●

What kind of treatment will I need?●

What will happen after treatment?●

What are GISTs?  

Cancer can start any place in the body. A GIST (pronounced “jist”) is an uncommon
type of cancer that starts in the digestive tract, also known as the gastrointestinal (GI)
tract. This is the path inside our body that food passes through. Most GISTs start in the
stomach or small intestine, but they can also start in the esophagus (the tube that
connects the throat to the stomach), colon, rectum, or other places.
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GISTs are not the same as more common types of cancer that start in the GI tract,
such as colon cancer and stomach cancer. GISTs are not treated the same way as
these cancers.

GISTs start when certain cells that help move food through the GI tract begin to grow
out of control. They can crowd out normal cells, which makes it hard for the body to
work the way it should.

GIST cells can sometimes spread to other parts of the body. For instance, GIST cells in
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Questions to ask the doctor

What tests will I need to have?●

Who will do these tests?●

Where will they be done?●

Who can explain them to me?●

How and when will I get the results?●

Who will explain the results to me?●

What do I need to do next?●

How serious is my cancer?  

If you have a GIST, the doctor will want to find out if it has spread and if so, how far it
has spread. This is called staging the cancer
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What kind of treatment will I need?  

Not all GISTs need to be treated right away. Some small tumors that are likely to grow
slowly can just be watched carefully. But if treatment is needed, surgery is usually the
main treatment, if it can be done. Targeted drugs are more likely to be used if the
tumor has spread. Other types of treatment are used less often.  

The treatment plan that’s best for you will depend on:

The stage of the tumor and where it is●

If the tumor can be removed safely with surgery●

The chances of the tumor coming back after treatment●

Your age and overall health●

Your feelings about the treatment and the side effects that can come with it●

Surgery

Surgery is used to take out the tumor and a margin or edge of the healthy tissue around
it. This is the main treatment for GISTs, if it can be done. The type of surgery6 depends
on where the tumor is. Ask your doctor what kind of surgery you will need and what to
expect.

Side effects of surgery

Any type of surgery can have risks and side effects. Ask the doctor what you can
expect. If you have problems, let your doctors and nurses know. They can help you with
any problems that come up.

Targeted drugs

Targeted drugs7 attack some of the changes in cancer cells that help them grow. These
drugs affect mainly cancer cells and not normal cells in the body. They are often the
main treatment for GISTs if surgery is not an option. They can also be used before or
after surgery for some tumors.

These drugs are pills that you take at home. They tend to have different side effects
from chemo drugs.
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Side effects of targeted drugs

Side effects depend on which drug is used. Some of these drugs might cause stomach
upset, loose stools, muscle pain, skin changes, and might make a person feel tired.
Worse side effects are also possible.

There are ways to treat many of the side effects caused by targeted drugs. If you have
side effects, talk to your cancer care team so they can help.

Chemo

Chemotherapy8, or chemo for short, is the use of certain types of drugs to fight cancer.
Chemo is given in cycles or rounds. Each round of treatment is followed by a break.The
drugs are often given through a needle into a vein. These drugs go into the blood and
spread through the body.

Chemo is not often helpful in treating GISTs, so it is not used much.

Side effects of chemo

Chemo can make you feel very tired, sick to your stomach, and can sometimes make
your hair fall out. But these problems tend to go away after treatment ends.

There are ways to treat most chemo side effects. If you have side effects, talk to your
cancer care team so they can help.

Radiation treatments

Radiation uses high-energy rays (like x-rays) to kill cancer cells. Radiation is not very
helpful in treating GISTs, so it is not used often. But sometimes it can be used to relieve
symptoms like bone pain.

Radiation for GISTs9 is aimed at the tumor from a machine outside the body. This is
called external beam radiation.

Side effects of radiation treatments

If your doctor suggests radiation treatment, ask what side effects might happen. Side
effects depend on the area being treated. Some common side effects of radiation are:

Skin changes where the radiation is given●
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Feeling tired●

Most side effects get better after treatment ends. Ask your cancer care team what you
can expect during and after treatment.

Clinical trials

Clinical trials are research studies that test new drugs or other treatments in people.
They compare standard treatments with others that may be better.

If you would like to learn more about clinical trials that might be right for you, start by
asking your doctor if your clinic or hospital conducts clinical trials. See Clinical Trials10 to
learn more.

Clinical trials are one way to get the newest cancer treatment. They are the best way for
doctors to find better ways to treat cancer. But they might not be for everyone. If your
doctor can find one that’s studying the kind of cancer you have, it’s up to you whether to
take part. And if you do sign up for a clinical trial, you can always stop at any time.

What about other treatments that I hear about?

When you have a GIST, you might hear about other ways to treat it or to treat your
symptoms. These may not always be standard medical treatments. These treatments
may be vitamins, herbs, diets, and other things11. You may wonder about these
treatments.

Some of these might help, but many have not been tested. Some have been shown not
to help. A few have even been found to be harmful. Talk to your doctor about anything
you’re thinking about using, whether it’s a vitamin, a diet, or anything else.

Questions to ask the doctor

Will I need to see other doctors?●

What treatment do you think is best for me?●

What’s the goal of this treatment? Do you think it could cure the cancer?●

Will treatment include surgery? If so, who will do the surgery?●

What will the surgery be like?●

How will my body look and work after surgery?●

Will I need other types of treatment, too?●

What will these treatments be like?●
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What’s the goal of these treatments?●

What side effects could I have from these treatments?●

What can I do about side effects that I might have?●

Is there a clinical trial that might be right for me?●

What about vitamins or diets that friends tell me about? How will I know if they are
safe?

●

How soon do I need to start treatment?●
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Words to know

Biopsy (BY-op-see): Taking out small pieces of an abnormal area to see if there are
cancer cells in it.

Endoscopy (end-AH-skuh-pee): A test in which the doctor puts a flexible lighted tube
with a tiny video camera on the end into the body to see the inner lining of the GI tract.

Gastroenterologist (GAS-tro-EN-ter-AHL-uh-jist): A doctor who treats diseases of the
digestive system. Also called a GI doctor.

Gastrointestinal (GI) tract: The long pathway inside the body through which food
passes. It includes hollow organs such as the esophagus, stomach, small intestine, and
large intestine (colon and rectum). Also called the digestive tract.
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Metastasis (muh-TAS-tuh-sis): The spread of cancer cells from where they started to
other places in the body.

Mitotic (my-TAH-tick) rate: A lab test done on cancer cells that shows how quickly the
cancer is likely to grow and spread. This is an important test for GISTs.

Sarcoma (sar-KO-muh): Cancer that starts in connective tissue, such as cartilage, fat,
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