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Gastrointestinal Carcinoid Tumor Early
Detection, Diagnosis, and Staging 
Know the signs and symptoms of gastrointestinal carcinoid tumors. Find out how these
carcinoid tumors are tested for, diagnosed, and staged. 

Detection and Diagnosis

Catching cancer early often allows for more treatment options. Some early cancers may
have signs and symptoms that can be noticed, but that is not always the case.

Can Gastrointestinal Carcinoid Tumors Be Found Early?●

Signs and Symptoms of Gastrointestinal Carcinoid Tumors●

Tests for Gastrointestinal Carcinoid Tumors●

Stages and Outlook (Prognosis)

After a cancer diagnosis, staging provides important information about the extent of
cancer in the body and anticipated response to treatment.

Gastrointestinal Carcinoid Tumor Stages●

Survival Rates for Gastrointestinal Carcinoid Tumors●

Questions to Ask About Gastrointestinal Carcinoid Tumors

Here are some questions you can ask your cancer care team to help you better
understand your cancer diagnosis and treatment options.

Questions to Ask About Gastrointestinal Carcinoid Tumors●
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Can Gastrointestinal Carcinoid Tumors
Be Found Early?  
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Because carcinoid tumors usually start out very small and grow and spread slowly,
about half of all gastrointestinal carcinoid tumors are found in an early or localized
stage, often before they cause any problems.

Carcinoid tumors often are found by accident. These tumors aren’t causing any
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Symptoms by tumor location●

Signs and symptoms from hormones made by carcinoid tumors●

Most gastrointestinal (GI) carcinoids grow slowly. If they do cause symptoms, they tend
to be vague. When trying to figure out what’s going on, doctors and patients are likely to
explore other, more common possible causes first. This can delay a diagnosis,
sometimes even for several years. But some do cause symptoms that lead to their
diagnosis.
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Symptoms by tumor location  

The symptoms a person can have from a GI carcinoid tumor often depend on where it is
growing.

The appendix

People with tumors in their appendix often don’t have symptoms. If the tumor is
discovered, it is usually when the appendix is removed for some other problem.
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Sometimes, the tumor blocks the opening between the appendix and the rest of the
intestine and causes appendicitis. This leads to symptoms like fever, nausea, vomiting,
and abdominal (belly) pain.

The small intestine or colon

If the tumor starts in the small intestine, it can cause the intestines to kink and be
blocked for a while. This can cause cramps, belly pain, weight loss, fatigue, bloating,
diarrhea, or nausea and vomiting, which might come and go. These symptoms can
sometimes go on for years before the carcinoid tumor is found. A tumor usually has to
grow fairly large before it completely blocks (obstructs) the intestine and causes severe
belly pain, nausea and vomiting, and a potentially life-threatening situation.

Sometimes a carcinoid tumor can block the opening of the ampulla of Vater1, which is
where the common bile duct (from the liver) and the pancreatic duct (from the pancreas)
empty into the intestine. When this is blocked, bile can back up, leading to yellowing of
the skin and eyes (jaundice). Pancreatic juices can also back up, leading to an inflamed
pancreas (pancreatitis), which can cause belly pain, nausea, and vomiting.

A carcinoid tumor sometimes can cause intestinal bleeding. This can lead to
anemia2(too few red blood cells) with fatigue3 and shortness of breath.

The rectum

Rectalcarcinoid tumors are often found during routine exams, even though they can
cause pain and bleeding from the rectum and constipation.

The stomach

Carcinoid tumors that develop in the stomach usually grow slowly and often do not
cause symptoms. They are sometimes found when the stomach is examined by an
endoscopy4 looking for other things. Some can cause symptoms such as the carcinoid
syndrome.

Signs and symptoms from hormones made by carcinoid tumors  

Some carcinoid tumors can release hormones into the bloodstream. This can
cause different symptoms depending on which hormones are released.

Carcinoid syndrome
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About 1 out of 10 carcinoid tumors release enough hormone-like substances into the
bloodstream to cause carcinoid syndrome symptoms. These include:

Facial flushing (redness and warm feeling)●

Severe diarrhea●

Wheezing●

Fast heartbeat●

Many people find that factors such as stress, heavy exercise, and drinking alcohol
trigger these symptoms. Over a long time, these hormone-like substances can damage
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makes too much acid. High acid levels can lead to irritation of the lining of the stomach
and even stomach ulcers, which can cause pain, nausea, and loss of appetite.

Severe ulcers can start bleeding. If the bleeding is mild, it can lead to anemia5 (too few
red blood cells), causing symptoms like feeling tired and being short of breath. If the
bleeding is more severe, it can make stools black and tarry. Severe bleeding can be life
threatening.

If the stomach acid reaches the small intestine, it can damage the intestinal lining and
break down digestive enzymes before they have a chance to digest food. This can
cause diarrhea and weight loss.
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Medical history and physical exam●

Imaging tests●

Endoscopy●

Biopsy●

Blood and urine tests●

Certain signs and symptoms might suggest that a person could have a gastrointestinal
(GI) carcinoid tumor, but tests are needed to confirm the diagnosis.

Medical history and physical exam  

You will be asked questions about your general health, lifestyle habits,HLai, 1 7oi1 rd 
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Some patients with carcinoid tumors also have cancers or benign tumors of other
organs, so doctors may ask about symptoms that might suggest other tumors are
present. A thorough physical exam will provide information about signs of carcinoid
tumors and other health problems. The doctor may pay special attention to the
abdomen, looking for a tumor sp8s. Thei0 0 1 72 648 Tm
0 0 0 rhe
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A CT scan4 is most often used to look at the chest and/or belly (abdomen) to see if GI
neuroendocrine (carcinoid) tumors have spread to nearby lymph nodes or other organs
such as the liver. It can also be used to guide a biopsy needle into an area of concern..

Magnetic resonance imaging (MRI) scan

MRI scans5 sometimes can see cancer spread to the liver better than a CT scan. 

Sometimes MRI is used to look at blood vessels in the liver. This requires IV contrast
and is known as MR angiography (MRA).

Radionuclide scans

Scans using small amounts of radioactivity6 and special cameras can be helpful in
looking for GI carcinoid tumors. They can help find tumors or look for areas of cancer
spread if doctors aren’t sure where it is in the body.

Positron emission tomography (PET) scan: For most types of cancer, PET scans
use a form of radioactive glucose (sugar) to find tumors. This type of PET scan is useful
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I-131 MIBG scan: This is test is used much less often to find GI carcinoid tumors. It
uses a chemical called MIBG that is attached to radioactive iodine (I-131). This
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Flexible sigmoidoscopy

Flexible sigmoidoscopy 9is similar to a colonoscopy and can be used to look for a rectal
tumor and some tumors in the lower part of the colon. This test uses a shorter, flexible,
hollow tube, with a light on the end of it that is also inserted through the anus up into the
colon.

Capsule endoscopy

Unfortunately, neither an upper nor lower endoscopy can reach all areas of the small
intestine, where many NETs begin. A device known as a capsule endoscopy may help
in some cases.

This test doesn’t really use an endoscope. Instead, the patient swallows a capsule
(about the size of a large vitamin pill) that contains a light source and a tiny camera.
Like any other pill, the capsule goes through the stomach and into the small intestine.
As it travels (usually over about 8 hours), it takes thousands of pictures. These images
are transmitted electronically to a device worn around the person’s waist, while they go
on with normal daily activities. The pictures can then be downloaded onto a computer,
where the doctor can watch them as a video. The capsule passes out of the body during
a normal bowel movement and is discarded.

Double balloon enteroscopy

This is another way to look at the small intestine. The small intestine is very long (20
feet [6 meters]) and has too many curves to be examined well with regular endoscopy.
This method gets around these problems by using a special endoscope that is made up
of 2 tubes, one inside the other. First the inner tube, which is an endoscope, goes
forward about a foot, and then a balloon at its end is inflated to anchor it. Then the outer
tube goes forward to near the end of the inner tube and it is then anchored in place with
a balloon. This process is repeated over and over, letting the doctor see the intestine a
foot (30 centimeters) at a time.

This procedure is done after the patient is given drugs to make them sleepy and may be
even done under general anesthesia (where the patient is asleep). The main advantage
of this test over capsule endoscopy is that the doctor can take a biopsy if something
abnormal is seen. As with other tests that are done under sedation, you will need
someone to take you home after this procedure.

Endoscopic ultrasound (EUS)
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This test uses an endoscope with a small ultrasound probe on the end. This probe
releases sound waves and then uses the echoes that bounce back to create images of
the digestive tract wall (or nearby lymph nodes). Putting the ultrasound probe on the
end of an endoscope lets it get very close to a tumor. Because the probe is close to the
area being looked at, it can make very detailed pictures.

EUS can be used to see how deeply a tumor has grown into the wall of the esophagus,
stomach, intestine, or rectum. It can also help see if certain lymph nodes are enlarged
and help a doctor guide a needle into a lymph node, tumor, or other suspicious area to
do a biopsy. You will be sedated for this test, so you will need someone to take you
home.

Biopsy  

In many cases, the only way to know for sure if a person has some type of GI carcinoid
tumor is to remove cells from the tumor and look at them in the lab. This procedure is
called a biopsy.

There are several ways to take a sample from a GI tumor. One way is through the
endoscope. When a tumor is found, the doctor can use biopsy forceps (tweezers or
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called 5-HT). It is probably the cause of at least some of the symptoms of carcinoid
syndrome. The body breaks it down into 5-hydroxyindoleactic acid (5-HIAA), which is
released into the urine. A common test to look for carcinoid syndrome measures the
levels of 5-HIAA in a urine sample collected over 24 hours. These tests can help
diagnose many (but not all) carcinoid tumors. Sometimes, the tumors are small and
don’t release enough serotonin for a positive test result.

Some foods, including bananas, plantains, kiwi fruit, certain nuts, avocado, tomatoes,
and eggplant, contain a lot of serotonin and can raise 5-HIAA levels in the urine.
Medicines, including cough syrup and acetaminophen (Tylenol), can also affect the
results. Ask your doctor what you should avoid before having urine or blood tests for
carcinoid syndrome.

Other common tests to look for carcinoids include blood tests for chromogranin A (CgA)
and gastrin. Medicines that lower stomach acid called proton-pump inhibitors (such ant, contain a lot of
0 0 0..4
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How is the stage determined?●

Localized, regional, and distant stages●

The AJCC TNM staging system●

After someone is diagnosed with a gastrointestinal (GI) carcinoid tumor, doctors will try
to figure out if it has spread, and if so, how far. This process is called staging. The
stage of cancer describes how much cancer is in the body. It helps determine how
serious the cancer is and how best to treat1 it. Doctors also use a cancer's stage when
talking about survival statistics.

How is the stage determined?  

GI carcinoid tumors are typically given a clinical stage based on the results of any
exams, biopsies, and imaging tests that might have been done (as described in Tests
for Gastrointestinal Carcinoid Tumors. If surgery has been done, the pathologic stage
(also called the surgical stage) can also be determined.

GI carcinoid tumors typically start in the inner lining of the wall of the GI tract. As they
grow, they can spread into deeper layers of the GI tract. For most of the GI tract, these
layers include: 

Mucosa: This is the innermost layer. It has 3 parts: the top layer of cells (the
epithelium), a thin layer of connective tissue (the lamina propria), and a thin layer of
muscle (the muscularis mucosa).

●

Submucosa: This is the fibrous tissue that lies beneath the mucosa.●

Thick muscle layer (muscularis propria): This layer of muscle contracts to force
the food along the GI tract.

●

Subserosa and serosa: These are the thin outermost layers of connective tissue
that cover the GI tract. The serosa is also known as the visceral peritoneum.

●
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Localized, regional, and distant stages  

Until recently there was no standard staging system for describing the spread of GI
carcinoid tumors. Many doctors simply staged GI carcinoid tumors as localized, regional
spread, and distant spread. This approach was fairly easy to understand and could be
useful when determining treatment options.

Localized: The cancer has not spread beyond the wall of the organ it started in (for
example, the stomach, small intestine, or rectum).

●

Regional spread: The cancer has either spread to nearby lymph nodes, or it has
grown through the wall of the organ where it started and into nearby tissues such

●
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as fat, ligaments, and muscle (or both).
Distant spread: The cancer has spread to tissues or organs that are not near
where the cancer started (such as the liver, bones, or lungs).

●

The AJCC TNM staging system  

The staging system most often used for GI carcinoid tumors is the American Joint
Committee on Cancer (AJCC) TNM system, which is based on 3 key pieces of
information:

The size and extent of the main tumor (T): Where is the tumor? How far has it
grown into the wall of the GI tract and nearby structures? 

●

The spread to nearby lymph nodes (N): Has the cancer spread to nearby lymph
nodes?

●

The spread (metastasis) to distant sites 
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tract the cancer starts in:

The stomach●

The small intestine (jejunum or ileum)*●

The appendix●

The colon or rectum●

*Carcinoid tumors starting in the duodenum or ampulla of Vater are uncommon and
have their own staging system, which is not included here.

GI carcinoid tumor staging with the TNM system can be complex. If you have any
questions about your cancer's stage or what it means, ask your doctor to explain it to
you in a way you understand.

Stages of carcinoid tumors of the stomach

AJCC
stage

Stage
grouping

Stage description*

I T1 N0 M0

The tumor is no more than 1 centimeter (cm) across and has
grown from the top layer of cells and into deeper layers, such
as the lamina propria or the submucosa (T1).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

 

 

II

T2 N0 M0

The tumor has grown into the lamina propria or submucosa (or
both) and is greater than 1 cm across; OR the tumor has grown
into the main muscle layer of the stomach (the muscularis
propria) (T2).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

OR

T3 N0 M0

The tumor has grown through the muscularis propria and into
the subserosa (T3).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

  T4 N0 M0 The tumor has grown into the outer layer of tissue covering the
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distant parts of the body (M0).

 

 

II

T2 N0 M0

The tumor is more than 2 cm but no more than 4 cm across
(T2).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

OR

T3 N0 M0

The tumor is more than 4 cm across, OR it has grown into the
subserosa or the mesoappendix (T3).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

 

 

III

T4 N0 M0

The tumor has grown into the outer layer of tissue covering the
appendix (the peritoneum) or into nearby organs or structures
(T4).

The cancer has not spread to nearby lymph nodes (N0) or to
distant parts of the body (M0).

OR

Any T N1
M0

The tumor can be any size and might or might not have grown
into nearby structures (any T).

It has spread to nearby lymph nodes (N1), but not to distant
parts of the body (M0).

IV
Any T
Any N M1

The tumor can be any size and might or might not have grown
into nearby structures (any T).

It might or might not have spread to nearby lymph nodes (any
N). The cancer has spread to distant parts of the body (M1).

*The following additional categories are not listed in the table above: 

TX: Main tumor cannot be assessed due to lack of information.●

T0: No evidence of a main tumor.●

NX: Nearby lymph nodes cannot be assessed due to lack of information.●
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Stages of carcinoid tumors of the colon or rectum

AJCC
stage
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Survival rates can give you an idea of what percentage of people with the same type
and stage of cancer are still alive a certain amount of time (usually 5 years) after they
were diagnosed. They can’t tell you how long you will live, but they may help give you a
better understanding of how likely it is that your treatment will be successful.

Keep in mind that survival rates are estimates and are often based on previous
outcomes of large numbers of people who had a specific cancer, but they can’t
predict what will happen in any particular person’s case. These statistics can be
confusing and may lead you to have more questions. Ask your doctor how these
numbers might apply to you.

What is a 5-year relative survival rate?

A relative survival rate compares people with the same type and stage of
gastrointestinal (GI) carcinoid tumor to people in the overall population. For example, if
the 5-year relative survival rate for a specific stage of GI carcinoid tumor is 90%, it
means that people who have that cancer are, on average, about 90% as likely as
people who don’t have that cancer to live for at least 5 years after being diagnosed.

Where do these numbers come from?

The American Cancer Society relies on information from the Surveillance,
Epidemiology, and End Results (SEER) database, maintained by the National Cancer
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(These numbers are based on people diagnosed with grade 1 or 2 GI carcinoid tumors
[stomach, small intestine, colon, appendix, cecum and rectum] between 2012 and
2018.)

SEER* Stage 5-Year Relative Survival Rate
Localized 97%
Regional 96%
Distant 68%

All SEER stages combined 94%

*SEER= Surveillance, Epidemiology, and End Results

Understanding the numbers  

These numbers apply only to the stage of the cancer when it is first
diagnosed. They do not apply later on if the cancer grows, spreads, or comes back
after treatment.

●

These numbers don’t take everything into account. Survival rates are grouped
based on how far the cancer has spread, but your age, organ the tumor started in1,
overall health, how well the cancer responds to treatment, and other factors can
also affect your outlook.

●

People now being diagnosed with a GI carcinoid tumor may have a better
outlook than these numbers show. Treatments improve over time, and these
numbers are based on people who were diagnosed and treated at least five years
earlier.

●

Hyperlinks

www.cancer.org/cancer/types/gastrointestinal-carcinoid-tumor/about/what-is-
gastrointestinal-carcinoid.html
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What do you recommend and why?●

How much experience do you have treating this type of cancer?●

Should I get a second opinion2? How do I do that? Can you recommend someone?●

What would the goal of the treatment be?●

How quickly do we need to decide on treatment?●

What should I do to be ready for treatment?●

How long will treatment last? What will it be like? Where will it be done?●

What risks or side effects are there to the treatments you suggest? Are there things
I can do to reduce these side effects?

●

How might treatment affect my daily activities? Can I still work full time?●

What are the chances the cancer will recur (come back) with these treatment
plans?

●

What will we do if the treatment doesn’t work or if the cancer recurs?●

What if I have transportation problems getting to and from treatment? ●

During treatment  

Once treatment begins, you’ll need to know what to expect and what to look for. Not all
of these questions may apply to you, but asking the ones that do may be helpful.

How will we know if the treatment is working?●

Is there anything I can do to help manage side effects3?●

What symptoms or side effects should I tell you about right away?●

How can I reach you on nights, holidays, or weekends?●

Do I need to change what I eat during treatment?●

Are there any limits on what I can do?●

Can I exercise during treatment? If so, what kind should I do, and how often?●

Can you suggest a mental health professional I can see if I start to feel
overwhelmed, depressed, or distressed?

●

What if I need social support during treatment because my family lives far away?●

After treatment  

Do I need a special diet after treatment?●

Are there any limits on what I can do?●

What other symptoms should I watch for?●
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What kind of exercise should I do now?●

What type of follow-up will I need after treatment?●

How often will I need to have follow-up exams and imaging tests?●

Will I need any blood tests?●

How will we know if the cancer has come back4? What should I watch for?●

What will my options be if the cancer comes back?●

Along with these sample questions, you might write down some of your own. For
instance, you might want more information about recovery times. Or you might want to
ask if you qualify for any clinical trials5.

Keep in mind that doctors aren’t the only ones who can give you information. Other
health care professionals, such as nurses and social workers, can answer some of your
questions. To find out more about speaking with your health care team, see The Doctor-
Patient Relationship6.
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