
A Black/African American Patient’s Guide to 

PANCREAS DISEASE

LEARN
Signs and Symptoms

Treatment Options

Lifestyle Changes



National Pancreas Foundation  |  pancreasfoundation.org2 A Black/African American Patient’s Guide to Pancreas Disease 3 

Thank you for reviewing the National Pancreas Foundation’s (NPF's) Black/
African American Patient’s Guide to Pancreas Disease. The NPF is the only 
national organization with a focus on all forms of pancreas disease. The 
foundation's mission is to provide support and education resources for 
patients, caregivers and health care professionals.

The NPF created this Guide because the Black/African American community 
has a higher rate of pancreatitis and pancreatic cancer than any other race. 
This Guide is dedicated to helping readers learn more about the different 
pancreatic diseases, the signs and symptoms, and what they can do about 
them. It is geared specifically toward the Black/African American community.

When diagnosed with pancreas disease, the best advice we can provide is  
to be your own advocate. We want you to use this Guide to arm yourself  
with information so you can make the best decisions about your diagnosis  
and overall health. 

We would like to thank our educational supporter AbbVie for making this 
Guide possible and our Advisory Committee members for all their dedication, 
time and effort on the Guide.

For additional resources, please visit the NPF website at  
pancreasfoundation.org.

Best,
The National Pancreas Foundation
info@pancreasfoundation.org
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Pancreas Disease, Pancreatic Cancer and Black/African American People

Chapter 1 :

Pancreas disease, pancreatic  
cancer and Black/African 
American people
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How can this guide help?
As a Black/African American person, your risk of getting pancreas disease and pancreatic cancer is 
higher. That fact isn’t always talked about as much as it should be. This guide is here to change that. It 
can help you understand how to keep your pancreas healthier. It explains how you can spot signs of a 
problem. And if you ever do develop a pancreas condition, it gives you ideas about how to best work 
with your provider. That helps you get an earlier diagnosis and choose the best treatment for you.

When writing this guide, we chose to use the term Black/African American because we believe this 
is the best way to be the most inclusive. When we use Black, it refers to those of African descent, 
including those that are not born in the United States. African American people are Americans of African 
descent. 

Why is your risk increased?
The reason the risk for Black/African American people is 
higher likely comes from many sources. Some are due to 
factors in society. Others are based on the genetics you 
were born with.

Social and/or environmental factors seem to play the 
biggest role. They are also known as social determinants 

of health. This term refers to conditions in the places 
where people live, learn, work and play that affect health 
and well-being. Research shows that factors like these 
are a major reason why Black/African American people 
have a higher risk for pancreas conditions.

Type of social determinant of health Examples of what it includes

Economic  
stability

• Having opportunities for steady work
• Being able to afford essentials such as food, housing and health care

Educational access  
and quality

• Having access to resources that help students succeed and graduate
• Living in a neighborhood with good schools

Health care access  
and quality

• Having access to a full range of high-quality health services 
• Being able to get to health care appointments

Neighborhood and  
built environment

• Having ready access to healthy foods
• Having safe places to walk or bike
• Living in a neighborhood with a low violence rate and safe air and water

Social and  
community context

• Having social support at home, work and school
• Knowing how to tap into community services

Read more about these social factors at health.gov/healthypeople/objectives-and-data/social-determinants-health.

KEY POINTS:
 • Pancreas disease is more 

common in Black/African 
American people than in other 
groups in the United States.

 • Black/African American 
people are more likely to get 
acute pancreatitis (sudden 
inflammation of the pancreas). 
They are also more likely to 
be exposed to things that 
increase this risk.

 • Black/African American 
people have a higher risk 
of being diagnosed with 
pancreatic cancer (cancer that 
starts in the pancreas). They 
also have an increased risk of 
dying from this cancer.  

 • It’s important to know what 
you can do to protect the 
health of your pancreas.
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Genetic factors also affect your risk. It is helpful to know 
whether you have a family history of:
• Acute or chronic pancreatitis.
• Pancreatic cancer.
• Other cancer syndromes that run in families.

Talk about pancreas health with your family. If you find 
that you have a family history of these conditions, tell 
your health care provider. That helps your provider gauge 
your personal risk. In some cases, it might lead to extra 
monitoring aimed at catching such problems sooner. 

If you have been diagnosed with one of these 
conditions yourself, share that fact with your children 
and other close relatives. This information helps their 
providers assess their risk as well.

Many social and genetic risks may be outside your control. 
But there are steps we can take to reduce the impact on 
your health. Throughout this guide, you will read about 
how to take the best possible care of your pancreas.

Differences in health care 
access
Research has found gaps in access to health care for 
pancreas disease. Compared to other patients, Black/
African American patients are less likely to:
• Have a primary care provider and adequate health 

insurance.
• Be diagnosed and treated promptly for a health 

condition.
• Receive enough information to understand their 

symptoms.
• Have access to a wide range of potential treatment 

options.
• Be transferred to a hospital with a higher level of care 

for acute pancreatitis.
• Have surgery to remove the gallbladder to prevent 

additional attacks of pancreatitis.
• Receive radiation therapy and surgery when indicated 

for pancreatic cancer.

Some of these differences may be due to implicit bias. 
This refers to unconscious, negative beliefs about 
people who come from backgrounds that are different 
from one’s own. Providers may hold such beliefs without 
even realizing it. That can be harmful for their patients. 
But when providers become aware of implicit bias, it can 
often be changed. Opening minds — and closing gaps in 
care — is a top priority in medicine today.

Overcoming barriers to care
If you run into roadblocks on your health care journey, 
it’s helpful to know ways around them. These are some 
tips for getting past obstacles:
• Seek care as soon as symptoms begin. Putting it off 

may make the problems worse.
• Speak up for yourself. Be willing to ask for an 

evaluation if you need one.
• Have a family member or friend come with you to 

health care appointments.
• Get a second or third opinion if you are not 

comfortable with your provider.
• Share emotional support and practical tips with 

other patients and caregivers. (Read more about 
support groups in Chapter 4.)

What your pancreas does How that benefits your body
What can happen if pancreas 
disease slows down or stops 
this function

Makes enzymes that break down 
the carbohydrates, proteins and fats 
in foods. These enzymes are found 
in pancreatic fluid. The fluid flows 
through small tubes called ducts 
within the pancreas. The small ducts 
then flow into a larger tube called the 
pancreatic duct, which empties into 
the first part of the small intestine.

These enzymes help nutrients get 
digested and absorbed in the small 
intestine. Your body needs the 
nutrients for energy and for your 
organs to work properly.

Exocrine pancreatic insufficiency 
(EPI) refers to a lack of pancreatic 
enzymes. This can cause poor 
absorption, which is when the 
intestine can’t absorb nutrients 
from food. And that can lead to a 
vitamin or mineral deficiency, which 
is when your body doesn’t have 
enough of a nutrient.

Makes hormones, including insulin 
and glucagon. The hormones are 
released into the bloodstream,  
which carries them around the body.

These hormones help control your 
blood sugar levels. Most of the food 
you eat is broken down into a sugar 
called glucose. This sugar travels 
around your body in your blood. 
Insulin’s job is to let blood sugar into 
your cells, which use it as their main 
source of energy.

If your body can’t use insulin well 
or doesn’t make enough of it, blood 
sugar is unable to get into your 
cells. So, it builds up in your blood. 
Diabetes refers to abnormally high 
levels of blood sugar. If diabetes is 
not controlled, it can damage your 
eyes, kidneys and nerves over time. 
It can also lead to heart disease 
and stroke.

Pancreas Disease, Pancreatic Cancer and Black/African American People

Getting to know your pancreas
Your pancreas is an organ in the upper part of your belly. It is 
tucked away behind your stomach, near the first part of the 
small intestine. The pancreas is only about 6 inches long. But 
it plays a big role in your health.

Play video
The Role and Anatomy  
of the Pancreas
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Common types of  
pancreas disease
Acute pancreatitis is inflammation of the pancreas that comes on 
quickly and usually goes away in a few days with treatment. It often 
causes severe pain in the upper abdomen and back. At times, it can 
be deadly. Some people have repeated bouts of acute pancreatitis. 
(See Chapter 2.)

Chronic pancreatitis is inflammation of the pancreas that does not heal 
or get better. In fact, it gets worse over time and can cause lasting 
damage. Eventually, it may impair your ability to digest food and control 
blood sugar and may result in chronic pain. (See Chapter 2.)

Pancreatic cancer refers to cancer that starts in the pancreas. As 
it grows, the cancer may spread to other parts of the body. More 
than 60,000 people in the U.S. are diagnosed with a new case of 
pancreatic cancer each year. (See Chapter 3.)

Other conditions sometimes play a role in pancreas disease, too.  
For example:
• Cystic fibrosis — This is a genetic disorder that can damage 

organs, such as the lungs and pancreas. It can cause chronic 
pancreatitis.

• Familial chylomicronemia syndrome (FCS) — This is a genetic 
disorder in which the body does not break down fats the right 
way. Fat particles that build up in your blood may reduce blood 
flow to the pancreas. That can cause acute pancreatitis.

• Pancreas divism — About 10% of the population have this 
and it happens when the two ducts of the pancreas do not 
fuse together. It may be a cause of recurrent pancreatitis and 
investigations are underway to study causal relationship with 
acute pancreatitis. 

Signs and symptoms to watch for
The signs and symptoms in the chart located on the next page could 
be clues that you have a pancreas condition. If you develop them, 
let your provider know. Keep in mind that other conditions can have 
similar symptoms. See your provider to rule out other causes and get 
the right diagnosis.

Pancreas Disease, Pancreatic Cancer and Black/African American People

Acute pancreatitis Chronic pancreatitis Pancreatic cancer

Pain 
description

• Pain in the upper belly,  
which may be severe

• May spread to the back
• May get worse after 

eating

• Similar to acute pancreatitis, 
but the pain is long-lasting

• May become disabling

• Often no pain until the later stages, 
which is one reason it often goes 
undetected for so long

• If pain occurs, it may be similar to 
chronic pancreatitis

Other signs 
and symptoms

• Swelling and tenderness 
of the belly

• Nausea and vomiting
• Fever
• Rapid pulse

• Nausea and vomiting
• Stools that are loose and 

watery, oily or light-colored
• Weight loss

• Often no symptoms until the later 
stages

If symptoms occur, you may have:
• Yellowing of the skin and whites of 

the eyes
• Dark-colored urine and pale-colored 

stools
• Severe itching
• Nausea, vomiting or feeling full 

quickly after eating
• Weight loss
• Enlarged gallbladder or liver

Potential 
complications

• Failure of the kidneys, 
lungs, liver

• Pancreatic fluid collection 
(buildup of pancreatic 
fluid where it doesn’t 
belong)

• EPI
• Diabetes
• Chronic pancreatitis after 

repeated acute attacks

• EPI
• Fat malabsorption
• Vitamin and mineral 

deficiencies
• Diabetes
• Pain leading to a decreased 

quality of life
• Increased risk for pancreatic 

cancer

• EPI
• Fat malabsorption
• Vitamin and mineral deficiencies
• Diabetes
• Pain leading to decreased quality of 

life
• Blood clot in a leg or the lungs
• Blockage of the tubes that drain the 

liver
• Blockage of the stomach

One more 
thing to know

Acute pancreatitis usually 
requires hospital care and 
can be life-threatening. 
Seek medical help right 
away for these symptoms.

People with a history of both 
acute or chronic pancreatitis 
and diabetes have an especially 
high risk of going on to develop 
pancreatic cancer. The reasons 
are still being studied. 

Pancreatic cancer is only the 11th most 
common type of cancer in the U.S. But it 
ranks third as a cause of cancer deaths.

The challenge of pancreatic cancer
Why is pancreatic cancer so deadly? It is hard to spot at an early stage, when it is most treatable. There are several 
reasons for this:
• Pancreatic cancer usually does not cause noticeable signs and symptoms early on.
• When it does cause symptoms, they are similar to those of other illnesses.
• The pancreas is hidden behind the stomach and other organs. An early cancer in that location can’t be seen or 

felt by a provider doing a routine physical exam.

Research on ways to find this cancer earlier is now underway. Learn more about this progress in Chapter 3.

Pancreas disease 
risks at a glance

Black/African American 
people are more likely to be 
hospitalized for acute 

pancreatitis compared to white people. 

Here are two other important facts: 

More likely to develop pancreatic 
cancer compared to white people

Black

 

 

White

More likely to die from pancreatic 
cancer compared to white people

Black

 

White

Note: Each figure/shape represents one 
person per 100,000 people.
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Acute and Chronic Pancreatitis

Do you live in a 
food desert?
Food deserts are 
neighborhoods where access 
to affordable, healthy foods is 
limited. This is because there 
aren’t grocery stores close or 
easy to get to. Fresh fruits and 
veggies are often particularly 
hard to come by. Food deserts 
are more common in Black 
communities. They also tend  
to be found in low-income 
areas where many people don’t 
have cars.

If you live in a food desert, 
your best bet for fresh fruits 
and vegetables may be ones 
that are locally grown and 
in season. Other options for 
healthy eating on a budget 
include:
 Frozen or canned 

vegetables without  
added salt.

 Frozen or canned fruits 
without added sugars.

 Whole grains, such as brown 
rice, bought in bulk.

 Dried beans, peas and 
lentils.

 Canned tuna packed in 
water.

 Peanut butter.
 Eggs.

 Step 1. Make smart food choices.
Your diet matters because:

• Diets high in animal fats and low in fruits and vegetables are linked to an 
increased risk of getting pancreatic cancer. Some research shows that 
red and processed meats may raise the risk as well.

• An unhealthy eating pattern makes it harder to manage your weight. 
Obesity is another thing that adds to the risk for pancreatic cancer.

• If you have acute or chronic pancreatitis, eating high-fat foods may 
trigger pain.

A pancreas-friendly diet focuses on fruits, vegetables and whole grains. It 
also includes lean proteins and healthy calcium sources. In addition, it limits 
saturated fat, red and processed meats, refined sugar and white flour.

A Black/African American Patient’s Guide to Pancreas Disease 11 

Learn more about eating wisely:
National Pancreas Foundation
pancreasfoundation.org/patient-information/

nutrition-advice-recipes

Pancreas Disease, Pancreatic Cancer and Black/African American People

 Step 2. Aim for a healthy weight.
Body mass index (BMI) is a number calculated from your height and weight. 

It’s a quick, easy way to screen for your weight category: underweight, healthy weight, 
overweight or obesity. Your weight category matters because:
• About 44% of Black/African American women and 31% of Black/African American 

men have a BMI in the obesity range (30 or higher).
• Obesity is linked to gallstones and very high triglycerides. These things can play 

roles in acute pancreatitis and other diseases.
• Obesity is also linked to type 2 diabetes. This is a risk factor for pancreatic cancer.
• People with obesity who get acute pancreatitis are more likely to have severe 

complications, such as organ failure.

Eating nutritious foods in sensible amounts helps lead to a healthy weight. So does 
getting regular physical activity. If you need to take off pounds, focus on making 
healthy changes that you can continue for life. 

Pancreatitis and diabetes together  
add up to greater risk

First diagnosis Second diagnosis
Risk for pancreatic 
cancer, compared 
to diabetes alone

Acute pancreatitis or  
chronic pancreatitis

+ Diabetes = 7 times higher

Diabetes +
Acute pancreatitis or  
chronic pancreatitis

= 5 times higher

Source: Cho et al., Diabetes Care

 Step 3. Know your diabetes risk.
Diabetes awareness matters because:

• Black/African American adults are 60% more likely than non-Hispanic white 
adults to be diagnosed with diabetes.

• Diabetes has a close relationship to pancreas disease.
• Sometimes diabetes comes before pancreas disease. Long-standing diabetes 

increases the risk of getting pancreatic cancer.
• There are times when pancreas disease comes before diabetes. Pancreatitis and 

pancreatic cancer can damage the pancreas. This may cause diabetes.
• New onset of diabetes can be a marker that pancreatic cancer is present.

Discuss your diabetes risk with your provider. Ask whether you should get a blood 
test to check your blood sugar levels.

Ways to protect your pancreas from harm

Learn more about  
managing your weight:
Centers for Disease Control  
and Prevention
cdc.gov/healthyweight

Learn more about  
preventing or  
managing diabetes:
American Diabetes Association
diabetes.org

Numerous studies have looked at how to protect the health of your 
pancreas. The evidence shows that these five steps can help.
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Most of us have at least one change 
we’d like to make to live a healthier 
life. Whether it’s eating more fruits 
and vegetables, getting more exercise, 
or cutting back on unhealthy snacks, 
what’s stopping you? 

Create a plan today to overcome your 
barriers and make healthy changes  
for good. 

 Identify the change you  want to make.
Think about one or two changes you 
would like to make. Try to make them as 
specific and reachable as possible. Some 
ideas might be: I’m going to eat less red 
meat or I’m going to take a walk every 
night after dinner. 

Starting today, I am going to: 

 

Overcoming barriers to healthy change
 Make a list of your 
roadblocks.

Think about what’s keeping you from 
making the change. We’ve listed some 
common roadblocks below. Check 
off the ones that you feel will also be 
roadblocks for you, but feel free to add 
your own as well. 

 � I don’t have enough time. 
 � It will cost too much money. 
 � I can’t do it alone. 
 � It will be hard for me to keep up with 
the change when I feel stressed. 

 � I am not sure what changes I need to 
make for my health. 

 �

 �

�
Find ways around your 
roadblocks.

Having a plan to get around roadblocks 
can increase your chance for success. 
Here are a few ideas to get you started:

• Schedule time for your change. 
Taking a walk or going to the gym? 
Block out time in your calendar. 
Make a list of groceries for a week of 
healthy meals and shop once. 

• Find low- or no-cost ways to make 
your change. Find new ways to add 
exercise instead of paying for a gym, 
such as getting off the bus or train 
a stop early, parking at the far end 
of parking lots, or walking around 
the block to get extra steps. Choose 
vegetables and fruits that are in 
season or on sale. Pack a lunch. 

• Invite family or friends to join you. 
Habits are easier to change when you 
have company. Find a friend to exercise 
with or enlist another friend or relative 
who smokes to quit with you.  

• Reward yourself for milestones. 
Knowing you have something to look 
forward to may help keep you on track.
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Taking aim at 
tobacco marketing
For decades, the tobacco industry 
heavily marketed menthol cigarettes 
in Black/African American 
neighborhoods. They also promoted 
these cigarettes in magazines and at 
music events that are popular with 
Black/African American consumers.

Menthol is a compound that hits 
smokers with a one-two punch. It 
makes cigarettes seem less harsh 
by masking unpleasant flavors. So, 
it makes it easier for young people 
to start smoking. Plus, menthol 
enhances the effects of nicotine.  
That makes cigarettes more 
addictive and harder to quit.

Despite seeming smoother, menthol 
cigarettes are just as bad for 
your health as other cigarettes. 
Fortunately, they may soon be a 
thing of the past. In 2021, the U.S. 
Food and Drug Administration 
announced that it was taking steps 
toward banning menthol cigarettes. 
Public advocacy efforts helped 
prompt this move.

You can add your voice in support 
of policies to end harmful tobacco 
marketing. Find out more at 
tobaccofreekids.org.

 Step 4. Quit smoking (or don’t start).
Avoiding smoking matters because:

• Harmful substances in tobacco smoke can damage or change 
the DNA in cells. DNA tells the cells how to control normal 
growth and function. When DNA is damaged, cells can grow 
out of control, leading to cancer.

• Smokers are two to three times more likely to get pancreatic 
cancer and chronic pancreatitis than nonsmokers.

• Black/African American people are more likely to die from 
smoking-related causes than their white peers.

Plan ahead for ways to deal with challenges you may face when 
quitting. Ask your provider about nicotine replacement products 
(such as nicotine patches or gum) and other helpful medicines. You 
can also call 800-QUIT-NOW (800-784-8669) for free advice from a 
trained counselor.

Learn more about quitting smoking:
Smokefree (run by the National Cancer Institute)
smokefree.gov

 Step 5. Avoid excessive alcohol.Limiting alcohol use matters because:
• Heavy alcohol drinking can cause acute and chronic 

pancreatitis.
• Excessive alcohol use also increases the risk for 

pancreatic cancer.
• Some people, including those with pancreatitis, 

should not drink at all.

If you drink alcohol, do so in moderation. That means 
having no more than two drinks per day for men or 
one drink for women. Your provider may tell you to 
avoid all alcohol if you have some health conditions 
(such as pancreatitis) or take certain medicines. Talk 
with your provider if you have trouble limiting or 
stopping your drinking.

Learn more about changing your  
drinking pattern:
Rethinking Drinking (run by the National Institute 
on Alcohol Abuse and Alcoholism)  
rethinkingdrinking.niaaa.nih.gov 

Pancreas Disease, Pancreatic Cancer and Black/African American People

Reducing the health impact of alcohol
Black/African Americans are less likely to drink alcohol than their white 
peers. Yet alcohol use takes a heavier toll on their health.

Several things may play a role. There is a higher poverty rate in Black/African 
American communities. This may be a barrier to getting quality care for 
alcohol-use disorders.

Among middle-aged alcohol users, binge drinking is more common in Black/
African American people. This is a pattern of drinking that brings your blood 
alcohol concentration well above the safe level. That usually happens when 
you have several drinks in a couple of hours.

If you find it hard to control your drinking, don’t hesitate to seek help. To learn 
about treatment programs that work, go to alcoholtreatment.niaaa.nih.gov. TAKE THE

Section 
Quiz

pancreasfoundation.org    ©The National Pancreas Foundation   27207

Create your smoking-cessation plan
Quitting smoking is one of the biggest steps you can take for pancreas health. Quitting isn’t easy, but making a 
quit plan and getting support can help you quit for good. 

Step 1: Pick a quit date.
Choose a date to quit in the next 

two weeks. Write it here, tell your family 
and friends, and add it to your calendar:
I will quit smoking on __________________! 

Step 2: Make a list of why 
you want to quit.

Do you want to reduce your risk for 
pancreatitis, pancreatic cancer and other 
diseases? Looking to save money? Want 
your clothes and breath to smell better? 
The reasons to quit are endless. 

My top three reasons for quitting are: 

1. 

2. 

3. 

Step 3: Have a plan for 
triggers and cravings.

Think about your triggers. They could 
include things like drinking coffee or 
alcohol, feeling bored or stressed, or 
smelling smoke. Then come up with 
some ways to distract yourself when the 
triggers hit. 

When I have a craving, I will:
• Take a walk.
• Call a friend.
• Go somewhere that doesn’t allow 

smoking.

• 

Step 4: Get support 
for your success. 

You don’t have to go it alone. Check off 
each type of support you plan to use.

 � Talk with my doctor about smoking 
cessation medicines to help me quit.

 � Download a free app at  
smokefree.gov/tools-tips/apps.

 � Sign up for the text messages from 
the National Cancer Institute (NCI) 
by texting QUIT to 47848. 

 � Call the NCI’s Quitline at 
877-44U-QUIT (877-448-7848) .
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What is inflammation of the pancreas?
Inflammation is the body’s natural way of dealing with injury, irritation or infection. It can cause 
swelling, redness, warmth and pain in the affected area. Not all inflammation is bad. In a sprained 
ankle, for example, it aids healing. But inflammation in the pancreas can be painful and lead to health 
problems. That’s what happens in acute and chronic pancreatitis. If you get one of these conditions, 
timely health care is crucial.

Types of pancreatitis
Acute pancreatitis is pancreas inflammation that starts 
suddenly and is short term. It leads to almost 300,000 
hospital stays in the U.S. each year.

An attack of acute pancreatitis usually begins with 
upper belly pain, which may spread to the back. The 
pain is often intense. With treatment, the inflammation 
typically goes away in a few days. But about 15% of 
people become severely ill. This can lead to serious — 
and sometimes life-threatening — complications. 

Some people have only one bout of acute pancreatitis. 
But others have repeated attacks. This is known as 
recurrent acute pancreatitis. Having repeated bouts 
increases the risk of developing chronic pancreatitis. 
One goal of treatment is finding out what led to the 
first attack. That way, it can be treated to help prevent 
another one in the future.

Chronic pancreatitis is pancreas inflammation that  
is long term and gradually gets worse. Over time, it  
can lead to permanent scarring and damage in the 
pancreas. About 1 in 2,000 people in the U.S. is living 
with this condition.

Chronic pancreatitis can cause lasting pain that makes 
it hard to do activities and enjoy life. It can also harm a 
person’s ability to digest food and make hormones that 
control blood sugar. Eventually, it can lead to vitamin 
and mineral deficiencies as well as diabetes. Plus, it 
raises the risk of getting pancreatic cancer. 

Prompt health care makes a difference, however. There 
are many ways to help ease pain. Treatment can also 
lessen the severity of long-term 
complications. Plus, it helps with 
managing nutritional issues and 
diabetes.

KEY POINTS:
 • Pancreatitis is inflammation 

of the pancreas.

 • It may start suddenly (acute 
pancreatitis) or be an 
ongoing condition (chronic 
pancreatitis).

 • Acute pancreatitis may be 
caused by heavy alcohol use 
and/or smoking, gallstones, 
very high triglycerides and 
certain medicines.

 • Chronic pancreatitis 
sometimes follows acute 
pancreatitis. Other possible 
causes include heavy alcohol 
use and/or smoking, duct 
blockages and genetics.

 • Both forms of pancreatitis 
are serious. Getting a 
prompt diagnosis and proper 
treatment is important.

Play video
Understanding Chronic  
Pancreatitis and Nutrition

National Pancreas Foundation  |  pancreasfoundation.org
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Kids can get pancreatitis, too
Many people associate pancreatitis with drinking alcohol or smoking. But other 
things can cause the condition, even in babies and children:
 Pediatric (childhood) acute pancreatitis may be caused by genetic disorders,  

viral infections or certain medicines (such as some drugs used to treat seizures 
and cancer).

 Pediatric chronic pancreatitis may develop after repeated acute attacks. It is 
often related to a genetic disorder.

The symptoms in children are similar to those in adults. But because pancreatitis  
is uncommon in kids, there is often a delay in diagnosis. Treatment may differ from  
that for adults.

Kids with these conditions are often treated at a specialized center, which may be 
far from home. When a sudden issue comes up, however, they may need to get 
care from a nearby facility instead. The providers there aren’t always familiar with 
pancreatitis in children. A Pediatric Pancreatitis Patient Passport is a document 
that parents can share with new providers. It contains helpful information from the 
specialist who oversees their child’s care.

Download a copy of the passport:
North American Society for Pediatric  
Gastroenterology, Hepatology and Nutrition
naspghan.org/professional-resources/medical-professional-resources/ 

pancreatic-disorders/pediatric-pancreatitis-patient-passport
          Provider Creation Date: _________________ 

PEDIATRIC PANCREATITIS PASSPORT AND ACTION PLAN 
This patient has a known history of pancreatitis, and the current document is endorsed by the pancreas provider below. Please do not 

hesitate to contact them to discuss the pancreatitis action plan. 
***All information/suggestions contained in this form are not intended to replace the judgement of the treating physician*** 

Patient Name: Diagnosis:   ¨ Acute Recurrent Pancreatitis ¨ Chronic Pancreatitis

Date of Birth: Parent/Guardian Contact: 

Pancreas Care Provider: Provider                                                                               
Contact: 

PANCREATITIS HISTORY 
Brief History of Pancreatitis (1st episode, triggers, genetic/anatomic risk factors, surgeries/procedures, pancreatic insufficiency): 

Patient Specific Acute Treatment/Medication Considerations: 

Other Medical Problems/Allergies (⃝ NKDA): Medications: 

PANCREATITIS ACTION PLAN AND RESOURCES 
***INFORMATION/SUGGESTIONS IN THIS FORM ARE BASED ON EVIDENCE AND EXPERT OPINION AT THE TIME OF CREATION AND NOT INTENDED TO 

REPLACE FUTURE MEDICAL ADVANCES OR THE JUDGEMENT OF THE TREATING PHYSICIAN*** 

§ Labs to consider: Complete blood count, liver function tests, electrolytes, lipase/amylase, triglycerides.
Chronic pancreatitis patients may not have lipase/amylase levels that reach ³3x upper limit of normal.

§ Imaging: Complete Abdominal Ultrasound, Consider MRCP or CT Abdomen with contrast if concerned for
pancreas complications.
• Assess for fluid collection, biliary obstruction, and consider transfer to pancreas center if present.

§ Assess for signs/symptoms of organ dysfunction: Hypotension, capillary refill, oliguria, metabolic 
acidosis, elevated BUN/Cr, elevated liver function tests, thrombocytopenia, cyanosis, pulmonary edema.

§ Fluid resuscitation: 20 mL/kg (max 1L) IV fluid bolus and assess if additional fluid bolus is needed based
on heart rate, capillary refill, estimated fluid deficit.  After bolus: ³1.5x maintenance IV fluids (LR or NS).
• Follow markers of hemodilution (BUN, hematocrit, urinary output – Goal 0.5-1 mL/kg/hr).
• Once intravascular fluid euvolemia  decrease to maintenance IV fluid rate.
• Monitor for fluid overload (e.g., pulmonary edema, heart failure).

§ Pain Control: Pancreatitis can be incredibly painful. Analgesia management should be prompt and adjusted
as needed to control pain, including the use of opioids when appropriate.  Pain exacerbation episodes can
occur without macroscopic pancreatic inflammation.
• If mild pain and tolerating PO  avoid narcotic medications.
• Opioid-sparing pain medications: Acetaminophen 15 mg/kg, ibuprofen 10 mg/kg, ketorolac 0.5 mg/kg.

Avoid NSAIDs with elevated BUN/Cr.
• Uncontrolled pain: Opiates are commonplace in chronic pancreatitis management and often used as

adjuncts to opioid-sparing medications.  Recommend judicious, but prompt, use of opiates for pain relief.
§ Nutrition: Regular diet is OK if patient has appetite, is not vomiting, and pancreatitis is not caused by

hypertriglyceridemia. NPO in the short term if moderate/severe pancreatitis, if ileus, or other
contraindications for enteral feeding.

Additional resources and treatment algorithms: https://naspghan.org/professional-resources/medical-
professional-resources/pancreatic-disorders/
Version 1.0 approved by NASPGHAN on: October 19, 2019 
In collaboration with the National Pancreas Foundation, Mission Cure, and Rebecca’s Wish 
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Acute and Chronic Pancreatitis

Getting a diagnosis
Finding out whether you have pancreatitis is not 
always a simple matter. The symptoms may look like 
those of other conditions. Plus, for chronic pancreatitis, 
there is no lab test to confirm the diagnosis. You and 
your provider may need to take several steps to find 
out what’s wrong.

Health history and physical exam
During this step, your provider will:
• Perform a physical exam and check your vital signs.
• Ask about any signs and symptoms you have 

noticed.
• Ask about things that put you at risk for pancreas 

disease.
• Review your health history and any medicines you 

are taking.

You can help by answering questions as fully as 
possible. Be honest about your alcohol and tobacco 
use. This helps your provider understand your health 
and decide what steps to take next.

Imaging method How it works How it’s helpful

Computed tomography 
(CT)

Uses special X-ray equipment to make cross-
sectional pictures of part of the body. These 
pictures may be combined to create 3D images. 

Often the first imaging test 
ordered to diagnose chronic 
pancreatitis. Can show 
gallstones, blocked ducts and 
other abnormalities.

Endoscopic ultrasound 
(EUS)

Uses a thin, lighted tube with an ultrasound 
probe on its tip. Ultrasound employs sound 
waves to create images. The tube is inserted into 
the patient’s mouth and guided downward. Then 
an ultrasound exam is performed inside the body.

May be used to further assess 
abnormalities found by other 
imaging methods. The up-close 
view from inside the body allows 
for very detailed images.

Magnetic resonance 
cholangiopancreatography 
(MRCP)

Uses magnetic resonance imaging (MRI). This 
technology employs radio waves and a large 
magnet to create images. MRCP is a type of 
MRI exam that focuses on the pancreas and 
surrounding structures. The provider may  
inject a special dye into your bloodstream for a 
sharper picture.

May be used to look for long-
term scarring in the pancreas. 
Can also assess the amount of 
healthy pancreatic function and 
secretions.

Understanding your risk

Acute pancreatitis
There are several possible causes of acute pancreatitis. 
They include:
• Gallstones. These are small, pebblelike pieces of 

material that form in the gallbladder. They cause 
35% to 40% of acute pancreatitis cases. How 
does that happen? Gallstones may get stuck while 
traveling through the common bile duct, the main 
tube that carries a fluid called bile from the liver 
to the intestines. The common bile duct joins with 
the pancreatic duct within the pancreas. Both then 
empty into the small intestine. If gallstones are 
blocking the way, pancreatic fluid might not be able 
to flow out of the pancreas as it should. Or bile 
might back up into the pancreas. Either way, the 
blockage may lead to irritation and inflammation.

• Heavy alcohol use and/or smoking. Excessive alcohol 
use causes about 30% of acute pancreatitis cases. 
This typically occurs after years of drinking a lot. 
Smoking may speed up the worsening of alcohol-
related acute pancreatitis.

• Certain medicines. A number of prescription 
medicines have been linked to acute pancreatitis. In 
general, the risk of getting drug-induced pancreatitis 
is low. But it may be increased in some groups, such 
as older adults and people with HIV infection.

• Very high triglyceride levels. Triglycerides are a 
type of fat found in the blood. People with very 
high levels sometimes develop acute pancreatitis. 
When that happens, they are especially prone to 
becoming quite ill.

Once you recover from acute pancreatitis, you should 
avoid anything that could set off another attack. Your 
provider may advise you not to drink alcohol, smoke or 
take certain medicines. 

You and your provider should also be on the lookout for 
continuing health problems. From 25% to 40% of people 
develop a new case of prediabetes or diabetes after their 
first attack of acute pancreatitis. About one-fourth of all 
those with acute pancreatitis go on to develop EPI.

Chronic pancreatitis
Long-term inflammation sometimes follows repeated 
bouts of acute pancreatitis. Other things that raise the 
risk for chronic pancreatitis include:
• Heavy alcohol use and/or 

smoking. People who drink a lot 
are more likely than nondrinkers 
to get chronic pancreatitis. So 
are regular smokers. The risk 
is highest when alcohol and 
smoking are combined.

• Blocked pancreatic duct or common bile duct. As 
with acute pancreatitis, a blocked duct that traps 
fluid in the pancreas may lead to inflammation.

• Strong family history of pancreatitis. It’s clear that 
pancreatitis runs in some families. The term “familial 
pancreatitis” is used when two or more close family 
members have a history of the disease. The term 
“hereditary pancreatitis” is used when the disease 
can be traced to an abnormal gene that is passed 
from parent to child.

Blood tests
To confirm a diagnosis of acute pancreatitis, your 
provider may order a blood test that checks your 
amylase or lipase levels. These are enzymes made in 
the pancreas. During a bout of acute pancreatitis, the 
levels are typically three times higher than normal.

Imaging tests
Imaging tests are the best tool for diagnosing chronic 
pancreatitis. They are also used to look for the causes 
of acute pancreatitis. Plus, imaging may be done to 
assess the extent of damage in the pancreas.
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Create your smoking-cessation plan
Quitting smoking is one of the biggest steps you can take for pancreas health. Quitting isn’t easy, but making a 
quit plan and getting support can help you quit for good. 

Step 1: Pick a quit date.
Choose a date to quit in the next 

two weeks. Write it here, tell your family 
and friends, and add it to your calendar:
I will quit smoking on __________________! 

Step 2: Make a list of why 
you want to quit.

Do you want to reduce your risk for 
pancreatitis, pancreatic cancer and other 
diseases? Looking to save money? Want 
your clothes and breath to smell better? 
The reasons to quit are endless. 

My top three reasons for quitting are: 

1. 

2. 

3. 

Step 3: Have a plan for 
triggers and cravings.

Think about your triggers. They could 
include things like drinking coffee or 
alcohol, feeling bored or stressed, or 
smelling smoke. Then come up with 
some ways to distract yourself when the 
triggers hit. 

When I have a craving, I will:
• Take a walk.
• Call a friend.
• Go somewhere that doesn’t allow 

smoking.

• 

Step 4: Get support 
for your success. 

You don’t have to go it alone. Check off 
each type of support you plan to use.

 � Talk with my doctor about smoking 
cessation medicines to help me quit.

 � Download a free app at  
smokefree.gov/tools-tips/apps.

 � Sign up for the text messages from 
the National Cancer Institute (NCI) 
by texting QUIT to 47848. 

 � Call the NCI’s Quitline at 
877-44U-QUIT (877-448-7848) .
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Acute and Chronic Pancreatitis

Treatment options at a glance
Pancreatitis is a complex condition. So, it’s no surprise 
that the treatment of pancreatitis is a complicated 
subject. Here’s a brief overview of what is available. 
Keep in mind that each person is different, however. 
Your provider is always your best resource for 
treatment information.

Acute pancreatitis
You will probably need to be hospitalized for acute 
pancreatitis. In the hospital, you can get care that helps 
you heal and stay more comfortable. That includes:
• Intravenous (IV) fluids. These fluids are given 

through a needle inserted into a vein. They help 
treat dehydration.

• Nutritional support. You will likely need to stop 
eating for 24 to 48 hours. This gives your pancreas 
a chance to rest. After that, you will be put on a 
nutrition plan. Most people are able to eat on their 
own by this time. If that isn’t possible, a feeding 
tube can be used.

• Pain control. Pain medicine can ease discomfort 
while you heal. Some people also need medicine to 
control nausea.

Your provider will look for the root cause of your 
condition. Treating these problems helps prevent 
future attacks. Potential treatment options include:
• Cholecystectomy. This is surgery to remove your 

gallbladder. Your provider may recommend it if 

gallstones are a problem for you. This can be done 
with small incisions but may need a large incision if 
the inflammation is very bad.

• Endoscopic retrograde cholangiopancreatography 
(ERCP). This procedure uses a thin, lighted tube with 
a tiny camera attached. The tube is inserted into 
your mouth. Then it is guided to the spot where the 
bile duct and pancreatic duct empty into your small 
intestine. This gives your provider a close-up view of 
the area. The provider can pass special tools through 
the tube to remove gallstones or widen ducts.

• Triglycerides management. Your provider may 
prescribe medicine to lower the levels. 

• Alcohol-related services. If you need to stop 
drinking, behavioral treatments and alcohol 
cessation programs can help. Ask your provider for 
a referral.

People with more severe problems may require 
additional treatments. For example, some people have 
a collection of fluid in the pancreas that needs to be 
treated. Those with organ failure may need intensive 
care and various kinds of life support.

Most people with acute pancreatitis have milder cases, 
however. They usually feel better and can leave the 
hospital within a week. The majority recover fully. Yet 
they still need to be monitored for long-term problems, 
such as diabetes.

Chronic pancreatitis
Pain is the main symptom of chronic pancreatitis. It 
affects about 75% of people at the time of diagnosis. 
Over time, that percentage rises to nearly 100%. So, 
relieving pain is one major goal of treatment. Several 
types of medicines and complementary approaches 
may be helpful. (Read more in Chapter 4.)

Another major goal of treatment is good nutrition. Fatty 
foods often trigger pain in people with pancreatitis. So, 
you may need to avoid fried foods and limit unhealthy 
fats. At the same time, chronic pancreatitis can make 
eating difficult and reduce nutrient absorption. This 
means you also need to make sure you are getting 
enough calories and nutrients. Talk with your provider 
about how to balance your nutritional needs. Consider 
also asking for a referral to a registered dietitian.

Potential treatment options include:
• Pancreatic enzyme replacement capsules. These 

capsules replace digestive enzymes that your 
pancreas no longer makes. They are the main 
treatment for EPI.

• Blood sugar management. Keeping tabs on your 

Looking ahead
Several studies on chronic pancreatitis are underway. 
The results may one day lead to a brighter future for 
people living with this condition. Researchers are 
looking at:
 Identifying blood tests that could be used to 

diagnose chronic pancreatitis earlier.
 Repurposing drugs used for other conditions to 

treat this one.
 Untangling the complex relationship between 

chronic pancreatitis and diabetes.
 Gaining a better understanding of how pancreas 

pain works.
 Improving the quality of life for people living with 

pancreas disease.

Want to know more?
You’ll find a wealth of information about 
the diagnosis and treatment of acute and 
chronic pancreatitis on the National Pancreas 
Foundation website. Check out the resources at 
pancreasfoundation.org. Then talk with your 
provider about what’s right for you.

Play video
Jenny's Story
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blood sugar is important. If you develop diabetes, 
follow your treatment plan. 

• Antioxidant therapy. Antioxidants are substances 
that help prevent a certain kind of cell damage. 
Studies show that taking antioxidants may help 
reduce pancreatitis pain. Discuss this option with 
your provider.

• Surgery. If other treatments don’t relieve your pain, 
surgery may be recommended.

Repeated inflammation can cause permanent damage 
in the pancreas. This means pain treatments may not 
work as well. It can also lead to nutritional issues and 
diabetes. Prompt diagnosis and treatment help improve 
the outlook for your health and lessen the severity of 
long-term complications. 
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Chapter 3: 

Pancreatic cancer
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What is cancer of the pancreas?
Your body contains trillions of cells. They normally grow in an orderly way. Old or damaged cells die, and 
new ones take their place. Sometimes, however, the process breaks down. Abnormal or damaged cells 
start growing uncontrollably. That’s what happens in cancer. The cells can form lumps of tissue called 
tumors. They may also spread to other parts of the body and form new tumors there. Pancreatic cancer 
refers to any cancer that starts in the pancreas, even if it eventually spreads elsewhere.

Types of pancreatic cancer
Pancreatic cancer kills more than 48,000 people per 
year in the U.S. One reason is that it has often spread  
to other parts of the body by the time it is found. 
Surgery to remove the cancer is not an option at that 
point. Even for the 11% of people whose pancreatic 
cancer is found early, it can be a challenge to treat. As a 
result, the five-year survival rate for patients who have 
surgical resection of stage I pancreatic cancer ranges 
from 40% to 70%. 

There are two types of pancreatic cancer. 

Adenocarcinoma is by far the most common type. Most 
cancers in the pancreas start in enzyme-producing cells. 
These cells make up ducts and glands. About 95% of 
such cancers are adenocarcinomas.

This chapter describes options that are now available 
for the early detection, diagnosis and treatment of 
adenocarcinoma. It also discusses what may lie on the 
horizon. As we continue, keep in mind that the chapter 
focuses mainly on adenocarcinoma.

Pancreatic neuroendocrine tumors (NETs) also arise 
in the pancreas. Yet they differ in several ways from 
adenocarcinomas: First, they start in hormone-making 
cells. Second, they are much less common. Third, the 
survival rate is higher for NETs. 

About half of NETs make hormones that they pump into 
the bloodstream. This can cause symptoms due to the 
excess hormone. For example, NETs that make extra 
insulin may cause low blood sugar and a fast heartbeat.

The other half of NETs don’t make enough excess 
hormone to cause early symptoms. They can grow quite 
large before they are found. By that point, they may 
lead to symptoms such as belly pain, lack of appetite and 
weight loss.

The treatment for NETs depends on the type and extent 
of the cancer.

22 

KEY POINTS:
 • Pancreatic cancer is the 

third-leading cause of cancer 
deaths in the U.S.

 • Black/African American 
people have an increased 
risk of getting this cancer, 
especially males.

 • Pancreatic cancer is 
usually not found until it is 
advanced. By that point, it 
can no longer be removed 
surgically.

 • Researchers are actively 
studying ways to improve 
early detection.

 • Early-stage pancreatic 
cancer has a better outcome. 
But there are treatments to 
ease symptoms and improve 
quality of life at every stage 
of the disease.

Pancreatic neuroendocrine TumorAdenocarcinoma
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Black/African 
American men are 
at highest risk
Black/African American men are 
more likely to die from pancreatic 
cancer than men of other races and 
Black/African American women.

Here are two other important facts:

Black males have about a 20% 
increased incidence and death 
due to pancreatic cancer. 

2 in 10
20%

Black females have about a 30% 
increased incidence and death 
compared to non-Hispanic white 
people.

 
3 in 10
30%

Pancreatic Cancer

Understanding your risk
The American Cancer Society projects that 60,430 
people will be diagnosed with pancreatic cancer in the 
U.S. in 2021. Black/African American people are more 
likely to get pancreatic cancer than other groups in the 
U.S. These are some other factors that have been linked 
to an increased risk for the cancer:
• Male sex. Pancreatic cancer is more common in men 

than women. That may be partly because men are 
more likely to smoke.

• Older age. The likelihood of getting pancreatic cancer 
goes up with age. About two-thirds of people are age 
65 or older when diagnosed.

• Tobacco use. Cigarette smoking is one of the 
biggest causes of pancreatic cancer. It’s associated 
with almost one-third of cases. Cigar smoking and 
smokeless tobacco products also increase the risk for 
this cancer.

• Unhealthy diet. A diet high in animal fat and low in 
fruits and vegetables has been linked to pancreatic 
cancer. There is evidence that red meats and 
processed meats (such as sausage and bacon) may 
raise the risk as well.

• Excess body weight. People who are obese are more 
likely to develop pancreatic cancer than those with a 
healthy weight. Putting on excess fat in the belly may 
increase the risk even for those who are not  
very overweight.

• Heavy alcohol use. Drinking a lot may increase the 
risk of getting pancreatic cancer. It can also lead to 
chronic pancreatitis, which is another risk factor.

• Chronic pancreatitis. One study showed that 15% of 
people with pancreatic cancer had previously been 
diagnosed with pancreatitis.

• Type 2 diabetes. Long-term diabetes increases the risk 
for pancreatic cancer. About 1 in 4 people with this 
cancer were diagnosed with diabetes first. 

• Family history of pancreatic cancer. Pancreatic cancer 
runs in some families. That may be due to hereditary 
conditions caused by inherited gene changes.

When is diabetes a warning sign?
The relationship between diabetes and pancreatic cancer is a 
two-way street. Living with diabetes for a long time may lead 
to pancreatic cancer. But pancreatic cancer also occasionally 
leads to new-onset diabetes (NOD). That’s newly diagnosed 
diabetes in someone who didn’t have it before. 

From 1% to 2% of NOD cases in people older than age 50 may 
be related to pancreatic cancer. This cancer often doesn’t cause 
any symptoms early on. So, NOD may be the first tipoff that 
something is seriously wrong.

Discuss your risk with your provider. That’s particularly 
important if you suddenly develop diabetes after age 50 and 
don’t have a family history of the disease. Unexpected weight 
loss is another red flag. Ordinary type 2 diabetes is usually 
associated with weight gain.

Hereditary condition that increases  
the risk for pancreatic cancer Also known as ... Also increases the risk for ...

BRCA mutations Hereditary breast and ovarian 
cancer syndrome

Breast and ovarian cancer

Lynch syndrome Hereditary nonpolyposis  
colon cancer

Colorectal cancer

Classic FAP Familial adenomatous polyposis Colorectal polyps and cancer

FAMMM syndrome Familial atypical multiple mole 
melanoma syndrome

Melanoma

Hereditary pancreatitis Familial pancreatitis Chronic pancreatitis
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Create your smoking-cessation plan
Quitting smoking is one of the biggest steps you can take for pancreas health. Quitting isn’t easy, but making a 
quit plan and getting support can help you quit for good. 

Step 1: Pick a quit date.
Choose a date to quit in the next 

two weeks. Write it here, tell your family 
and friends, and add it to your calendar:
I will quit smoking on __________________! 

Step 2: Make a list of why 
you want to quit.

Do you want to reduce your risk for 
pancreatitis, pancreatic cancer and other 
diseases? Looking to save money? Want 
your clothes and breath to smell better? 
The reasons to quit are endless. 

My top three reasons for quitting are: 

1. 

2. 

3. 

Step 3: Have a plan for 
triggers and cravings.

Think about your triggers. They could 
include things like drinking coffee or 
alcohol, feeling bored or stressed, or 
smelling smoke. Then come up with 
some ways to distract yourself when the 
triggers hit. 

When I have a craving, I will:
• Take a walk.
• Call a friend.
• Go somewhere that doesn’t allow 

smoking.

• 

Step 4: Get support 
for your success. 

You don’t have to go it alone. Check off 
each type of support you plan to use.

 � Talk with my doctor about smoking 
cessation medicines to help me quit.

 � Download a free app at  
smokefree.gov/tools-tips/apps.

 � Sign up for the text messages from 
the National Cancer Institute (NCI) 
by texting QUIT to 47848. 

 � Call the NCI’s Quitline at 
877-44U-QUIT (877-448-7848) .
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Finding the cancer early
You are probably familiar with cancer screening tests. These 
are tests that look for signs of cancer in people who don’t have 
symptoms. Examples are getting a mammogram to check for 
breast cancer or a colonoscopy to check for colorectal cancer.

There is no standard screening test for pancreatic cancer. But 
there are approaches that may help catch it sooner in certain 
high-risk people.

Why does that matter? The earlier we find the cancer, the easier 
it is to treat. Overall, only 11% of people with pancreatic cancer 
are alive five years after their diagnosis. But the percentage rises 
to 42% when the cancer is caught early.

Imaging-based screening
This screening approach usually involves alternating between two 
kinds of imaging tests (MRI and EUS) on a yearly basis. It can be 
helpful for certain people with a high risk for pancreatic cancer. 
But it’s not recommended for those with an average risk.

How do you know whether it could be helpful for you? If you 
have a family history of pancreatic cancer, it’s best to seek an 
evaluation at a center with expertise in this area. They can 
determine whether you are a good candidate for yearly imaging.

Genetic testing
This screening approach uses genetic testing to look for inherited 
gene mutations that put you at risk. The approach is geared to 
people who have a close family member with pancreatic cancer. 
When possible, the person with cancer should be tested first. If a 
genetic mutation is found, it may affect the choice of treatment 
for that person. It may also suggest that family members would 
benefit from genetic testing as well.

Getting tested simply requires a blood test. The blood is analyzed 
at a lab to look for specific gene mutations. So far, about 15 
mutations linked to pancreatic cancer have been identified.

Genetic testing may show increased risk. But it cannot tell for 
sure whether you have or will get pancreatic cancer. Discuss what 
the test results show with your provider or a genetic counselor.

Looking ahead
Researchers are hard at work 
on new screening methods for 
pancreatic cancer. One major goal 
is to develop and validate a blood 
test for widespread use. The test 
might check the blood for tumor 
DNA or a biomarker (a molecule 
that is a sign of an abnormal body 
process). Experts predict that this 
kind of test may be available within 
the next five years.

Other researchers are working to 
develop sophisticated imaging tools. 
The goal is to be able to locate tiny 
tumors within the pancreas. This 
capability would be needed to make 
the best use of new-and-improved 
screening methods.

Pancreatic Cancer

Getting a diagnosis
If you have signs and symptoms that could be from 
pancreatic cancer, it’s crucial to find the cause. 
When cancer is found, you may need further tests to 
determine whether it has spread and, if so, how far.

Health history and physical exam
Your provider will ask questions about your:
• Symptoms and health history.
• Family health history.
• Other risk factors for pancreatic cancer, such as 

alcohol and tobacco use.

Your provider will also check for physical signs of 
disease. For example, some people with pancreatic 
cancer have jaundice (yellowing of the skin and whites 
of the eyes). 

Blood tests
Blood tests may provide useful clues as well. Liver 
function tests can help find the cause of jaundice. 
Tumor marker tests look for substances in blood that 
come from cancer cells.

Two tumor markers linked to pancreatic cancer are:
• Cancer antigen 19-9 (CA 19-9), the one most often 

checked.
• Carcinoembryonic antigen (CEA).

Tumor marker tests alone aren’t accurate enough to 
tell whether you have pancreatic cancer. But they offer 
additional evidence. If you do have cancer, repeating 
them over time can help your provider gauge how well 
your treatment is working.

Play video
Pancreatic Cancer - Signs, 
Symptoms and Risk Factors
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Test or procedure How it works How it’s helpful

Computed tomography 
(CT)

Uses special X-ray equipment to make 
cross-sectional pictures of part of the 
body. The provider may inject a special 
dye into your bloodstream for a sharper 
picture.

Can show abnormalities in the pancreas, 
other organs and lymph nodes.

Magnetic resonance 
cholangiopancreatography 
(MRCP)

Uses magnetic resonance imaging 
(MRI). This technology employs 
radio waves and a large magnet to 
create images. MRCP is a type of MRI 
exam that focuses on the pancreas 
and surrounding structures. The 
provider injects a special dye into your 
bloodstream for a sharper picture.

Can show a tumor that might be blocking 
the bile duct or pancreatic duct.

Endoscopic ultrasound 
(EUS)

Uses ultrasound, which employs sound 
waves to create images. A thin, lighted 
tube with an ultrasound probe on its tip 
is inserted into the patient’s mouth and 
guided downward. Then an ultrasound 
exam is performed inside the body.

Can show masses or tumors in the 
pancreas. May reveal details that can’t be 
seen with other methods.

Tools passed through the tube can be used 
to remove tissue samples for biopsy. You 
may hear this called fine-needle aspiration. 
That means a thin needle is inserted into an 
abnormal area to collect the sample.

Endoscopic retrograde 
cholangiopancreatography 
(ERCP)

A thin, lighted tube with a tiny camera 
attached is inserted into the patient’s 
mouth and guided to the first part of the 
small intestine. 

Can show a tumor that might be blocking 
the bile duct or pancreatic duct.

Tools passed through the tube can be used 
to remove cells for biopsy or to open a 
blocked duct.

Pancreatic Cancer

Treatment options at a glance
The treatment for pancreatic cancer depends on 
the extent of the disease. Here’s a brief overview of 
possible options. 

Surgery
If the cancer is found early enough, surgery may be 
used to take out the tumor. This involves removing 
part or even all  of the pancreas. When needed, other 
nearby organs and structures can be removed as well.

In other cases, surgery may be done to ease 
symptoms. For example, a tumor blocking the bile 
duct can cause bile to build up in the gallbladder. 
The surgeon may create a new pathway around the 
blockage so bile can flow out again.

Chemotherapy and radiation therapy
Chemotherapy uses cancer-fighting drugs given into a 
vein or by mouth. Radiation therapy uses high-energy 
X-rays to kill cancer cells or stop them from growing. 
The two approaches are often combined to increase 
the effects of both. This is known as chemoradiation.

Chemotherapy and/or radiation therapy may be used:
• Before surgery, to try to shrink a tumor so it is 

easier to remove.
• After surgery, to reduce the chances that cancer will 

come back.
• As the main treatment for some cancers that can’t 

be surgically removed.

Targeted therapy
This approach uses medicines that work differently 
from chemotherapy drugs. The targeted medicines 
take aim at specific cancer cells. They are an option for 
some people with advanced pancreatic cancer. 

Pain control
Pain can be a major issue for people with pancreatic 
cancer. It may occur when a tumor presses on nerves 
or nearby organs. For most people, medicines and 
complementary approaches help ease the pain. Read 
about these approaches in Chapter 4. 

If pain medicines don’t provide enough relief, other 
treatments are available. For example, a provider may 
cut or inject alcohol into affected nerves to block 
pain signals. Or radiation therapy (with or without 
chemotherapy) may be used to shrink a tumor that is 
causing pain.

The outlook for pancreatic cancer depends on:
• How large the tumor is.
• Whether the cancer has spread, either to nearby 

lymph nodes or to distant parts of the body.
• Whether the cancer has just been diagnosed or has 

come back.

Pancreatic cancer is the focus of much research. New 
treatments that may one day improve the outlook 
for people with this cancer are now being studied 
in clinical trials. Learn more about participating in a 
clinical trial in Chapter 4.

Want to know more?
These websites offer further information about the detection, 
diagnosis and treatment of pancreatic cancer:

National Pancreas Foundation pancreasfoundation.org

National Cancer Institute cancer.gov

Remember that each person’s situation is different. Talk with 
your provider about the best options for you.

Imaging tests and diagnostic procedures
Imaging tests and procedures allow your provider 
to peer inside your body. Your provider can look for 
suspicious changes that could be signs of cancer. Plus, 
your provider can look for signs that the cancer may 
have spread to other organs.

With some procedures, your provider can do a biopsy 
at the same time. This involves removing a sample of 
tissue or cells. The sample is then examined in a lab.
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What does this mean for you?
New cases of acute pancreatitis are on the rise worldwide. It is already one of the most common 
digestive-tract causes of hospitalization in the U.S. At the same time, the risk of being diagnosed with 
pancreatic cancer is also going up. Black/African American people are more likely than others in the 
U.S. to have these conditions. Therefore, it’s important to know how to boost your well-being if you 
ever develop a pancreas disease.
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Chapter 4: 

Living with  
pancreas disease

KEY POINTS:
 • Good nutrition can be a 

challenge with any pancreas 
condition. Eating wisely and 
taking pancreatic enzyme 
capsules can help.

 • Pain is another common 
issue with these diseases. 
There are a variety of ways 
to manage pain and improve 
your quality of life.

 • Taking enzymes to improve 
digestion and help manage 
weight loss and pain.

 • Partnering with a provider 
empowers you to take 
charge of your well-being.

 • Volunteering for a clinical 
trial can benefit you and 
others. There are multiple 
trials now studying 
pancreatitis and pancreatic 
cancer.

 • Taking care of your mental 
health helps you cope with 
the emotional side of illness.
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Managing your nutrition
Enjoying healthy, tasty food is one key to better health. Yet this can 
be hard to do when you have a pancreas condition. At times, it may 
be difficult to eat at all. Even when you are feeling fine, you may 
need to watch what you eat to avoid triggering symptoms.

These challenges are easier to overcome with expert support. 
Work with your provider and, if possible, a registered dietitian 
nutritionist to create an eating plan.

Common challenges
Pancreas damage, scarring or surgery can lead to EPI. As a result, 
your body loses the ability to break down foods properly. That can 
lead to trouble absorbing nutrients, especially fats. 

Poor absorption may result in a vitamin or mineral deficiency. 
This is an inadequate supply of a nutrient your body needs. If not 
corrected, it could lead to serious health problems, such as:
• Night blindness (vitamin A deficiency).
• Weak bones (vitamin D deficiency).
• Bleeding complications (vitamin K deficiency).

Helpful treatments
To help you feel better and get all the 
nutrition you need, your provider may 
recommend:
• Diet changes. High-fat or fried foods 

often trigger bouts of pain. To prevent 
these, you may need to avoid problem 
foods.

• Pancreatic enzyme replacement capsules. 
These capsules provide enzymes that 
your pancreas is not making anymore. 
They can aid the digestion of fat 
and protein. They also improve the 
absorption of nutrients.

• Vitamin and mineral supplements. For 
added insurance, your provider may 
suggest taking a daily multivitamin. In 
addition, your provider should check 
your nutrient levels yearly. If a deficiency 
is found, you may need a specific vitamin 
or mineral supplement.

National Pancreas Foundation  |  pancreasfoundation.org

Want more nutrition ideas? 
Here are some other resources to help you choose a delicious, nutritious diet:

National Pancreas Foundation Cookbook
pancreasfoundation.org/patient-information/nutrition-advice-recipes

National Heart, Lung, and Blood Institute Healthy Eating Plan
nhlbi.nih.gov/health/educational/lose_wt/eat/calories.htm

HEALTHY FAMILY RECIPES
FOR PANCREAS DISEASEFOR PANCREAS DISEASEFOR PANCREAS DISEASE
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Partnering with your provider
Having pancreas disease or pancreatic cancer can be a 
challenge. But communicating well with your provider can 
make a big difference. It helps you:
• Be more informed and better prepared to make  

good decisions.
• Feel more in control of your situation.
• Be more likely to follow through on treatment.
• Speak up for yourself so you get the care you need.

Being your own advocate
From eating right to taking medicine, you are the one 
who puts many parts of your treatment plan into action. 
You are also the one who lives with the results. So, you 
need to learn about your treatment choices. Ask as many 
questions as you need to. 

Let your provider know if you have any preferences or 
concerns. If you have found some health information 
on your own, share it with your provider. Even if the 
information is correct, it might not always apply to you.
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Treatments for 
stubborn pain
What if pain medicines and nondrug 
approaches don’t provide enough relief? 
There are other treatments that may help.

Celiac plexus block
The celiac plexus is a bundle of nerves 
around the main artery to the belly. 
These nerves carry pain signals from the 
pancreas to the brain. In this treatment, a 
provider injects medicine directly into the 
nerve bundle, which stops pain messages 
from going through.

Surgery
This may be an option for severe pain 
that doesn’t respond to other approaches. 
The type of surgery needed depends on 
the source of the pain. It might involve 
rerouting the connection between the 
pancreatic duct and small intestine. Or it 
might involve removing inflammation and 
masses from the pancreas.
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Controlling your pain
People with chronic pancreatitis or late-stage pancreatic 
cancer often must cope with long-term pain. When the pain 
isn’t controlled, it can be hard to enjoy life and go about daily 
activities. The good news is that there are several options for 
easing pain. Even if one doesn’t work for you, another may offer 
much-needed relief.

Pain management is a broad term used for these approaches. 
They include both drug and nondrug therapies. 

Pain medicines
Depending on your needs, your provider may recommend:
• Over-the-counter pain medicines. Examples: acetaminophen, 

antioxidants, ibuprofen and naproxen.
• Prescription opioids. Examples: codeine, fentanyl, 

hydrocodone, hydromorphone, morphine and oxycodone.
• Nerve pain medicines. Examples: amitriptyline, desipramine 

and nortriptyline.

Before you start a new medicine, talk with your provider about 
possible side effects. Know what to do if you get them. Also, make 
sure you know how much to take and how often. If you have any 
questions, don’t hesitate to ask your provider or pharmacist.

Nondrug options
Several other therapies may help manage pain as well. They are 
typically combined with pain medicine for added benefits. These 
options include:
• Cognitive behavioral therapy (CBT). In CBT, you learn skills that 

reduce the impact of pain on your daily life and improve your 
emotional well-being. For example, you might learn how to 
pace yourself during activities and relax when feeling stressed.

• Complementary approaches. These approaches may help some 
people feel better when combined with medical treatments. 
Discuss them with your provider. Examples are acupuncture, 
massage, yoga, meditation or use of a heating pad.

Living with pain can affect every aspect of your life, from eating 
and sleeping to emotional well-being. If you have pancreas pain 
that isn’t controlled, discuss your options with your provider.

Living With Pancreas Disease

Finding quality health care
Some health care centers have the expertise and resources 
to provide the best possible care to their patients. Here’s 
what to look for:
 Multidisciplinary care. This is a team approach to 

health care that includes professionals from different 
specialties. They all work together to care for you as a 
whole person.

 High-volume centers. These are centers that treat 
many patients with your condition.

 Clinical excellence. The National Pancreas 
Foundation maintains lists of the premier centers 
for pancreatitis and pancreatic cancer care. Go to 
pancreasfoundation.org/npf-centers-info.

What if the nearest of these centers is too far from home to 
visit regularly? Ask whether they can coordinate care with 
your local provider.

It is also common to get a second 
opinion from another provider. The 
National Pancreas Foundation Centers 
of Excellence are good places to find 
providers who are knowledgeable about 
pancreatitis or pancreatic cancer.

Work with your provider to create a treatment plan 
that fits your needs. Then do your part by sticking  
with the plan. 

Getting support from others
Some provider’s offices have patient navigators. Their 
job is to guide patients through the health care system. 
For example, they may help with making appointments 
for tests or reminding you when you are due for a 
checkup. They may also point you to other helpful 
resources, such as patient support groups.
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QUESTIONS ABOUT PANCREATITIS:

•  What type of pancreatitis (acute, chronic, etc.) do I have? 
What was the cause of it?

 
• Do I need surgery? Are there  

nonsurgical options?

 
• Are there medicines to treat pancreatitis? If so, do they have 

side effects?

 
• Do I need to make any lifestyle changes?

 
• What can I do to keep my pancreatitis from getting worse or 

happening again?

• What long-term problems should I watch for due to the 
pancreatitis (e.g., EPI)?

Questions to ask your health care provider

QUESTIONS ABOUT PANCREATIC CANCER:

• What type and stage of cancer do I have?

• How much experience do you have with this type of cancer? 

• Has the cancer spread beyond the pancreas?

• Can I have surgery to remove it?

• What are my treatment options?

• What are the side effects and risks? 

• Which treatment do you recommend?

• How will I know if the treatment is working? 

• Should I think about participating in a clinical trial? 

If you’ve been diagnosed with a pancreas disease, you may have lots of questions and concerns. Your doctor or health care 
provider can answer your questions and help you make good choices about treatments and lifestyle changes.  

Below are some questions you might want to ask your doctor. 
Bring this worksheet with you and write down the answers at 
your visit. 
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Participating in a clinical trial
Clinical trials are research studies that look at how 
well new health care approaches work in volunteers. 
This research may study new ways to prevent, detect, 
diagnose or treat a disease.

Several clinical trials related to pancreas disease are 
currently in progress. They are focused on acute 
pancreatitis, chronic pancreatitis, pancreatic cancer and 
diabetes. And they are studying these conditions in both 
adults and children.

People have different reasons for taking part in such 
studies. They may want to:
• Help researchers find better ways to fight pancreas 

conditions.
• Gain access to new approaches before they are 

widely available.
• Get an extra measure of care. Patients in clinical trials 

may receive closer attention to their symptoms and 
health than those who are not in a trial.

Why diversity matters
In the past, Black/African American people were too often 
left out of research studies, leaving research incomplete. 
What works for one group of people does not always 
work just as well for another. For example, people of 
different races may respond differently to the same drug.

Many clinical trials today are seeking Black/African 
American volunteers. Having a more diverse group of 
people in studies is one thing that’s needed to reach 
health equity. This is a goal that will be achieved when 
every person has a chance to be their healthiest.

What volunteering involves
Taking part in a clinical trial is totally voluntary. Before you 
sign up, the study is explained in a process that details 
benefits and risks. Then your consent (informed consent) 
is given. During the study, researchers must follow a 
detailed plan. This is designed to make the study as safe 
as possible.

Taking care of your emotional health
Living with a pancreas condition can be difficult. Many 
people may not understand what you are dealing with, 
especially when you don’t feel well but don’t look sick. 
Taking the time to nurture your mental health can 
help you cope with the stress of having pancreatitis or 
pancreatic cancer.

Boosting emotional well-being
To look out for your mental health:
• Be physically active. Eat a healthy diet. Get plenty 

of sleep. These things are as good for your mind as 
they are for your body.

• Find ways to ease stress. You might go for a walk or 
practice deep breathing or meditation. Some people 
find that getting out in nature has a calming effect. 

• Share your feelings. It’s easier to face a health 
challenge with a trusted friend or family member by 
your side. You should lean on friends and family.

Reaching out for social support
It can be helpful to talk with others who are going 
through some of the same things you are. Joining a 
patient support group is a great way to meet people 
who know firsthand what it’s like to have a pancreas 
condition. You can share support and practical tips. 
Many groups also welcome family members and  
other caregivers.

Ask your provider about support groups in your area. 
The National Pancreas Foundation offers  
an online patient support community. Go to  
pancreasfoundation.org/pancreas-community.

Getting help for depression
People with chronic pancreatitis and pancreatic cancer 
have an increased risk for depression. This is more than 
an occasional blue day. Depression is a down mood 
that lasts for weeks. It can sap the joy from life and 
get in the way of daily activities. Plus, it can worsen 
physical pain.

Watch for these symptoms:
• Losing interest in activities you used to enjoy.
• Feeling sad, empty or anxious most of the time.
• Having trouble falling or staying asleep.
• Finding it hard to concentrate or make decisions.
• Having less energy than usual.
• Feeling hopeless, helpless or worthless.
• Thinking about hurting yourself.

You don’t have to face depression alone. There are 
effective treatments available. They can help even 
when you have a physical illness. Talk with your 
provider or a mental health professional if you are 
feeling depressed or unable to cope. If you have 
thoughts of harming yourself, the National Suicide 
Prevention Lifeline offers free, confidential support. 
Call 800-273-8255.
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Learn more about making your 
mental health a priority:
NAMI nami.org

Anxiety & Depression Association  
of America adaa.org

Clinical trials have requirements for who can take part. 
To find out if you are eligible for any current clinical 
trials, talk with your provider. You can also check  
these websites:

National Pancreas Foundation Clinical Trial  

Resource Center

pancreasfoundation.org/patient-information/clinical-
trial-resource-center

ClinicalTrials.gov (run by the U.S. National Library  

of Medicine)

clinicaltrials.gov

Play video
Pancreatic Cancer –  
Clinical Trials



The National Pancreas Foundation provides hope for those suffering 

from pancreatitis and pancreatic cancer. It funds cutting-edge research 

and advocates for improved therapies. It also provides support and 

education for patients, caregivers and health care professionals. 

Visit us online at pancreasfoundation.org.
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