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Introduction

If you're reading this booklet, you—or someone you

care about—has probably been diagnosed with a disease
called ulcerative colitis (UC). The word “ulcerative” refers
to sore spots that may bleed on the lining of the colon,
which makes up most of the large intestine. “Colitis”
means the colon is inflamed (irritated and swollen).

Having UC may cause unpleasant symptoms such as
diarrhea with blood or mucus, and abdominal cramping
and pain. These symptoms can be uncomfortable and
disruptive. Other symptoms can include weight loss and
tiredness.

If you have been recently diagnosed with UC, or even if
you have been dealing with it for some time, you may
have questions about the disease and how best to cope.
You should talk to your doctor about any questions or
concerns you may have. This booklet and DVD program
may be able to help!

It's important to know you’re not alone. UC affects about
500,000 people in the United States. Many doctors know
about this condition and can help you find treatments that
work. Although there is no medicine that can cure UC, it
can be managed to reduce your symptoms.

In this booklet and DVD, you’ll learn about:

e UC and its causes

e Managing the disease

e How to build a support team of family and friends
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What is Ulcerative Colitis?

UC is a type of inflammatory bowel disease (IBD). In
people with UC, the lining of the colon and rectum become
irritated and swollen. This is called “inflammation.” In
addition, areas of the lining can develop sores that may
bleed, called ulcers. Sometimes UC just affects the lower
part of the large intestine—the rectum. In other people,
part, or all, of the colon is affected.
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The other type of inflammatory bowel disease is

Crohn’s disease. Crohn’s disease can affect not just the
large intestine, but the entire length of the digestive
tract including the mouth, throat, stomach, and small
intestine. In contrast, UC affects only the large intestine.

To understand UC, it helps to understand the basics of
your digestive system. The food you eat gets digested
mainly in your stomach. Nutrients are then absorbed as
the food passes through the small intestine. The role of
the large intestine is to absorb water from what remains,
and eliminate the waste material from the body. When

a portion of the large intestine is inflamed, it cannot

do its job and there is more water in the stool,

causing diarrhea.
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What Causes UC?

The exact cause of UC is still not clearly understood. Some
people may be more likely to develop UC because of genes
they inherit from their parents. It is also thought that UC
may develop when a person’s immune system mistakenly
attacks the lining of the colon. Finally, some studies
suggest that certain factors may increase the chance of a
person getting UC. These factors include: using antibiotics
or non-steroidal anti-inflammatory medicine, taking birth
control pills, or eating a high-fat diet.

Importantly, however, UC does not seem to be caused
by emotional stress. It is also not caused by your diet,
although certain foods, or food products, may trigger

symptoms in some people.

\
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Signs and Symptoms of UC

The most common signs and symptoms of UC are
diarrhea with blood or mucus, and discomfort in the belly
area (abdomen). Other signs and symptoms include:

¢ An urgent need to have a bowel movement

Feeling tired

Nausea or loss of appetite

Weight loss

Fever

Anemia—a condition in which the body has fewer red
blood cells than normal

Less common symptoms include:

¢ Joint pain or soreness

e Eye irritation

e Certain rashes

e Severe abdominal cramping

Ulcerative Colitis: A Guide for Patients
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How 1s UC Diagnosed?

It’s important to get properly diagnosed by your doctor,
because the symptoms of UC can also be
caused by other conditions such as a
bacterial infection or Crohn’s disease. For
the diagnosis, you may be referred to

a doctor who specializes in digestive
diseases—a gastroenterologist.

‘{‘

Blood tests may be used to look for signs
of inflammation or low red blood cell counts

(anemia). Tests of your stool may show if your symptoms
are caused by an infection of some kind.

The most accurate way to diagnose UC and rule out other There are two common tests that can be done to look
possible conditions is for a doctor to directly look at the inside your large intestine. With a colonoscopy, the
inside of your large intestine. This is done by using a rectum and the entire length of the colon are inspected.
flexible, narrow tube with a light and a tiny camera at With a sigmoidoscopy, just the rectum and lower parts
one end. The device is inserted into the anus and gently of the colon are inspected. In both cases, the doctor
guided through the large intestine. In order for your will look at the lining of the large intestine. Sometimes
doctor to see the wall of the large intestine clearly, it a small tissue sample is taken for examination under a
needs to be empty. You will be told how to do this before microscope. This is called a biopsy. The results of these
the test. In some cases, a medicine will be used to help tests will allow your doctor to determine the severity and

you relax for the test. extent of your disease.



Treatment Options

Once you have been diagnosed with UC, you and your
doctor will work together to create a treatment plan. There
is no “one-size-fits-all” treatment for UC. Each person, and
each person’s situation, is different. The goal for everyone
with UC, however, is the same: to reduce and control
current symptoms and, once controlled, prevent future
flare-ups. Most people do this by learning to identify and
avoid triggers and/or using some type of medicine.

Medicines for UC aim to reduce the inflammation and
swelling in the colon and heal the ulcers. There are four
types of medicines that might help:

o Aminosalicylates (reduce inflammation in the lining
of the colon)

e Corticosteroids (used to treat flares)

o Immunomodulators (help reduce or control the
activity of the immune system)

o Biologics (another class of medicines to control
inflammation)

11



4 Some medicines for UC are taken as a
pill by mouth, or given as an injection or
infusion. Other times they are given directly

into the large intestine with a suppository,
foam, or enema to get the medicine to where it's needed.

Although most people with UC can manage their condition
by effective, long-term medical therapies, some people
may require surgery. Removal of the large intestine

may be recommended if a person does not respond to
medicines, has unacceptable side effects, or has other
serious conditions or complications.

Several kinds of surgeries are available,
2 with the choice driven by such things

nf =, oS the nature of your symptoms, your
o ] ~ preferences, age, and medical condition.

Cm——

surgeon will help you decide which type

* . } If you are a candidate for surgery, your
{ best fits your needs.
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When you see your
doctor, remember to:

e Do some research before you go
e Write down questions and answers
e Be specific when describing how you feel

e Don't be afraid to ask questions—even a /ot
of questions!

e Speak up if something is confusing—your doctor wants you
to understand

e Consider bringing along a trusted family member or friend

13



Keep track of
oo the foods you eat
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and talk to
your doctor.

The connections between what you eat and how you feel
are complicated. While diet is not thought to cause UC,
people react differently to different foods. Some people
may be sensitive, or allergic, to certain foods, which may
cause symptoms that look like UC. Some foods may make
your symptoms worse, while some dietary changes may
help reduce symptoms. Writing down exactly what you
eat during the day may help you pinpoint foods or drinks
that make your symptoms worse.

More studies are needed to determine if there are direct
links between diet and UC. Talk to your doctor before
making any changes in your diet. If you do try an
experiment with diet, change only one thing at a time and
keep track of your symptoms.

No matter what, you need to make sure you are eating
a healthy, well-balanced diet, so you get all the nutrition
you need.



Foods considered part of a healthy diet are:

o Vegetables
e Fruits
e Whole grains

o Fat-free or low-fat dairy (if you are lactose-intolerant
and have diarrhea after drinking or eating dairy, you
should avoid lactose-containing foods)

e Seafood

e Lean meats and poultry
» Eggs

e Beans and peas

e Nuts and seeds
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Here are some tips that may help you during a UC flare:
e Eat smaller amounts of food during the day

¢ Limit high-fiber foods in favor of cooked or steamed
fruits or vegetables

e Drink lots of water—at least 8 cups of water a day can
help avoid dehydration

Remember: healthy foods should be eliminated from your
diet only when you are certain—after multiple tries, and
after consulting with your doctor—that a particular food is
a problem for you.




Dealing with UC can be tiring and stressful. It’s also not
that easy to talk about, or explain to others. But it’s
important that you do talk about it, at least with those
closest to you. UC is nothing to be embarrassed about—
it's just another kind of medical condition that needs to
be managed. Being open and honest about UC can be a
relief, and can allow those around you to be supportive.

You can build a support team of family members, close
friends, health care professionals, or others who have
dealt with UC. Support groups can be a great way to
connect with others. This is easier than ever, thanks

to the Internet. You can find information about both
online and in-person support groups from some of the
organizations listed in the Resources section of this
booklet, including the Crohn’s & Colitis Foundation of
America (www.ccfa.org).

If you are feeling stressed, here are some tips that
might help:

- ¥ Beingopenand = o - R o Use a relaxation strategy like deep breathing. There
g — honest about UC can SN . . .

= ; _ S Top v v © are different ways to do this. You may try closing your
1 be a relief, and can allow - ) . )
& ) Lo v aaly eyes and taking a slow, deep breath in. Hold it for a

- . . thosearoundyouto

 be supportive. few seconds and then slowly exhale. Repeat as needed.
This may help you feel a little calmer.
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Research shows that physical activity
(exercise) can improve mood and mental
well being. But always check with your doctor
before starting any new type of exercise.

¢ Sometimes people find that writing down
their stressful thoughts helps. You may want to write in a
journal where you can collect your thoughts.

Another thing that might help is learning whether the state
where you live has laws aimed at providing easier access

to bathrooms for those who need that. Some states have
passed laws requiring stores to allow customers to use their
bathrooms if they have UC, or another medical condition,
that makes quick access to a toilet necessary.

It also pays to think ahead. Consider making an emergency
kit to keep on hand in your car, desk drawer at work,
handbag, or wherever. Things to include could be:

e Extra underclothing
o Toilet tissue

o Wet wipes

e Pocket tissue packs

20

Women who have UC may have concerns about
pregnancy and breastfeeding. It is important for women
with UC to speak with their gastroenterologist, as well
as their obstetrician or gynecologist, before becoming
pregnant. Together with your doctor or health care
team, you can prepare a plan for your pregnancy while
managing your UC.

21
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Conclusions

By reading this booklet and watching the DVD, you've
taken important steps in educating yourself about
ulcerative colitis. You've learned that this chronic
condition can be managed by avoiding triggers and,

if needed, taking one of the several types of medicines
for UC.

No two people—and no two medical conditions—are
exactly alike. But you can use the information in this
booklet to begin charting your own course.

By working with your health care team and building your
personal support network, you can give yourself the best
chance of staying healthy and getting the most from
whatever treatments you and your doctor choose.

23
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American College of Gastroenterology
Www.gi.org
(search for the term “ulcerative colitis”)

Centers for Disease Control & Prevention
www.cdc.gov/ibd/#aboutUlcer

Crohn’s & Colitis Foundation of America
www.CCFA.org
(search for the term “ulcerative colitis”)

MedlinePlus
www.medlineplus.gov
(search for the term “ulcerative colitis”)

National Digestive Diseases Information
Clearinghouse
www.digestive.niddk.nih.gov

(search for the term “ulcerative colitis”)

American College of Gastroenterology

Founded in 1932, the American College of
Gastroenterology is an organization with an international
membership of more than 12,500 individuals from

86 countries. The College is committed to serving the
clinically oriented digestive disease specialist through its
emphasis on scholarly practice, teaching and research.
The mission of the College is to serve the evolving needs
of physicians in the delivery of high quality, scientifically
sound, humanistic, ethical, and cost-effective health care
to gastroenterology patients. For more information,

visit www.gi.org.
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Shire US Inc.

Shire enables people with life-altering conditions to lead
better lives. Shire focuses on developing and marketing
innovative specialty medicines to meet significant unmet
patient needs. For more information, visit www.shire.com.

¢Shire
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Ulcerative Colitis: A Guide for Patients was made
possible through the expertise, time, and efforts of many
contributors. Special gratitude to:

CONTRIBUTORS TO THE DVD

Stephen B. Hanauer, MD, FACG

Clifford Joseph Barborka Professor of Medicine
Northwestern University

Feinberg School of Medicine

Medical Director, Digestive Health Center
Northwestern Medicine

Chicago, Illinois

Casey Abrams

...and the three other UC patients
who also share their stories

in the DVD

FEATURING

Casey Abrams

Musician, composer,
and UC patient
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DISCLAIMER: This guidebook and DVD program are intended for
informational purposes only, with the understanding that no one
should rely upon this information as the basis for medical decisions.
Anyone requiring medical or other health care should consult a
medical or health care professional. Any actions based on the
information provided are entirely the responsibility of the user, and
of any medical or other health care professionals who are involved
in such actions.

The American College of Gastroenterology (ACG), Shire US Inc.
(Shire), producers Conrad & Associates, LLC and Alan Weiss
Productions, guidebook author Stephen Braun, and DVD scriptwriter
Deborah Gobble, have used reasonable efforts to include timely

and accurate information in this guidebook and DVD. The ACG,
Shire, the producers, and the writers make no representations

or warranties, express or implied, regarding the accuracy or
completeness of the information provided herein and specifically
disclaim any liability, express or implied, in connection therewith.

Photos in this booklet are used for illustrative purposes only. Any person depicted in
the licensed material is a model, not an actual patient or health care professional,
unless they are otherwise identified.

Project Manager
Carol Brandenburg
Executive Producer
Conrad & Associates

Guidebook Design

Cinda Debbink

Design Partners
www.dgdesignpartners.com

Program Research and Development
Elizabeth T. Conrad, MD, DABFM
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Ulcerative Colitis

Ulcerative colitis (UC) causes unpleasant symptoms such as
diarrhea with blood or mucus, and abdominal cramping and
pain. These symptoms can be uncomfortable and disruptive.
Other symptoms can include weight loss or tiredness.

UC affects about 500,000 people in the United States. The
good news: UC can be effectively managed by avoiding
possible triggers and working with health care professionals
to find appropriate treatments.

This program will help you take steps to
control your UC symptoms.

You'll learn about:
e UC and its causes
e Managing the disease

e How to build a support team
of family and friends

FEATURING
WITH Casey Abrams
Dr. Stephen B. Hanauer Musician, composer,
and UC patient
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to watch the video, scan
the QR code above
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