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Thank you for choosing UC Davis Children’s Hospital Pediatric Inflammatory Bowel Disease 
(IBD) Program to help manage your or your child’s condition.  

 

This handbook is a resource to help you take an active role in your or your child’s medical care. 

It will also help you understand IBD and how it will impact your or your child’s life. This resource 

includes information about various treatment options, pages to record relevant test results and 

current medications, important contact information and other helpful resources. 

 

The quality of your child’s care is our primary goal.  
 

We are a collaborative team of physicians, registered nurses and medical assistants. We partner 

with you and your family to make sure you or your child receives the best care possible. In 

order to accomplish this, we ask that you or your child come to all visits and take medicines as 

prescribed by the gastroenterologist. 

 

We need to see your child at least once every six-to-twelve months, and possibly more often 
if deemed necessary.  

 

Your or your child’s well-being is our primary concern and we will try to schedule appointments 

as conveniently as possible. For example, some blood work can be completed at a laboratory 

closer to your home, if needed, and the lab can fax the results to us. If you or your child is not 

able to attend scheduled clinic visits or complete lab tests as needed, the condition may 

worsen. 

 

We look forward to getting to know you and/or your child and working together so you or 
your child are able to live life to the fullest. 
 
 
 
UC Davis Children’s Hospital Pediatric IBD Program 

Department of Pediatrics – Division of Gastroenterology, Hepatology, and Nutrition 

 

 

This document contains information and/or instructional materials developed by UC Davis Children’s Hospital for 
the typical patient with the conditions within. It does not replace advice from your health care provider, and your or 
your child’s experience may differ from that of the typical patient. Talk to your health care provider if you have any 
questions about this document, the specified condition or treatment plan.  

Welcome 
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§ If you or your child is feeling ill between 8 a.m. and 4:30 p.m. on a weekday, please call 

the UC Davis Pediatric Specialties Clinic at 916-734-3112. If you are thinking of going to the 

emergency department, please call us first and we will try to see you right away. If you or 

your child is seriously ill and we are unable to fit you in, please proceed to the emergency 

department right away. 

§ When you call the Pediatric IBD clinic, be prepared to tell us exactly what symptoms you or 

your child is having. Please have your or your child’s medical record number and list of 

current medications.  

 

You will speak with either a medical assistant or licensed vocational nurse who will give the 

message to our clinic nurse. We will make every effort to return your call as soon as we can 

– please verify your correct phone number so that we may reach you. 

§ If you call before noon on a weekday with an urgent issue, we will make every effort to 

return your call by the end of the business day. If for some reason you cannot reach us and 

you or your child are seriously ill, please do not wait until the next day – go to the 

emergency department right away. 

§ Non-urgent questions can be sent to your or your child’s nurse or physician electronically 

through MyChart®, our online patient portal. Please include a description of current 

symptoms as well as any specific questions to be answered.  

 

Non-urgent or routine calls will generally be returned within two or three business days. 

§ If you have an urgent question after 4:30 p.m. on a weekday or over the weekend, please 
call the UC Davis Children’s Hospital operator at 916-734-2011 and ask for the pediatric 
gastroenterologist on call. 

§ Do not wait until your or your child’s next routine appointment if you or they are 

experiencing flare symptoms or are seriously ill. Call our clinic to schedule an urgent visit.  

§ If you or your child is admitted to the hospital for an IBD flare, you may see your primary 

gastroenterologist or another pediatric IBD specialist on our team. We will communicate 

with your or your child’s outpatient doctor as needed. 

  

Important Items 
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§ Always tell us about any new health issues you or your child is experiencing, as well as any 

emergency department visits or hospital stays. Please bring any records from hospital stays 

to clinic appointments (for example, discharge summary, test results from endoscopies, CT 

scans, MRI scans, and blood tests, etc.). 

§ You may request medication refills through MyChart®. Please notify us at least two 
business days before you run out of medicine. If you use a mail-order pharmacy service, 

please call us at least three weeks before the refill is needed so there is enough time for the 

medicine to be mailed. 

§ Please immediately notify us of any change in address, phone number or health insurance 
by calling UC Davis Pediatric Specialties Clinic at 916-734-3112.  
 

If you or your child is on immunosuppressive medications, we need to be able to contact 

you quickly as lab results may indicate a need for a change in dosage. For this reason, please 

call our clinic as soon as possible if your phone number or contact information changes. 

§ We encourage you and your family to become members of the Crohn’s and Colitis 

Foundation of America (CCFA). The CCFA is a helpful resource for anyone living with 

inflammatory bowel disease. Your nurse or physician can tell you more about this group, or 

you can visit www.ccfa.org online. 
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Our team includes the following physicians, specialists, nurses and support staff: 

 
Pediatric Gastroenterology Faculty 

§ Arthur de Lorimier, M.D., C.P.E. – Clinical Professor and Chief, Division of Gastroenterology, 

Hepatology, and Nutrition 

§ Daphne Say, M.D. – Assistant Clinical Professor and Director, UC Davis Children’s Hospital 

Pediatric IBD Program 

§ Sunpreet Kaur, M.D. – Assistant Clinical Professor  

§ Trinh Truong, M.D. – Associate Clinical Professor 

§ Kelly Haas, M.D. – Assistant Clinical Professor 

 

 

Pediatric Surgical Faculty 

§ Diana Farmer, M.D. – Chair, Department of Surgery and Surgeon-in-Chief, UC Davis 

Children’s Hospital 

§ Shinjiro Hirose, M.D. – Chief, Division of Pediatric General, Thoracic, and Fetal Surgery 

§ Erin Brown, M.D. – Assistant Clinical Professor 

§ Jacob T. Stephenson, M.D. – Volunteer Clinical Professor 

§ Payam Saadai, M.D. – Assistant Clinical Professor 

 

 

Clinical Support Staff 

§ Megan Brown, R.N., B.S.N. 

§ Angelina Luper, R.N., B.S.N. 

§ Amanda Denison, L.V.N. 

§ Irma Preciado, C.M.A. 

 

 

Administrative Support Staff 

§ Mireya Ramos, MOSC 

§ Daneiel Faison, MOSC 

§ Rosaflor Doctolero, MOSC 

 

 

 
 
 
Registered Dieticians 

§ Staci Collins, R.D. 

§ Yulia Kvach, R.D. 

§ Jennifer Mein, R.D. 

 

 

Social Work 

§ Vincent Fong, L.C.S.W. 

§ Susan Ho, L.C.S.W. 

§ Angelus Dupree, L.C.S.W. 

Your Pediatric IBD Team 
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Quality Improvement/Research 
Coordinator 

§ Hadley Sauers-Ford 

 

 

 

 
 
 

 
 
 
Clinic location 
Glassrock Building 

Pediatric Specialty Clinics 

2521 Stockton Blvd., 2
nd

 Floor 

Sacramento, CA 95817 

  

Phone 
To schedule an appointment – UC Davis Pediatric Specialty Clinics 

916-734-3112 

 

Department of Pediatrics – Division of Gastroenterology, Hepatology, and Nutrition  

916-734-3750 

916-734-4098 (fax) 

 

To reach the on-call physician after hours or on weekends or holidays – UC Davis Children’s 

Hospital Operator  

916-734-2011 

 

Online 
children.ucdavis.edu/gi 

 

  

Contact Information 
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Name ____________________________ Medical Record Number __________________ 

 

Primary Care Physician _______________________________________________________ 

 

Referring Physician __________________________________________________________ 

 

Emergency Contact Information: 

Name: 

 

Relationship: 

 

Telephone: 

Name: 

 

Relationship: 

 

Telephone: 

 

Health Insurance and Pharmacy Information 

Insurance Company: 

 

Insured Person’s Name: 

 

Patient’s Name: 

 

Group Name: 

 

Pharmacy Phone Number: 

 

 

Authorization for Release of Health Information 

For our patients 18 years of age and older – the Health Insurance Portability and Accountability 

Act (HIPAA) prevents us from sharing your health information with anyone who is not 

authorized by you.  

 

The Authorization for Release of Health Information Form allows you to give permission for us 

to speak to family members or friends about your care. You can download and print this form 

from our website and bring it to your next visit:  

https://www.ucdmc.ucdavis.edu/him/roi/pdf/authorization.pdf 

Patient Information 
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Date Time Appointment Type Location Do I need to bring 
medical records? 

Do I need 
medication refills? 

 
 

    

 

 

 
 

    

 

 

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 
 

     

 

  

Appointment Planner 
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Questions and Concerns Answers and Comments 
 
 
 
 

 

 
 
 
 
 

 

 
 
 
 
 

 

 
 
 
 
 

 

 
 
 
 
 

 

 
 
 
 
 

 

 
 
 
 
 

 

  

Planning for Your Next Visit 
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Basic knowledge about inflammatory bowel disease (IBD) will help you better understand your 

or your child’s disease and – more importantly – help you recognize symptoms to help manage 

the condition.  

 

We encourage you to ask questions and be an active part of your or your child’s care team. 

 

What is IBD? 
IBD is a chronic inflammation or irritation of the intestines that is not due to infection. In 

patients with IBD, the immune system overreacts and causes injury to the intestines.  

 

There are two main types of IBD: Crohn’s disease and ulcerative colitis. Crohn’s disease can 

involve any part of the intestine from mouth to bottom. Ulcerative colitis usually involves only 

the large intestine (colon).  

 

It is important not to confuse IBD with irritable bowel syndrome (IBS). Although the symptoms 

of IBS are sometimes similar to those of IBD, the disorders have very different causes and 

treatments. 

 

Who gets IBD? 
It is estimated that over one million Americans – children and adults alike – suffer from IBD. 

Males and females are affected about equally.  

 

What causes IBD? 
IBD is thought to be caused by a combination of both genetic and environmental factors that 

lead to injury of the intestines. There is a lot of research underway to better understand IBD.  

 

What are the symptoms? 
Signs and symptoms of IBD may include: 

§ Abdominal pain 

§ Diarrhea or bloody bowel movements 

§ Weight loss or poor growth 

§ Fatigue/decreased energy level 

§ Unexplained fevers, joint pain or mouth sores 

§ Anemia (low red blood cell count)  

Understanding Inflammatory 

Bowel Disease 
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If you are experiencing a flare 
Even with medical treatment, a person with IBD can experience a flare – an episode when 

symptoms reappear. It is important that you report your or your child’s symptoms early so your 

doctor can provide the best treatment. This may help you stay well and prevent some of the 

complications related to IBD.  

 

Avoiding a flare is better than treating a flare. Taking your medications as directed can help 

control your symptoms and help to avoid a flare.  

 

Symptoms of a flare 
Alarm symptoms may include: 

§ Abdominal pain 

§ Blood in bowel movements 

§ Diarrhea/increased bowel movements 

§ Nausea/vomiting 

§ Fevers 

§ Joint pain 

§ Fatigue 

§ Change in appetite 

 

What to do 
Call your doctor at the onset of any symptoms of a flare. Please call 916-734-3750 on weekdays 

before 4:30 p.m. or 916-734-2011 after hours, weekends and holidays to speak with the on-call 

physician. 

§ Identify the flare symptoms 

§ Know what medications you or your child are taking and the doses 

§ Take your medications consistently and as prescribed 

  

When to Call Your IBD Team 



UC Davis Children’s Hospital 

Pediatric IBD Program Patient and Family Information Guide 12 

 

 
 
 

 
 
 
We will perform certain tests to diagnosis IBD, as well as to help us understand what parts of 

your or your child’s body are affected, and to develop the best treatment plan. We also test for 

any possible flare and to watch for side effects of any medications you of your child may be 

taking.  

 

We will complete a comprehensive initial evaluation and monitor your or your child’s response 

to treatment. We will provide you with a complete explanation of any test results and answer 

any questions you may have.  

 

It is important that you understand why these tests are being done, complete blood work or 

other tests as requested and keep all follow-up appointments to ensure your or your child’s 

health progresses. 

 

Tests may include: 

 

Esophagogastroduodenoscopy (EGD) 
An EGD examines the lining of the esophagus, stomach and duodenum (the first part of the 

small intestine). The exam is done with a flexible tube called a scope, which has a light and a 

camera on the end. The doctor will look for redness, swelling, bleeding, ulcers or infections. 

Small tissue samples called biopsies will be collected and observed under a microscope. 

 

Colonoscopy 
A colonoscopy examines the entire colon (large intestine). A scope with a light and camera on 

the end will be used for the test. The doctor will look for redness, swelling, bleeding ulcers or 

infections of the bowel wall and collect biopsies for observation under a microscope.  

 

It is normal to feel nervous about these procedures. The procedures are done under anesthesia 

so that you or your child will generally not feel anything or remember the procedure. The goal 

is to gain a better understanding of your or your child’s disease as safely and comfortably as 

possible. 

 

You will be given important information to follow before and after one of these procedures. If 

you have any questions, please call our clinic or send an electronic message to your or your 

child’s nurse or physician through MyChart®. 

 

  

IBD Testing 
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Some general items to keep in mind when having an EGD or colonoscopy include: 

§ You or your child should not eat or drink for several hours before the procedure. This may 

include red and purple liquids and certain medications such as aspirin and ibuprofen (e.g. 

Advil, Motrin, etc.). 

§ The day before a colonoscopy, you or your child will be asked to undergo a “cleanout” to 

clear the colon and ensure a successful procedure. You or your child must adhere to a strict 

diet for at least the day prior to the procedure. You will also be given medications to take to 

help with the cleanout process. This will be explained in detail prior to the procedure. 

§ Most procedures are same-day, meaning that after you or your child wake up from the 

sedation or anesthesia, you can go home. 

§ Following these procedures, you or your child may experience some bloating, abdominal 

cramping or pain, nausea, sore throat, or some blood in bowel movements. If you or your 

child has continued blood in bowel movements, worsening abdominal pain, high fever or 

vomiting, contact your doctor or the on-call physician immediately. 

 

Blood work 
Blood tests are done on a regular basis to monitor the disease activity and the effects of 

medications. Some common blood tests include: 

§ Complete blood cell count (CBC) for anemia (low red blood cell count), signs of infection, or 

potential side effects of medications 

§ Liver enzymes (AST and ALT) for potential side effects of medications or complications 

§ Erythrocyte sedimentation rate (ESR) and C-reactive protein (CRP) for inflammation 

 

Stool studies 
When having symptoms of a flare, stool (bowel movement) studies may be done to check for 

infections or inflammation. 

 

Radiology studies 
These tests help to look for inflammation and check for complications. Examples of radiology 

studies include CT scan, MRI and upper GI series. Your doctor or healthcare provider will explain 

these to you in more detail if they are needed. 

 

PillCam® 
A capsule endoscopy, also known as PillCam®, observes the esophagus, stomach and small 

intestine. The procedure involves swallowing a capsule the size of a large vitamin pill. The 

capsule includes a camera that sends pictures of the intestines to a recorder on your or your 

child’s waist. The recorder will be collected approximately eight hours after the capsule is 

swallowed and the pictures will be reviewed. The PillCam® is disposable and will naturally pass 

in a bowel movement. 
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We will work with you to develop a comprehensive, personalized treatment plan for you or 

your child. We will help you understand the treatments available and value your input on which 

options you or your family prefer. We encourage you to ask questions if and when concerns 

arise. 

 

Medications 
Listed below are the most common medications used to treat IBD in children, teens and young 

adults. Information on non-medication therapies such as nutritional support is also provided. 

Before starting any treatments, please discuss it with your or your child’s care team.  

 

Taking medication as prescribed is extremely important. Missing a dose means the medication 

may not help as intended, while taking too much can be harmful. There can be side effects from 

some medicines that we monitor for with routine blood tests and physical exams. 

 

Let us know if you have any concerns or if you or your child have any problems or side effects 

with any prescribed medications or treatments. Tell us if you or your child are taking medicines 

other than those prescribed by your UC Davis Children’s Hospital doctor, including any herbal or 

alternative medicines or supplements. 

 

Prednisone 
Prednisone is a medicine known as a corticosteroid. It is similar to hormones made by the body 

and helps to reduce inflammation. Prednisone may slow down the body’s natural production of 

these hormones. Because of this, it is important to take the medicine as prescribed and to 

slowly decrease the medicine as directed. Do not stop it without talking to your doctor. 

 

Side effects of prednisone can include weight gain, hunger and changes in mood and sleep 

patterns. These usually improve as the dose is lowered. Other side effects can include 

weakening of the bones, increased risk of infections, high blood pressure, high blood sugar and 

stomach irritation. Patients who take prednisone or other corticosteroids should be current on 

vaccines, undergo regular eye exams and may need to have bone density tests. 

 

Mesalamine 
Mesalamine is an aspirin-like medicine that can be taken by mouth or given by suppository or 

enema. These medicines include the brand names Asacol, Colazol, Pentasa, Canasa, Lialda, 

Apriso and Rowasa. Rare side effects of these medications include allergic reactions, 

pancreatitis and kidney injury. Those who take mesalamine should wear sunscreen to reduce 

the risk of skin rashes and sunburns. 

Using Medications to Treat IBD 
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6-mercaptopurine (6MP)/Azathioprine 
These medications act as an immunosuppressant. Suppressing the immune system reduces 

inflammation in the GI tract. These medications do not work right away, so you or your child 

may need to be on a combination of medications at first. Regular blood tests will check for 

possible side effects, including low white blood count and irritation of the liver or pancreas. 

Patients taking these medications should be cautious about their amount of sun exposure. They 

are also at a small increased risk for lymphoma (a tumor of the lymph glands) compared to the 

average person. 

 

Methotrexate 
Methotrexate is another immunosuppressant. It can be taken by mouth given via injection. 

Blood tests will be done often to check for potential side effects such as irritation of the liver 

and low white blood cell count. There is also a small risk of lymphoma. Pregnant women or 

women planning to become pregnant should not take this medication. 

 

Anti-Tumor Necrosis Factor Medications 
These medicines include Remicade, Humira and Cimzia. They block the action of a protein in the 

body called TNF-alpha (tumor necrosis factor) made by the body’s immune system. People with 

IBD may produce too much TNF-alpha which can cause inflammation. Remicade is given as an 

IV infusion and takes about three hours to infuse. The frequency of the infusions depends on 

symptoms, but it is usually given every eight weeks. Humira is given by injection every two 

weeks, and Cimzia is given by injection every month. Before receiving any of these medications, 

your doctor will test for tuberculosis. Regular blood tests will monitor for possible side effects, 

including low white blood cell count, irritation of the liver, infections such as tuberculosis and a 

small increased risk of lymphoma. 

 

Other treatment options 
Although treatment with medication is the first option for patients with IBD, some patients may 

require surgery. Surgery may be needed to address serious IBD complications, or for disease 

that has not responded to medications. Surgical options are discussed further in later in this 

handbook. 

 

A total or partial liquid diet is another treatment option for IBD. This may include a liquid diet 

by mouth, by a naso-gastric tube (a tube that delivers the formula directly into the stomach) or 

naso-jejunal tube (a tube that delivers the formula directly into the intestine.) This type of 

therapy has been shown to be a safe and successful option in place of medication. More 

information about diet and nutrition is also discussed later in this handbook. 
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Adherence means how well you or your child follows the medical advice given (for example, 

taking medicine, making diet changes, exercise, etc.). Good adherence is one of the best ways 

to stay healthy and symptom-free.  

 

Taking your medications is particularly important. Studies have shown that patients who do not 

take their medications have a 30 to 40 percent greater chance of experiencing a flare of their 

disease.  

 

Many medications can be taken once or twice daily, but certain medications need to be taken 

more often. With medications that need to be taken more often, talk to your or your child’s 

doctor about trying to simplify the schedule. We know that with school, work, sports and other 

activities it can be easy to forget or miss a dose – this is more common than you might think.  

 

We encourage you to talk openly with your care team about any problems or concerns with the 

prescribed medications. We understand that you are doing your best to manage your condition 

according to your or your child’s age and ability. Our aim is to provide you with clear and simple 

instructions on how to take care of yourself or your child, including taking medications and 

eating the right diet. 

 

Let us know when you have difficulties following the recommended care plan or diet so that we 

can help. Be sure to take medications as prescribed and request refills in a timely manner.  

 

Helpful hints 

§ Set an alarm on your cell phone or watch as a reminder to take or administer medication 

§ Look up www.mymedschedule.com, a website that can send reminder text or e-mail alerts 

§ Keep medications where you can see them (e.g. next to your toothbrush or in the kitchen) 

and include them as part of your daily routine (fit them into your life instead of rearranging 

your life around them) 

§ Leave a reminder on the refrigerator or bathroom mirror, on a calendar or in a daily planner 

§ Keep a medication journal or chart and check off when you take or administer each dose 

§ Use pill boxes and count out medications for the whole week to help you stay organized 

§ Ask for help from family members to remind you to take or administer medications (your 

child can take on more responsibility as they get older, but should recognize when they 

need help and ask for it) 

  

Adherence 
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Medications are typically the first therapy for IBD and many patients respond well to medical 

therapy. However, surgery may be needed if serious complications from IBD develop (see 

below) or if medications are unable to control symptoms.  

 

Complications of IBD that may require surgery include: 

§ Intestinal obstruction (blockage in the intestine) 

§ Uncontrollable bleeding 

§ Stricture formation (narrowing of a section of the intestine) 

§ Perforation of the intestine (tear or hole in the intestine) 

§ Formation of a fistula (abnormal connection from the intestine to another part of the body) 

or abscess (collection of pus and inflammation) 

§ Toxic megacolon (bacteria and gas build up in the intestine causing it to become dilated or 

stretched out) 

 

Our team is up-to-date on the latest surgical treatments for IBD. If surgery is required, we will 

explain the options available to you or your child and answer any questions you may have. We 

can also put you in touch with other patients and families who have undergone surgery for IBD 

as additional resources. 

 

If surgery is the right option for you or your child, be aware of any warning signs or symptoms 

following the surgical procedure. These will be discussed with you before and after your or your 

child’s surgery and we encourage you to ask questions. If any symptoms occur following the 

surgery, and call your care team immediately. 

 

 

The following are some of the most common surgical treatments for IBD. Before any of these 

procedures are performed, discuss the benefits and risks of the surgery with your or your 

child’s IBD and surgery team. 

  

Surgical Treatment for IBD 
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Common procedures for ulcerative colitis: 

 

Proctocolectomy with ileostomy 
In this procedure, the colon and rectum are removed (proctocolectomy). A surgically created 

hole in the abdomen (ileostomy) is made for the removal of stool. After this procedure, an 

external bag is worn over the hole to collect stool. The ileostomy can be permanent or 

temporary. Newer surgical techniques have eliminated the need for a permanent ileostomy for 

many patients. 

 
Proctocolectomy with ileal pouch-anal anastomosis (IPAA) 
This procedure is performed in two or three stages. The colon and rectum are removed and a 

temporary ileostomy (surgically created hole in the abdomen) is made. The ileum (end of the 

small intestine) is then made into a pouch and connected to the anus. The ilestomy is closed 

once the pouch has healed. Pouchitis (inflammation of this newly formed pouch) is a common 

complication of this procedure, occurring in up to half of patients, and usually in the first one to 

two years after surgery. Symptoms include, but are not limited to, diarrhea, bloody bowel 

movements or abdominal pain. This condition can usually be treated with antibiotics. 

 

 

Common procedures for Crohn’s disease: 

 

Strictureplasty 
This procedure widens a narrowed or tight area of the intestine, and prevents the removal of a 

section of the intestine. It is most effective in the lower parts of the small intestine (jejunum 

and ileum).  

 

Intestinal resection 
In this procedure, a section of unhealthy intestine is removed (resection) and the two ends of 

healthy intestine are joined together (anastomosis). Unfortunately, IBD can reappear at or near 

the area that was joined together. 

 

Protocolectomy with ileostomy 
As with ulcerative colitis, this procedure is an option for patients who have severe Crohn’s 

disease that affects their colon. In this procedure, the colon and rectum are removed 

(proctocolectomy). A surgically created hole in the abdomen (ileostomy) is made for the 

removal of stool. After this procedure, an external bag is worn over the hole to collect stool. 

The ileostomy can be permanent or temporary. Newer surgical techniques have eliminated the 

need for a permanent ileostomy for many patients. 
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Good nutrition is an important tool to manage IBD as it supports health, growth and bone 

strength. It is important to discuss your or your child’s diet with the dietitian. They can offer 

ideas about how to track progress; however, it will be up to you to improve your or your child’s 

eating habits. Some diets or supplements may interfere with IBD medications or may not be 

appropriate for you or your child. 

 

Our dietitians will help teach you about nutrition and IBD. You or your child will meet with a 

dietitian every year (or more often if needed) to monitor growth and make recommendations 

to improve your or your child’s health through nutritional changes, or refer you to a growth 

specialist if needed. 

 

We encourage you to be open and honest about your or your child’s eating habits, to ask 

questions and work with your dietitian to establish nutrition goals. You will also monitor your or 

your child’s height and weight on a growth chart. 

  

 

Why nutrition is important 

Good nutrition is important in the management of IBD. There are many causes of poor nutrition 

in children and teens with IBD, such as eating less because of a poor appetite or cramping. The 

body needs more calories to repair the damage of inflammation, but the intestinal tract may 

not be able to absorb nutrients properly during a flare.  

 

MyPlate is the preferred model of good 

nutrition. It uses a dinner plate to 

illustrate the five food groups that are 

the building blocks for a healthy diet – 

vegetables, fruits, grains, protein and 

dairy.   

 

Visit the MyPlate website at 

choosemyplate.gov for a daily checklist, 

tracking tools, quizzes, recipes, tips and 

more information. Recommendations 

for physical activity and explanation of 

benefits are also included. 

  

 

Growth and Nutrition with IBD 



UC Davis Children’s Hospital 

Pediatric IBD Program Patient and Family Information Guide 20 

Which foods are important 
Children and adolescents grow quickly and need well-balanced nutrition. Protein is important 

for healing and repairing body tissues. Fat is a very concentrated calorie source that can add 

calories when your appetite is low and you are eating less. Carbohydrates are the main energy 

source for the body and, if eaten in appropriate amounts, can help protein repair body tissue.  

 

For patients with IBD, water is especially important during bouts of diarrhea. Drink more water 

if you have diarrhea to prevent dehydration. An increased amount of protein and water are 

needed to combat inflammation. 

 

Special diets  
It is a myth that there are foods that can cause, fix or cure IBD. There is no evidence that any 

food or diet can trigger a flare or cause a remission and many claims have not been medically 

proven. Some diets, if under medical supervision, may be safe; therefore, it is important to 

discuss any possible changes with your doctor and dietitian.  

 

It is especially important not to automatically remove foods or entire food groups from your 

diet to try to prevent symptoms of cramping or diarrhea. A food journal is useful to determine 

food intolerances. If some food groups are taken out of the diet completely, vitamin or mineral 

deficiencies occur.  

 

There may be specific times when monitoring intake of certain foods may be useful: 

§ After surgery or if the intestine is narrowed by inflammation, foods that are high in fiber 

may cause pain and block the intestine. A low-fiber diet may be helpful until the 

inflammation has improved. Your doctor or dietitian will let you know if you or your child 

should follow a low-fiber diet. 

§ Salt intake should be monitored while on corticosteroids. Salt increases fluid retention and 

causes swelling, a side effect of steroids. 

§ Some people may not tolerate milk or other dairy products. This is usually a temporary 

problem. Dairy products are a great source of protein, calcium and vitamin D, and should 

only be restricted if they cause problems. 

 

All dietary changes should be discussed with a dietitian to ensure that you or your child are still 

getting the right amount of nutrients. During a period of inflammation, a diet high in calories 

and protein, particularly from meat and dairy, may be helpful to combat weight loss or feeling 

tired. 

 

Liquid diets or supplements 
For patients having difficulty eating, liquid supplements can be useful. These liquids may need 

to be given with a temporary feeding tube to provide the calories needed to ensure growth. 
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Your doctor may discuss a treatment option that involves using liquid supplements as the 

primary or only source of nutrition. The use of total or partial liquid diets has been researched 

in several studies. Total or partial liquid diets may be as effective as using steroids, may improve 

growth and may be effective in preventing flares of IBD. If you are interested in this type of 

nutrition treatment, ask your doctor and dietitian for more information. 

 

Vitamins and minerals 

Vitamins and minerals are important for bodies to work properly and perform daily tasks. 

Absorption of some vitamins and minerals may be affected by IBD and may need to be 

increased during times of inflammation. 

 

Calcium 
Research has shown that individuals with IBD are at risk for osteoporosis (a condition that leads 

to thin, weak bones). This may happen for several reasons including decreased amounts of 

calcium and vitamin D due to not eating or drinking enough dairy products, improper intestinal 

absorption and/or long-term steroid therapy. 

 

Steroids may interfere with the body’s ability to absorb calcium. Eating the recommended 

amounts of dairy products and/or taking vitamin and mineral supplements can help prevent 

weak bones. 

 

Vitamin D 
Vitamin D deficiency is common in patients with IBD, even when the disease is in remission. It is 

unclear exactly why this is so common, but it may be caused by a combination of low vitamin D 

intake, poor absorption of vitamin D and decreased time spent outdoors. Just like calcium 

deficiency, vitamin D deficiency can be associated with increased risk of osteoporosis. Your 

doctor may check your or your child’s vitamin D levels with a blood test and may recommend 

supplements if needed. 

 

Folic acid 
Folic acid deficiency can occur because of decreased appetite or decreased intake of foods 

containing folic acid, or because certain medications can interfere with its absorption. Meats, 

breads and cereals, and dark green leafy vegetables are high in folic acid.  

 
Iron 
Iron deficiency can occur due to ongoing blood loss from the intestines and can lead to anemia, 

which can cause fatigue or weakness. Increasing foods rich in iron is important. These foods 

include meats, fortified breads and cereals, and some fruits and vegetables like raisins, spinach 

and bananas. Blood tests for anemia and may indicate the need for an additional iron 

supplement. Iron supplements work best when taken with vitamin C, such as a glass of orange 

juice. 
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Multivitamins 
Since eating less and intestinal inflammation may reduce the intake and absorption of other 

vitamins and minerals, a complete multivitamin and mineral supplement is usually 

recommended. Each multivitamin and mineral supplement is different. Check the label to make 

sure that the key vitamins and minerals are included (vitamin D, calcium, folic acid, zinc and 

iron) and that most of each of the nutrients in the supplement supply 100 percent of 

recommended amounts 

 

Complementary and alternative medicine (CAM) 
Surveys have reported that anywhere from 21 to 68 percent of patients with gastrointestinal 

diseases have used some method of complementary and alternative medicine, including herbs, 

fish oil and probiotics. There is limited information on the short and long term effects of these 

therapies, as well as limited scientific evidence on their safety and efficacy. It is important to 

speak with your doctor and dietitian about any herbal supplements you or your child currently 

take or are thinking about using. Some herbs may interact with medications or may worsen IBD 

symptoms so it is important to discuss all additional medicine practices with the care team.  

 

There are some substances that may help treat the symptoms of IBD: 

 

Fish oil 
Fish oil has anti-inflammatory properties and has been proven to be effective in the treatment 

of a number of inflammatory diseases. There have been several studies using fish oil in adults 

with IBD with varying results. The research is ongoing. Until recommendations are established, 

it may be helpful to eat two servings of fish per week for good heart health. 

 

Probiotics 
Probiotics are microorganisms present in the gastrointestinal tract that may benefit certain 

health conditions. Research has shown promise in the use of probiotics with ulcerative colitis 

and pouchitis; less so for Crohn’s disease. So far probiotics appear to be safe; however, it can 

be difficult to find a supplement source with live bacteria. Therefore, it may be beneficial to eat 

yogurt (if tolerated) for the probiotic bacteria and a good source of protein and calcium. 

 

Other diets and supplements 
You may come across information about other special diets from people you know or online. 

For example, the soothing properties of aloe and coconut oil have been suggested as helpful in 

alleviating symptoms of IBD. Most recently, a semi-vegetarian diet has been found to be 

potentially helpful for patients with Crohn’s disease. Before starting any special type of diet, 

you should discuss this with your health care provider. Also, start only one new thing at a time. 

This makes it easier to identify any benefits or potential side effects. 
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You may find that certain foods cause problems such as increased abdominal pain or diarrhea. 

Use trial and error to determine your or your child’s individual tolerance. Do not be afraid to try 

foods you like. This sheet can be used to keep track of those foods and the reactions or 

symptoms that occur, if any. 

 
Type of Food Date Symptoms/Reaction 

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

 
 

  

Food Journal 
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When we talk about self-management and transition, we are talking about the process of you 

or your child learning to be independent and self-sufficient in care.  

 

Some adolescents with IBD will switch from a pediatric gastroenterologist to an adult 

gastroenterologist. Patients who continue to see their pediatric specialist will need to switch 

from dependence on parents or caretakers to independent self-management.  

 

Making the transition to self-care can be difficult. It is a long-term process taking anywhere 

from several months to more than one year; it does not happen overnight. It is important that 

this process is started when you or your child are ready. 

 

We are committed to helping our patients learn the skills needed to take care of their own 

medical needs as adults. We will continue to work with you or your child when transitioning to 

adult and self-care is appropriate. 
 

What to know for successful self-management 
Key topics for successful transition to self-management include: 

§ Knowledge 

§ Disease 

§ Medications (name, dose, purpose, side effects) 

§ Laboratory and radiology tests 

§ Independence and Assertiveness 

§ Independent health behaviors (responsible for medications and office visits) 

§ Self-advocacy (speaking up for yourself at school or work) 

§ Insurance issues 

§ Lifestyle 

§ Effects of smoking and alcohol 

§ Consequences of not taking medications 

§ Fertility and sexuality 

 

The age at which these topics are discussed depends on maturity level and support system. 

These topics and any questions you or your child may have should be discussed openly with 

your doctor.  

  

Transition: Responsibilities 

and Expectations 
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Resources for transitioning to self-management 

Different checklists to help you and your care team successfully transition to adult care are 

available.  

 

A transition checklist is included in this guide. Please answer each item on the checklist by 

placing a check mark under the column on the right side that indicates whether you or your 

child can do the task by yourself, with some help from others, or cannot do or need lots of help 

from others.  

 

There are no right or wrong answers. The answers will help us identify what we can do to help 

you or your child better manage your or their care. The checklist can be updated regularly until 

you or your child are able to check the “I can do this by myself” columns for all items. 

 

Online support 
IBD University is an online resource for older teens with IBD ready to transition to self-care. 

Their website – idbu.org – includes information about IBD, tips on diet and stress-relieving 

techniques, methods of dealing with IBD at college or work and links to online communities for 

teens learning to live with IBD. 
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  I can do this on 
my own with no 
help from others 

I can do this 
with some help 
from others 

I cannot do this or  
I need lots of help 
from others 

 Basic Knowledge about IBD    

1 I can tell others what my diagnosis is    

2 I can explain how my illness affects my body    

3 
I can tell when I’m having a flare-up or when I need to 

go see the doctor 

   

4 
I can list the foods and/or activities that make me feel 

uncomfortable 

   

 Doctor Visits    

1 
I can tell others the name of my gastroenterologist  

(GI doctor) 

   

2 I answer questions during medical appointments    

3 I ask questions during medical appointments    

4 
I feel comfortable talking with my doctors/nurses if I 

don’t like my treatment regimen or have difficulty 

following it 

   

5 
I tell my doctors/nurses if I don’t understand what 

they are talking about during medical appointments 

   

 Medication & Other Treatments    

1 I can name my medications/treatments    

2 
I can tell others when I take each medication and how 

much I take 

   

3 I can tell others why I take each medication    

4 
I can get the medications I need when it is time for me 

to take them 

   

5 
I can make changes to my medications as 

recommended by my gastroenterologist (GI doctor) 

   

6 
I can tell others what will happen to me if I do not take 

my medications correctly 

   

7 
I can tell others what medications I cannot take 

because they might interact with the medication I 

already take 

   

 Disease Management    

1 
I can tell my parents when I am running low on 

medication 

   

2 I call the pharmacy to get refills on my medication    

3 I call the doctor to schedule my medical appointments    

4 
I can prepare my medications in advance to 

accommodate long trips, vacations, etc. 

   

 

Patient Transition Checklist 
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Quality improvement (QI) is a process of making sure that each patient consistently receives 

the best possible care. ImproveCareNow is an example of an organization dedicated to quality 

improvement for pediatric and adolescent IBD, working to develop uniform guidelines for 

treatment, share ideas for improvement and raise the level of care provided to all patients. 

 

Research helps us understand how and why IBD happens and how best to take care of people 

with IBD. There are many types of research, including clinical trials, registries, QI studies and 

basic science.  

§ Clinical trials are studies that compare treatments to identify which are safest and most 

effective.  

§ Registries are studies where information, and sometimes blood or other samples, are 

gathered over time for a large number of people with IBD. Registries can help answer 

questions such as which patients are at the highest risk of complications of IBD, what 

treatment strategies are most effective, and whether there are risks to treatments that are 

currently used.  

§ QI research is done to determine the best ways of providing care. QI studies can help 

answer questions such as how to best use existing treatments and what can be done to help 

patients have the best outcomes.  

§ Basic science research is done in a laboratory, and helps us understand the science behind 

how and why IBD happens.  

 

UC Davis Children’s Hospital may participate in or lead one or more research studies about IBD. 

You may be asked if you or your child would like to participate. All studies are governed by an 

institution’s Institutional Review Board (IRB). The IRB reviews and approves all research done at 

that institution to ensure that research is conducted according to ethical standards. Information 

about available studies can be discussed with your or your child’s care team at any time. 

  

Quality Improvement and 

Research 
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Crohn’s & Colitis Foundation of America   
The Crohn’s & Colitis Foundation of America (CCFA) is the largest grassroots organization 

devoted to curing Crohn’s disease and ulcerative colitis, and improving the quality of life of 

children and adults affected by these diseases.  

 

The CCFA is a nonprofit, volunteer-driven organization with more than 50,000 members and 40 

chapters in the United States that, among other things: 

§ Provide information and support groups for patients with Crohn’s disease and ulcerative 

colitis. Interpreters are available for more than 20 languages. 

§ Organize educational workshops and symposia, and a scientific journal to help medical 

professionals to keep pace with the newest research discoveries in IBD. 

§ Conducts a national research meeting each year, Advances in IBD, to promote the exchange 

of new research findings in Crohn’s disease and ulcerative colitis.  

 

Visit the CCFA website at ccfa.org 
 
GIKids and the North American Society for Pediatric Gastroenterology, Hepatology, and 
Nutrition (NASPGHAN) 
GIKids is the patient outreach and education effort of the North American Society for Pediatric 

Gastroenterology, Hepatology, and Nutrition (NASPGHAN). With GIKids, NASPGHAN and their 

foundation are working to directly reach out to families, children and teens who live with 

digestive conditions to provide them the information they need to: 

§ Understand and improve their digestive health 

§ Partner with their health care providers 

§ Live a more independent life 

§ Understand what works in plain language instead of medical jargon 

 

Visit GIKids online at gikids.org  

Other Resources 
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Medication resources 
A number of websites are available to help with the cost of medications: 

§ RemiStart® – For patients on Remicade (infliximab), RemiStart® is a rebate program offered 

by the manufacturer, designed to lower out-of-pocket costs for patients with medication 

deductible, co-payment, or co-insurance expenses in excess of $5 per infusion 

(remistart.com) 

§ Humira® Ambassador Program – For patients on Humira (adalimumab), the Ambassador 

Program is available to assist with insurance approval and medication coordination 

(humira.com/pediatric-crohns/humira-ambassador-support-program) 

§ NeedyMeds – For help with the cost of medication (needymeds.org) 

 

UC Davis Children’s Hospital patient care binder 

The My Care Binder is a tool for families who have children with special health care needs. The 

binder can help keep track of medications, list phone numbers of health care providers, prepare 

for appointments, and to share information with the health care team.   

The binder pages are available for download from our website at: 

http://www.ucdmc.ucdavis.edu/children/patients_family_resources/Patient_and_Family_Educ

ation_A_to_Z/PDFs/Care_Binder_complete_packet.pdf 
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