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Inflammatory Bowel Disease (IBD)

Inflammatory Bowel Disease (IBD) is a chronic inflammatory disorder of the intestines
does not have an identifiable cause (such as infection). Pediatric IBD causes the imm
system to become inappropriately active, causing injury to the intestines.

Inflammatory Bowel Disease
There are two primary types of Inflammatory Bowel Disease or IBD:

Ulcerative colitis
Ulcerative colitis affects only the lining of the large intestine (the colon).

Crohn’s disease
Crohn’s disease can affect any part of the gastrointestinal (GI) tract.
Most often Crohn’s disease affects the small or large intestines. It can
cause inflammation in the lining and deeper layers of the intestines.

Quick Facts
An estimated 1,000,000 Americans are living with IBD.

Nearly 1 in 4 patients diagnosed are under 20 years old.

The exact cause of IBD is unknown, but both genetic and
environmental factors may be involved.

IBD can affect parts of the body outside the GI tract, such as the skin,
joints, eyes, or liver.

Don’t confuse IBD with irritable bowel syndrome (IBS) - a different
and less severe condition.

Inflammatory bowel disease in kids can often be managed effectively
through medication or other treatments.

https://www.gikids.org/
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Inflammatory Bowel Disease

Symptoms and Diagnosis

Does My Child have IBD?
Symptoms of IBD can appear at any age. The two most common forms of IBD are Ulcerative colitis and Crohn’s
disease. The symptoms of these two diseases can be very similar. If your child has IBD symptoms, contact your
pediatrician for an examination.

Pediatric IBD symptoms checklist:
Diarrhea, sometimes with blood and mucus

Stomach aches

Loss of appetite

Weight loss

Unexplained fever and tiredness

Delayed growth or maturation

Diagnosing Pediatric IBD:
If your physician suspects your child has pediatric IBD, he or she will likely run several diagnostic tests,
including:

Blood tests

Stool tests

X-rays and other radiology tests

Endoscopy of the upper and lower gastrointestinal tract

Also, since genetics can play a role in IBD, your physician may inquire about your family’s medical history.

If your child is experience IBD symptoms discuss them with your family doctor or find a pediatric
gastroenterologist near you.

https://www.gikids.org/
https://members.naspghan.org/Members/MemberCenter/Find_a_Pediatric/Members/Member_Center/Find_a_Pediatric.aspx
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I. INTRODUCTION

The treatment of Crohn’s disease and ulcerative colitis 
involves a number of different approaches, including: 
medication, nutritional therapies, surgery, psychologi-
cal support, and cancer screening. For most patients, 
the primary initial treatment involves medications. This 
discussion will review the more common medications 
used in treating Crohn’s disease and ulcerative colitis. 
It should be noted that medications have two primary 
roles: induction therapy and maintenance therapy. In-
duction therapy refers to using stronger medications for 
a short time to get a sick patient with a flare (symptoms) 
under control. Maintenance therapy refers to medica-
tions used long term to keep a well patient from develop-
ing flares of their disease (relapses).

II. TREATMENT OF CROHN’S DISEASE 

Treatment of Crohn’s disease requires knowledge of 
the extent and severity of the disease, which is usu-
ally determined through a combination of x-ray and 
endoscopic studies. The location of the disease (for 
example small intestine vs. colon) may determine what 
medicines are used. In addition, different complications 
of the disease are treated with different strategies. For 
example, a patient with inflammation of the lining of the 
bowel (inflammatory Crohn’s) is probably best treated 
with medication, whereas a patient who has a scarred 
and narrow piece of bowel (stricture) causing obstruc-
tion is usually best treated with surgery. 

Crohn’s Disease - Induction Therapy

Patients who come in with a flare of their disease typi-
cally undergo induction therapy with either prednisone 
or enteral nutrition. Prednisone is an anti-inflammatory 
medication that is usually taken in pill form, but is also 
available as a liquid. It is usually taken once a day. Ap-
proximately 75% of children treated with prednisone 
will experience improvement in their symptoms within 
two weeks. However, prednisone treatment can have 
side effects (see below). For this reason, prednisone is 
generally not used as a long term drug, but rather as a 
“bridge” to a maintenance treatment.

Enteral nutritional therapy (more commonly used in 
Europe than in the United States or Canada) requires 
the patient to stop eating food, and drink a special liquid 
formula by mouth usually as the sole source of nutrition. 
Because most children do not like the taste of these 
special formulas, often a feeding tube is used to deliver 
the formula that passes down the nasal cavity and into 
the stomach (nasogastric, or NG tube). The period of 
exclusive enteral nutrition usually lasts about 6 weeks to 
8 weeks and then food is slowly reintroduced. Children 
treated with enteral nutrition for Crohn’s disease are less 
likely to respond to enteral nutrition than to prednisone, 
and many children are reluctant to have the feeding tube 
placed. However, enteral nutrition as primary induction 
therapy is effective in about 60% of patients, and does 
not have the side effects associated with prednisone 
treatment.

For very mild flares of Crohn’s disease, aminosalicylates 
(e.g. Pentasa®, Asacol®,) and antibiotics (e.g. ciproflox-
acin, metronidazole [Flagyl®]) are utilized as induction 
treatment. While clinical studies have not convincingly 
shown that these medications are effective, patients 
and physicians often report that these medications can 
treat mild flares of the disease. Budesonide, a newer 
steroid preparation, is another option for mild Crohn’s 
disease of the terminal ileum and cecum.

Crohn’s Disease - Maintenance Therapy.

Once a patient improves after induction therapy, they 
generally need to stay on a medication to prevent 
relapses (flares) of the disease. The two principal 
maintenance therapies utilized are aminosalicylates 
and immunomodulators (medications that decrease the 
activity of the immune system). 

Aminosalicylates include medications more active in the 
colon (balsalazide - Colazal®, olasalazine-Dipentum®

,sulfasalazine), and medications that work both in the 
small intestine and the colon (mesalamine - Pentasa®, 
Asacol®). Because most patients have disease involv-
ing both the small intestine and the colon, usually me-
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salamine is utilized as maintenance therapy. Currently, 
medical studies suggest that at best, aminosalicylates 
only help maintain remission in a small number of pa-
tients with Crohn’s disease. However, because these 
medications are quite safe, they are often used as first 
line treatment in patients with mild Crohn’s disease. The 
primary diasdavantage of these medications is that chil-
dren often have to take a large number of pills (up to 16 
tablets a day).

For patients with moderate to severe disease, extensive 
disease, or who have persistently active Crohn’s despite 
aminosalicylate use, immunomodulators are the main 
medication utilized as maintenance therapy. The immu-
nomodulator medications most frequently used to treat 
Crohn’s disease are 6-mercaptopurine (e.g. Purinethol®) 
or azathioprine (e.g. Imuran®). Another immunomodula-
tor with proven effectiveness in Crohn’s disease is the 
medication methotrexate. Immunomodulator treatments 
have been shown in many clinical studies to prevent 
flares of Crohn’s disease and to heal the intestinal lining. 
They are also easier to take than salicylates: 6-mercap-
topurine or azathioprine are usually taken once a day, 
while methotrexate is taken once weekly. However, in 
approximately 5% of patients, these drugs may be asso-
ciated with significant side effects, including infections 
and lowering of the blood count (see below). These 
medications also can take between 1-4 months to work, 
so they are not effective to treat flares of the disease 
(not used as induction agents).

Treating Resistant Crohn’s Disease

For patients whose disease does not respond to cor-
ticosteroids, or does not stay under control despite an 
immunomodulator, infliximab (Remicade®) is a very ef-
fective drug. Studies of patients with resistant Crohn’s 
disease suggest that infliximab will get the disease 
under control 50-70% of the time. This medication is 
administered intravenously (by vein) three times in the 
first two months of treatment, then approximately every 
2 months thereafter. Patients who respond to infliximab 
will usually feel better within 2-4 weeks after their first 
treatment. Infliximab has been proven to heal the in-
testinal lining, close fistulas, and reduce the need for 
prednisone in patients with resistant Crohn’s disease. 
However, infliximab also has the potential for serious 
side effects, including severe infections and allergic re-
actions (see below). Therefore, it is generally reserved 

for patients with more severe or resistant disease who 
have not responded to immunomodulators.

A small number of patients will have persistently active 
Crohn’s disease despite prior treatment with corticoste-
roids, salicylates, immunomodulators, and infliximab. 
Treatment of these patients is highly individualized, and 
should be carried out by a physician with special exper-
tise in treating resistant inflammatory bowel disease. 
For some patients whose disease is limited to a small 
section of the bowel, surgery may be the best option. 
For others with more extensive disease, treatment may 
include a prolonged course of enteral nutritional therapy, 
other medications (including cyclosporine, tacrolimus, 
adalimumab, or thalidomide), or a combination of medi-
cine and surgery. 

III. TREATMENT OF 
 ULCERATIVE COLITIS

The medications used to treat Crohn’s disease and ul-
cerative colitis are similar. As with Crohn’s disease, the 
location and the severity of the disease (as determined 
by endoscopic studies) will determine the type of medi-
cation used. Most ulcerative colitis in children involves 
the entire large intestine. However, approximately 20% 
of children will have disease limited to the lower part 
of the colon (rectum or rectosigmoid). This latter group 
of patients can often be treated with steroid or amino-
salicylate enemas. 

Induction Therapy Of Ulcerative Colitis

For mild colitis (e.g. 3 or fewer bowel movements a 
day, small amounts of blood, mild inflammation on colo-
noscopy), aminosalicylates are the first-line treatment. 
The available aminosalicylates in the United States 
include sulfasalazine (Azulfidine®), mesalamine (Pen-
tasa®, Asacol®), balsalazide [Colazal®]), and olsalazine 
(Dipentum™). These medications are generally all well 
tolerated, with few side effects. Sulfasalazine has been 
utilized the longest by physicians, and offers the added 
benefit of treating IBD-associated arthritis. However, it 
also has a higher incidence of side-effects, including al-
lergic reactions, hepatitis, and increased skin sensitivity 
to sunlight. Mesalamine is also available in a supposi-
tory form (Canasa®) and an enema form (Rowasa®). 

Patients with mild colitis who respond to salicylates usu-
ally improve within 2 weeks. It is important to note that up 
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to 10% of patients will develop worsening of symptoms 
(more blood and diarrhea) on salicylates; symptoms will 
improve once the medication is stopped. In this small 
group of patients, a rechallenge with salicylates will 
once again produce worsening of symptoms, and some 
other medication (e.g. an immunomodulator) should be 
used for maintenance.

A few reports suggest that concurrent treatment with an 
antibiotic such as ciprofloxacin (Cipro®) or metronida-
zole (Flagyl®) might also be of benefit in treating mild 
colitis. Therefor, physicians will sometimes prescribe 
antibiotics for mild colitis flares.

For moderate to severe colitis (e.g. 4 or more bowel 
movements a day with more blood), prednisone is used 
as initial induction treatment. If a patient is hospitalized, 
an intravenous form of prednisone (methylprednisolone) 
is often used. Prednisone and other corticosteroids are 
usually very effective for moderate to severe colitis, with 
a 75% response rate. Improvement usually occurs with-
in the first two weeks (often within a few days). Again, 
because of long-term side effects, physicians try to limit 
exposure to prednisone. Therefore, once a patient has 
improved (within 2-4 weeks), physicians start tapering 
this medication, aiming to get a patient off of prednisone 
within 3 months. Patients who flare as they are being 
tapered should be considered candidates for surgery or 
immunomodulator treatment.

Patients with severe colitis unresponsive to cortico-ste-
roids should be strongly considered for surgical therapy 
(colectomy). For patients who are unprepared to un-
dergo surgery, a number of other medications (includ-
ing cyclosporine, infliximab, and tacrolimus) have been 
utilized to induce remission. All these medications have 
been shown to be effective at getting the disease under 
control in the short term. However, children who are 
treated with these medications still have a high likeli-
hood of needing surgery within the first two years after 
their treatment.

Maintenance Therapy of Ulcerative Colitis (UC)

Because these medications are very safe, aminosalicy-
lates are the first line maintenance therapy for patients 
with ulcerative colitis. Ideally, the physician goal should 
be to get the disease under control (induce remission), 
either with aminosalicylates alone, or with prednisone 
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and aminosalicylates. Once the disease is under control, 
steroids are gradually reduced, with the hope of leaving 
a patient on the salicylates alone. Salicylates have been 
shown to be effective in preventing flares of ulcerative 
colitis. If taken consistently and on a daily basis, they 
also reduce the long-term risk of colon cancer in colitis 
patients. As mentioned previously, sulfasalazine also of-
fers the added benefit of reducing joint pains (arthralgia) 
in children with colitis and joint symptoms.

Approximately 50% of children with ulcerative colitis 
will have persistent active disease (diarrhea and rectal 
bleeding) despite the use of aminosalicylates as main-
tenance therapy. In these children, azathioprine or 6-
mercaptopurine are frequently added as maintenance 
medications to help keep the disease under control. 
Approximately two-thirds of patients will respond to this 
class of medications. Patients with UC in whom aza-
thioprine or 6-mercaptopurine is ineffective should be 
considered surgical candidates. Infliximab (Remicade®) 
has been attempted as maintenance treatment in some 
patients with UC, but the long-term success of this strat-
egy has not yet been determined.

IV. SPECIFIC MEDICATIONS USED IN
 THE TREATMENT OF INFLAMMATORY  
 BOWEL DISEASE

A. Corticosteroids - Prednisone,    
 Prednisolone, Methylprednisolone 

These medications are induction therapies for moderate 
to severe IBD, and have been used for over 50 years. 
They are usually used short term (a few weeks to a few 
months) to get moderate to severe CD or UC under 
control. Prednisone is usually given as a single dose in 
the morning. Most patients treated with corticosteroids 
will improve within 2 weeks of treatment. Patients who 
respond will have improved appetite and a decrease in 
pain, diarrhea, and bleeding. Short-term side effects 
(seen in the first month) can include moodiness, altered 
sleep patterns, water retention, and hunger. These usu-
ally improve as the dose is lowered. Long-term side ef-
fects (most commonly seen in patients who have been 
taking these for several months) can include high blood 
pressure, high blood sugar, stomach irritation (gastritis), 
weakening of the bones and hip, eye cataracts, and fa-
cial swelling. Patients on steroids are also at increased 
risk for viral infections, especially chicken pox. 
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Recommended monitoring for patients on cortico-
steroids: Patients treated with daily steroids should 
undergo routine follow-up visits in which blood pressure 
measurements, physical examinations and lab work are 
performed. Patients who have symptoms of gastritis 
may benefit from being treated with an acid blocking 
drugs such as ranitidine (Zantac®), or omeprazole, 
(Prilosec®). Patients on corticosteroids should be up to 
date on immunizations, receive a flu shot annually, and 
undergo yearly eye examinations. 

B. Aminosalicylates - Sulfasalazine,    
 Olsalazine, Mesalamine, Balsalazide 

These are among the safest medications used to treat 
IBD, but are generally effective only in milder cases. 
They usually come as pills or capsules, and are given 
two or three times a day. They are most effective as 
maintenance therapies in mild to moderate ulcerative 
colitis. 

Sulfasalazine (Azulfidine®), the oldest of the medica-
tions, has been used for over 40 years to treat IBD. It 
is very effective, but also carries an increased risk of 
allergic reactions (including skin rashes, hives, liver 
inflammation, and a more severe reaction called Ste-
vens-Johnson syndrome). It can also lower the levels 
of a vitamin called folic acid in the blood, so patients 
on sulfasalazine should also receive a daily folic acid 
supplement. Sulfasalazine can cause a lowering of the 
white blood cell count, so patients treated with this med-
ication should have their blood counts checked every 
3-6 months. Sulfasalazine can sometimes cause hair 
loss. In adult males, sulfasalazine can lower the sperm 
count, but the count usually returns to normal after the 
medication is stopped. 

Mesalamine (Pentasa®, Asacol®), balsalazide (Co-
lazal®), and olsalazine (Dipentum®) are sulfasalazine 
derivatives that carry a lower risk of allergic reactions, 
because they are not sulfa-based drugs. They have 
been used for over 15 years. They are effective in treat-
ing ulcerative colitis (and perhaps in Crohn’s disease). 
These medications can also be associated with allergic 
reactions, including pancreatitis (inflammation of the 
pancreas), and loss of protein in the urine.

Recommended monitoring for patients on amino-
salicylates: Patients treated with salicylates should be 
seen every 3-6 months, and have to undergo a physical 

examination and laboratory studies, including complete 
blood count, sedimentation rate, and liver function tests. 
Consideration should also be given to checking a urine 
specimen once a year to look for protein loss. Patients 
taking sulfasalazine should wear sun block during the 
summer to reduce the risk of skin rashes or burns.

C. Antibiotics – Metronidazole, Ciprofloxacin

Antibiotics (ie Metronidazole - Flagyl®, Ciprofloxacin 
– Cipro®) are often used to treat infectious complica-
tions of inflammatory bowel disease, such as abscesses 
in the abdomen or around the anus (perianal). They also 
may have an effect, comparable to aminosalicylates, in 
the treatment of mildly active CD, especially in patients 
with perianal infections. While studies have not dem-
onstrated a consistent benefit of antibiotic use in UC 
patients, they are sometimes utilized to treat mild flares 
of ulcerative colitis. 

A common side effect of many antibiotics is gastrointes-
tinal discomfort, such as nausea, vomiting, and diarrhea. 
When taking metronidazole, patients may complain of 
a metallic taste. Rarely, with long-term use, patients 
can develop a problem with their nerves (peripheral 
neuropathy). A physician should be notified immediately 
if any numbness or tingling were to develop in hands 
or feet. Metronidazole may reduce the effectiveness of 
birth control pills and should not be taken by pregnant 
women. Patients must also avoid alcohol when taking 
this medication. Ciprofloxacin can sometimes be as-
sociated with skin rashes nausea. Rare reports of ten-
donitis and tendon rupture have also been reported with 
ciprofloxacin.

D. Azathioprine AZA 
 And 6-mercaptopurine (6MP) 

These two medications are very similiar, because aza-
thioprine is converted to 6-mercaptopurine in the body. 
They are primarily used as maintenance treatment in 
Crohns’ disease, and have been used for over 25 years. 
They are also used in patients with ulcerative colitis 
whose symptoms persist despite salicylates. These 
medications typically take 3-6 months to be effective. 
Because of their slow onset of action, they are not effec-
tive induction agents. They are among the most effec-
tive agents we have to treat CD and UC. Approximately 
75% of patients respond, and fewer than 5% develop 
significant side effects.
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Side effects of these medications include lowering of 
the blood count, pancreatitis (inflammation of the pan-
creas), and hepatitis (inflammation of the liver). These 
medications may also increase the risk of serious viral 
infections, including chicken pox or mononucleosis. A 
recent study suggests that patients on AZA or 6MP may 
also be an increased risk of lymphoma (a tumor of the 
lymph glands). The risk is approximately twice that of 
someone who is not taking these medications, but is still 
very small (approximately 1 in 4500 patient-years).

Recommended monitoring for patients on AZA or 
6MP: Because a small number of patients will develop 
significant side effects on these medications, frequent 
visits are needed initially. A patient’s physician may 
draw a blood test before starting called a thiopurine 
methyltransferase (TPMT) activity level or thiopurine 
methyltransferase geneotype. This test will help the phy-
sician to more accurately predict how the body breaks 
down (metabolizes) AZA or 6MP. In addition, the patient 
should undergo frequent monitoring of blood counts and 
liver function tests in the first 3 months, then approxi-
mately every 3 months thereafter. Patients should be 
kept up to date on immunizations, including chicken pox 
immunization, and be given a flu shot annually. 

E. Methotrexate

Methotrexate is another immunomodulatory medication 
used as a maintenance therapy for Crohn’s disease. It 
is considered an alternative to azathioprine and 6-mer-
captopurine and has been used for over 20 years. It is 
also used to treat patients with IBD who have significant 
joint complications. Methotrexate is usually given once 
a week, either as pills or as an injection. Patients receiv-
ing methotrexate need to be supplemented with daily 
folic acid in order to prevent complications.

Side effects of methotrexate are similar to those of aza-
thioprine and 6-mercaptopurine and primarily involve 
lowering of the blood count and liver inflammation. As 
with azathioprine and 6-mercaptopurine, serious infec-
tions are rare, but may occur. Pancreatitis is usually 
not seen. Rare severe complications of long-term use 
include liver and lung scarring. Pregnant women, or 
women planning to become pregnant, should not take 
methotrexate, as it can cause miscarriages and birth 
defects. 

Recommended monitoring fro methotrexate is the same 
as for patients on azathioprine or 6-mercaptopurine.

F. Infliximab (Remicade®)

Infliximab is an antibody to a protein called tumor-ne-
crosis factor (TNF). TNF is thought to trigger some of 
the bowel inflammation seen in inflammatory bowel 
disease, so by blocking this protein, inflammation is 
decreased. Infliximab is usually used in patients with 
Crohn’s disease who have not responded to corticoste-
roids and immunomodulators. It also may be utilized in 
patients with ulcerative colitis who have not responded 
to these medications. Infliximab has been widely utilized 
to treat Crohn’s disease since 1998, and was given FDA 
approval to treat ulcerative colitis in 2006.

Infliximab is given as an intravenous infusion over 2-4 
hours. It is usually begun for a patient with active disease 
(induction treatment). The first three doses are given in a 
6 week period. The second dose is given 2 weeks after 
the first dose, and the third dose is given 6-weeks after 
the first dose. If a patient responds, they usually feel 
better by the third dose. If they respond, they should be 
continued on infusions given approximately every 6-8 
weeks, depending on symptoms. About 70% of patients 
with active Crohn’s disease and 50% of patients with 
ulcerative colitis will respond initially.

Side effects of infliximab occur in about 10% of patients. 
These include reactions during the time the drug is being 
given (infusion reactions). The most common infusion 
reactions are skin rashes, hives, chest tightness, and 
difficulty breathing. Patients who develop such a reac-
tion may sometimes tolerate the medication if they are 
premedicated with steroids. Lowering of the blood count 
may occur. Serious infections, particularly tuberculosis 
have been reported. This medication may also cause an 
increased risk of lymphoma, but because this medica-
tion has only been in use for under a decade, the true 
risk of lymphoma is unclear.

Suggested monitoring for patients on infliximab: All 
patients to be treated with infliximab should undergo a 
PPD (TB skin test) prior to being started on this medica-
tion. Patients at high risk for TB or with symptoms such 
as a cough should also undergo a chest x-ray. Patients 
should also undergo monitoring for the complete blood 
count, sedimentation rate, and liver function tests during 
each infusion. It generally recommended that patients 
treated with infliximab be kept on another immuno-
modulator such as azathioprine or 6-mercaptopurine in 
addition to the infliximab, in order to decrease the risk 
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of forming antibodies to infliximab. In addition, patients 
maintained on inflixmab should receive their medication 
at regular intervals (i.e. about 8 weeks), to decrease risk 
of antibody formation. 
 

G. Cyclosporine (Gengraf ®, Neoral ®, 
 Restasis ®, and Sandimmune ®) and 
 Tacrolimus (Prograf ®)

Cyclosporine and tacrolimus are medications that may 
be used short term to induce a remission in Crohn’s or 
UC patients with severe symptoms and persistently ac-
tive disease despite conventional treatments. They act 
to suppress immune system activity, thus decreasing 
the inflammatory process causing active symptoms in 
IBD. These medications are usually used to treat hospi-
talized patients that have not responded to intravenous 
steroid treatment.

While quite effective, these drugs require close monitor-
ing due to the risk of side-effects. The side effects of 
these medications include infections, kidney problems, 
high blood sugar, headache, and (rarely) seizures. The 
risk of these complications can be decreased if blood 
levels are followed. There may also be an increased risk 
of lymphoma, (a cancer of lymph glands), though the 
precise risk is unknown.  

Recommended monitoring for patients 
treated with cyclosporine or tacrolimus: 

Patients with Crohn’s disease or ulcerative colitis under-
going treatment with these medications should undergo 
close followup by a physician experienced in the use of 
these medications. Ideally, they should be utilized for 
a short time (3-6 months). Patients treated with these 
medications require frequent visits and blood tests to 

monitor blood counts and kidney function. In addition, 
patients treated with these medications should also be 
placed on an antibiotic to reduce the risk of Pneumocys-
tis pneumonia (a serious lung infection). Certain medi-
cations (such as erythromycin and ketoconazole) can 
raise blood levels of cyclosporine and tacrolimus, and 
patients should consult their physician if they get placed 
on new medications during the course of treatment. 

Overview and summary.

Physicians who care for children with inflammatory 
bowel disease are constantly working on ways to try 
to improve their health. Over the last 20 years, the 
number of medications utilized to treat this illness has 
increased, which has resulted in improved well being for 
most people with IBD. The current document outlines 
the most common medications utilized to treat IBD in 
2006. However, this is not an all-inclusive list of medical 
treatments. In addition, as new medications are discov-
ered to be effective, patients with IBD will hopefully have 
an increasing number of options with regards to their 
treatment. 

To prove a medication is safe and effective in treating 
IBD, it usually needs to be studied in both adults and 
children. Clinical trials are studies conducted by physi-
cians and pharmaceutical companies to try to determine 
which new treatments are effective, how they work, and 
how safe they are.  In some cases, your physician may 
offer you the opportunity to participate in such a study. 
While participation is always optional , taking part in a 
clinical trial may help your doctors find out what are the 
best treatments for IBD, and also help other patients 
who have the disease. 

To find out more about clinical trials go to http://www.
clinicaltrials.gov/
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Enteral Nutrition Therapy 

Enteral Nutrition Therapy 
Enteral Nutrition Therapy is a dietary treatment for 
Inflammatory Bowel Disease (IBD). With this 
treatment, food is replaced by a formula that is 
nutritionally complete. These formulas contain a 
balance of all the energy, protein, vitamins, and 
minerals that a person needs for good nutrition and 
growth.  Benefits of this treatment are it does not 
suppress the immune system; it improves growth, 
nutritional status, and bone health; and it heals the 
lining of the bowel in addition to decreasing 
inflammation. ENT is the most studied dietary 
treatment for IBD. It has been demonstrated by 
research to be as effective as steroids at inducing 
remission.  

How does ENT work to treat IBD inflammation? 
There are several hypotheses about how ENT 
works to treat inflammation and heal the bowel, but 
the exact way it works is  unknown. One theory is 
that an unidentified characteristic of the formula has 
a direct anti-inflammatory effect on the bowel. 
Another theory is that when replacing food with 
formula, something possibly harmful in our diet is 
removed and this leads to improvement of IBD.  
Regardless of how ENT works, we know that it 
changes the microbiome or bacterial balance in the 
gut. It is possible that this change in the 
microbiome is what reduces inflammation and 
heals the bowel.  

What does ENT look like? 
An important factor in the success of ENT 
remission is adherence to the therapy outlined by 
your IBD team. There can be slight differences in 
ENT between IBD Centers and physicians but 
overall treatment is similar. The amount of formula 
needed is individualized for each child by a dietitian 
and growth should be monitored during ENT. The 
formulas used are always nutritionally complete 
and manufactured in a sterile facility. Differences in 
brand of formula and types/amounts of ingredients 
such as protein or fat do not seem to change 
remission rates. This makes taste preference an 
important factor in deciding which formula to use. 
The formula can be taken by mouth, or if this is 

difficult because of taste, a nasogastric (NG) tube 
can be used. An NG tube is a thin, soft tube that is 
inserted into the nose and down the throat into the 
stomach to deliver formula. NG tubes are very safe 
and parents and older children can learn how to 
insert them at home. Often the NG tube is used at 
night to provide the formula with many kids 
removing it during the day for their normal activities 
and school. Feeding schedules can vary depending 
on what works best for the child and family.  ENT is 
needed for 8-12 weeks until remission is reached.  

Challenges with ENT 
The obvious challenge of ENT is replacing food 
intake with formula for 8-12 weeks. However, for a 
sick child that doesn’t feel well after eating anyway, 
the possible benefits can outweigh this challenge. 
For children that choose to drink the formula by 
mouth, flavor “burn out” can be a challenge. 
Alternating between different flavors of a formula 
can help with variety. Water to drink for thirst is 
always allowed. Many IBD Centers and physicians 
are okay with allowing the occasional hard 
peppermint candy to freshen the mouth. As with 
any dietary treatment for disease, ENT will change 
the meal environment at home, school, and at 
social events. Discuss this with your child ahead of 
time and create a plan.  

Is ENT right for my child? 
ENT is an effective treatment for IBD that lessens 
exposure to medication. Studies show that overall 
children have improved quality of life on ENT when 
their symptoms are better or resolved. For more 
information on this treatment and how it can help 
your child, please talk with your child’s 
gastroenterologist. 
 

 

IMPORTANT REMINDER: This information from the North 
America Society for Pediatric Gastroenterology, 
Hepatology and Nutrition (NASPGHAN) in intended to 
provide general information and not as a definitive basis for 
diagnosis or treatment in any particular case. It is very 
important that you consult your doctor about your specific 
condition.  



 

 

IBD General Nutrition Information 

Nutrition Information 
Eating a healthy diet is important in managing 
and overcoming any disease, especially 
inflammatory bowel disease (IBD).  Poor 
nutrition in children and adolescents with IBD is 
caused by many factors.  During a “flare” or 
period of increased gastrointestinal 
inflammation, appetite can decrease.  This 
makes it difficult to eat enough food to maintain 
growth, energy, and to heal from a flare.  Also, 
inflammation decreases the digestive tract’s 
ability to absorb the nutrients needed from 
food.  Lastly, some medications used to treat 
IBD can also affect appetite and nutrition.  
Because children with IBD will have periods of 
time of decreased food intake and absorption, 
it is important that they choose nutritious foods 
to eat that are high in calories, protein, 
vitamins, and minerals.  
 
Some parents worry that something in their 
child’s diet caused their IBD, but this is not 
true.  There is no evidence that certain foods 
directly affect the inflammation of the intestine, 
causing it to worsen or improve.  However we 
do know that certain “trigger” foods can 
aggravate symptoms, leading to worsened 
abdominal pain and diarrhea.  Because 
“trigger” foods are not the same for every 
person with IBD, keeping a food and symptom 
journal can help you to identify which foods 
repeatedly worsen your child’s symptoms.   
 

Diet Modifications During a Flare 

During a flare, common trigger foods can be 
high fiber foods such as raw fruits and 
vegetables or whole grains.  Cooked fruits and 
vegetables as well as white grain products may 
be better tolerated temporarily until the flare 
resolves.  Additionally, high fat, greasy, and 

fried foods can worsen symptoms during a 
flare; as well as sweets including sweetened 
beverages, desserts, and juices.   If dairy 
worsens IBD symptoms, try replacing with 
lactose-free dairy products or milk substitutes 
that are fortified with calcium and Vitamin D.  
When taking steroids, limit salt intake to avoid 
swelling and fluid retention.  
 
Small, frequent meals every 3-4 hours may be 
better tolerated than large meals.  Chewing 
food well is important to start the digestion 
process.  Remember to drink lots of water.  
 
When inflammation leads to narrowing of the 
intestine (called a stricture or fistula) certain 
foods are at higher risk of becoming stuck and 
causing a blockage.  In these situations a strict 
low-fiber diet is needed and can be discussed 
with your IBD team 
 

Eating a Healthy Diet Between Flares 

When disease is in remission based on labs 
and symptoms it is especially important for 
children to eat a healthy diet.  A healthy diet 
includes foods from all food groups.  Choose 
lean proteins such as poultry, eggs, fish, or 
beans.  Include a wide variety of fresh or 
cooked fruits and vegetables and whole grains.  
Include dairy in moderation to meet daily 
recommendations for calcium, choosing 
lactose- free products if this improves 
tolerance.   Limit red meat, sweets, and 
caffeine.  Avoid packaged foods with unfamiliar 
ingredients, and artificial sweeteners. The less 
processed the diet the better. 
 

  



 

 

IBD General Nutrition Information 

Vitamins, Minerals, Herbs, and Medications 

It is important to let your child’s physician know 
if you are giving your child any over the counter 
medicines, multivitamins, minerals, or herbal 
supplements as they can possibly interact with 
your child’s medications. 
 
It is usually recommended that your child take 
a multivitamin with iron.  If your child’s iron 
level is low, your child’s physician may 
recommend an additional iron or folate 
supplement.   
 
Children with IBD are at risk for osteoporosis 
(thin, weak bones) especially if they are on 
high doses of corticosteroids for a long time.  
Steroids interfere with the body’s ability to 
absorb calcium.  It is important to take 
recommended amounts of calcium and Vitamin 
D for strong bones and teeth.  Your child’s 
physician or dietitian can tell you the amount 
that your child should take based on their 
weight and age.   
 
Overall nutrition plays an important role in the 
treatment of IBD.  Proper nutrition, together 
with controlled disease,  will enable your child 
to reach their full growth potential and help 
them live a healthier life. 
 

IMPORTANT REMINDER: This information  

from the North America Society for Pediatric 

Gastroenterology, Hepatology and Nutrition 

(NASPGHAN) is intended to provide general 

information and not as a definitive basis for 

diagnosis or treatment in any particular 

case. It is very important that you consult 

your doctor about your specific condition.  
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Nutrition Information
Good nutrition is important in managing and overcoming 
any disease, especially inflammatory bowel disease 
(IBD). There can be many causes of inadequate 
nutrition in children and adolescents with IBD. First, a 
child’s appetite may decrease during a “flare”, resulting 
in inadequate calories to sustain normal activity 
and growth. Second, during times of inflammation, 
the digestive tract may not absorb nutrients as well 
as it should, or the body may not use the nutrients 
appropriately. Third, the body may need more calories 
to repair itself during and after a “flare.” Finally, some 
medications may affect appetite and nutrition. 
 

DIET MODIFICATIONS
 
Some parents worry that something in their child’s diet 
caused him or her to have IBD, but there is no evidence 
to suggest that this is so. There is also no evidence that 
any particular diet will “fix” IBD. Therefore, there are 
usually no major restrictions on a child’s diet. However, 
individuality is the key. Many children do not have any 
obvious sensitivity to foods, whereas other children 
may. It is important to keep a food journal if you feel 
your child is not tolerating certain foods, then speak with 
your child’s health care team about your concerns.  
 
However, a few specific situations may require a 
change in your child’s diet. Dietary fiber may cause 
pain and block the intestine if it is narrowed by 
inflammation or after surgery. A low-fiber diet can be 
helpful when inflammation of the intestines has made 
the passageway narrow. Such changes in diet are often 
temporary, until the inflammation is improved.
 
Salt intake should be monitored while taking 
corticosteroids, since salt increases fluid retention 
(swelling), a side effect of steroids. 
 
Some children may have difficulty with milk and other 
dairy products. However, this is often only a temporary 
problem. Dairy products should only be restricted 
from the diet if they cause problems, as they are an 
excellent source of protein and calcium, and are high 
in nutritional value.
 
During a period of inflammation, a high calorie, high 
protein diet may be beneficial. The meat and dairy food 

groups provide good sources of calories and protein. 
For those having trouble eating, liquid diets can be 
useful in supplementing the nutrients they miss. These 
liquids may sometimes need to be given with a special 
feeding tube if the child cannot consume enough 
calories to ensure good growth.
 
Claims of curing or improving inflammatory bowel 
disease with special diets are sometimes heard or 
seen. While not medically proven, some of these diets 
can be safely followed under medical supervision, 
while others are not safe or appropriate for children. 
It is always best to discuss any diet change with your 
child’s health care team, especially if a special diet is 
being considered. 
 
VITAMINS, MINERALS, HERBS, 
AND MEDICATIONS
 
It is important to let your child’s physician know if you 
are giving your child any over the counter medicines, 
multivitamins, minerals or herbal supplements, as they 
can possibly interact with your child’s medications.
 
It is usually recommended that your child take a 
multivitamin with iron. If your child’s iron level is low, 
your child’s physician may recommend an additional 
iron supplement. The absorption of iron is better if is it 
taken with vitamin C, so have your child take the iron 
with some orange juice or other beverage fortified with 
Vitamin C. Your child’s doctor may also recommend 
additional folate. 
 
Children with IBD are at risk for osteoporosis (thin, weak 
bones) especially when they are on corticosteroids for 
any length of time. Corticosteroids may interfere with 
the body’s ability to absorb calcium. It is important to 
take in recommended amounts of calcium and vitamin 
D for strong bones and teeth. Your child’s physician or 
dietician can tell you the amount that your child should 
take based on your child’s weight and age.
 
Overall, nutrition plays an important role in the 
treatment of IBD. Proper nutrition may enable your 
child to reach their full growth potential and help them 
to live a healthier life.  

www.KidsIBD.org • www.CDHNF.org • www.NASPGHAN.org



 

 

The Specific Carbohydrate Diet 

The Specific Carbohydrate Diet
Nutritional therapy in pediatric Crohn’s disease 
is well established as an effective treatment to 
induce remission of active inflammation. The 
most rigorously studied dietary therapy is 
Enteral Nutrition Therapy (ENT), which has 
been established as an effective therapy in 
80% of children.     
The specific carbohydrate diet (SCD) is a 
nutritionally complete grain-free diet, low in 
sugar and lactose. It was developed by Dr. 
Sidney Haas, a pediatrician, in the 1920’s as 
treatment for celiac disease. In 1987, Elaine 
Gottschall published “Breaking the Vicious 
Cycle”, after her daughter’s inflammatory bowel 
disease (IBD) improved with use of the SCD. 
Currently, there are many testimonials by 
individuals who use this diet to manage their 
IBD, and recently, the scientific community 
started to study the diet as treatment for IBD. 
The research is still in the early stages, but 
results show potential benefit to patients. 
Below is a general outline of what foods are 
included and excluded on the SCD 
 

 

How does the diet work? 

Inflammatory bowel disease occurs because a 

person’s immune system, that part of the body 

which usually fights infections, is being triggered to 

attack the bowels by “bad” bacteria living in a 

person’s intestines. Diet has been shown to change 

the type of bacteria in a person’s intestines, from 

“bad” to “good.” This is a hypothesis as to how the 

diet might help with inflammation. 

 

Is this diet right for my child? 

Currently, there are a few centers that support this 

diet as therapy. Consult your gastroenterologist and 

dietitian if interested in trialing the diet. It is 

important to follow objective markers of disease 

and nutritional status. This diet requires the support 

of a multidisciplinary team to achieve the best 

outcomes.  

  

Allowed Foods on the SCD 

• Meats without additives, poultry, fish 
shellfish and eggs 

• Certain legumes, including dried navy 
beans, lentils, peas, split peas, 
unroasted cashews and peanutes in a 
shell, all-natural peanut butter and lima 
beans 

• Dairy limited to cheeses such as 
cheddar, Colby, Swiss, dry curd cottage 
cheese; and homemade yogurt 
fermented for at least 24 hours  

• Most fresh, frozen, raw or cooked 
vegetables and string beans 

• Fresh, raw or cooked, frozen or dried 
fruits with no added sugar 

• Most nuts and nut flours 
• Most oils, teas, coffee, mustard, cider or 

white vinegar and juices with no 
additives or sugars 

• Honey as a sweetener 



 

 

The Specific Carbohydrate Diet 

 

 

IMPORTANT REMIDER: This information  from 

the North America Society for Pediatric 

Gastroenterology, Hepatology and Nutrition 

(NASPGHAN) is intended to provide general 

information and not as a definitive basis for 

diagnosis or treatment in any particular case. It 

is very important that you consult your doctor 

about your specific condition.  

 

IMPORTANT REMIDER: This information  from 

the North America Society for Pediatric 

Gastroenterology, Hepatology and Nutrition 

(NASPGHAN) is intended to provide general 

information and not as a definitive basis for 

diagnosis or treatment in any particular case. It 

is very important that you consult your doctor 

about your specific condition.  

Prohibited Foods on the SCD 

• Sugar, molasses, maple syrup, sucrose, 

processed fructose including high-

fructose corn syrup or any processed 

sugar 

• All grain including corn, wheat, wheat 

germ, barley, oats, rice and others. This 

includes bread, pasta and  baked goods 

made with grain-based flour  

• Canned vegetables with added 

ingredients 

• Some legumes  

• Seaweed and seaweed byproducts.  

• Starchy tubers such as potatoes, sweet 

potatoes, and turnips 

• Canned and most processed meats 

• Canola oil and commercial mayonnaise 

(because of the additives) 

• All milk and milk products high in lactose 

such as mild cheddar, commercial 

yogurt, cream and sour cream, and ice 

cream. 

• Candy, chocolate and products that 

contain FOS (fructooligosaccharides) 

Resources 
Books 
• Breaking the Vicious Cycle: Intestinal Health 

Through Diet by Elaine Gloria Gottschall, 

1994.  

 
Cookbooks 
• Eat Well Feel Well 
• Recipes for the Specific Carbohydrate 

Diet by Raman Prasad 
• Two Steps Forward One Step Back by 

Tucker Sweeney 
• Lucy’s Specific Carbohydrate Diet 

Cookbook by Lucy Rosset 
• SCD Lifestyle Surviving to Thriving on 

SCDLifestyle.com 
• Against all Grain by Danielle Walker 
 
Diet Websites 
• http://breakingtheviciouscycle.info/  
• http://www.pecanbread.com  
• BTVC-SCD discussion group on Yahoo 

and Facebook group 
• Digestive Wellness “Your SCD 

Superstore!” for readymade foods, 
supplies 

 
Supplements 
• http://www.giprohealth.com/scdcomplete.

aspx 

http://breakingtheviciouscycle.info/
http://www.pecanbread.com/
http://www.giprohealth.com/scdcomplete.aspx
http://www.giprohealth.com/scdcomplete.aspx
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Although frequently thought of as a “last resort,” surgery 
for both Crohn’s disease and ulcerative colitis can be an 
integral part of therapy. In some cases, an operation is 
needed on an urgent or emergency basis. In these cir-
cumstances, the removal of bowel or correction of other 
problems related to IBD is needed in order to quickly 
restore the health of the patient. In other cases, an op-
eration is used to supplement the medical treatments 
that are available. Surgery is best used in conjunction 
with medical therapy, and in selected cases, surgery 
may best be used early in the course of the disease. 
Overall, a large proportion of patients with IBD will re-
quire some type of surgical procedure during the course 
of their illness.

The goals of surgical therapy are to reduce or resolve 
symptoms, to improve general health, to improve nu-
tritional status, growth and sexual development, while 
trying to preserve as much bowel as possible. The de-
cision about surgical therapy should be based on the 
clinical history of the patient with additional information 
gained by x-ray and endoscopy testing. Patients and 
their families should discuss this decision with the entire 
team, which usually consists of multiple specialists that 
may include a pediatric gastroenterologist, pediatric sur-

geon, nurse practitioner, nutritionist, and psychologist.

GENERAL TERMS

There are two main techniques used to perform IBD sur-
gery: laparotomy and laparoscopy. Laparotomy, or open 
surgery, is a more traditional method using one abdomi-
nal incision. A more recently perfected technique called 
laparoscopy utilizes instruments that are inserted into 
the abdominal cavity through several small openings, 
thus leaving several, but very small scars. Technically, 
laparoscopic surgery may be somewhat more challeng-
ing, and should only be performed by a surgeon familiar 
with the technique; however, in the right hands it allows 
for an easier and faster recovery. Today, many opera-
tions for IBD can be performed laparoscopically. Ulti-
mately, it is safest for the surgeon to make the final deci-

sion on which type of procedure will be performed at the 

time of the surgery. 

SURGERY FOR ULCERATIVE COLITIS

In ulcerative colitis, the inflamed portion of bowel is lim-
ited to the colon (large intestine). Therefore, removal of 
the entire colon can be considered a cure of the disease. 
However, removal of the entire colon may be associated 
with complications and commonly requires certain life-
style adjustments. The type of surgery performed de-
pends on the exact reasons for the surgery, and should 
be tailored individually for each patient.

TABLE 1. 

SURGICAL INDICATIONS FOR 
ULCERATIVE COLITIS

Emergent/Urgent  
 Uncontrollable bleeding  
 Unresponsive to medical therapy
 Bowel perforation 
 Bowel obstruction
 Toxic megacolon
 Cancer

Elective 
 Unresponsive to medical therapy

• Types Of Surgical Procedures For Ulcer-
ative Colitis:

1. Proctocolectomy with end-ileostomy: This involves 
removal of the large bowel with the end of the small 
bowel coming out into a bag on the abdomen.This 
opening of the intestine through the skin surface is 
called an ostomy.  

2. Total colectomy with ileal pouch anal anastomosis: 
This surgery involves removal of the large bowel 
with creation of a “pouch” (reservoir) out of the small 
bowel which is connected to the anus. The creation 



of the pouch allows for reduced frequency of bowel 
movements after the operation. This is the preferred 
surgery for ulcerative colitis when possible.

3. Total colectomy with ileorectal anastomosis: This in-
volves removal of the large intestine with a straight 
connection between the end of the small bowel and 
the anus without creation of a pouch. Without the 
creation of the pouch, there tends to be more fre-
quent bowel movements for the first 6-12 months af-

ter the operation. 

SURGERY FOR CROHN’S DISEASE

As with ulcerative colitis, a patient with Crohn’s disease 
may develop complications that require an emergency 
or urgent operation. In contrast to ulcerative colitis, 
any operation for Crohn’s disease carries with it a 
significant chance of disease recurrence and the need 
for further operations, and thus should not be looked on 
as a definitive cure. Despite this, there are still several 
scenarios in which elective surgery is still the correct 
decision for a child with Crohn’s disease.

For example, occasionally there is a segment of bowel 
that is so diseased that it does not heal even with the 
strongest medications. This is especially important 
if the diseased segment is affecting the growth and 
development of that particular patient. Additionally, once 
an area of bowel gets significantly scarred (stricture), 
it is unlikely that any medications can get that area to 
improve. This area is usually associated with narrowing of 
the bowel and can cause symptoms of a bowel blockage 
(obstruction). Although patients with these types of 
complications may not need an emergency operation, 
they may not feel better until after the diseased areas of 
bowel are removed. 

• Types of Surgical Procedures for Crohn’s 
Disease:

1. Stricturoplasty: This involves cutting the surface of 
the bowel over the stricture, then sewing the bowel 
wall back together perpendicular to the direction of 
the incision. This widens the caliber of the bowel to 
allow easier passage of bowel contents, although it 
does shorten the bowel slightly.

2. Limited bowel resection (removal of a diseased 
segment of bowel): This generally involves removal 

of as little bowel as possible, but enough to alleviate 
the complications that the diseased segment of 
bowel was causing. 

3. A bowel diversion with ostomy is a  procedure that  
involves diverting the flow of stool through the bowel 
by cutting the intestine at a level above the severely 
diseased bowel, and bringing it to the skin surface 
through an ostomy. Stool then drains into a bag at-
tached to the skin by adhesives rather than through 
the anus. This operation can allow severely diseased 
regions of bowel to heal, and can be temporary or 
permanent.

4. Patients with Crohn’s disease may also need 
operations to drain collections of pus inside the 
abdomen (abscess), or to help treat abnormal 
connections (fistulas) between the bowel and other 
locations such as other bowel, bladder, vagina or 
skin. These conditions can be especially problematic 
in the area around the anus (perianal disease).
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TABLE 2.

 INDICATIONS FOR SURGERY IN 
CROHN’S DISEASE

Emergent/Urgent    
 Uncontrollable bleeding
 Obstruction
 Perforation
 Abscess or fistula

Elective
 Failure of medical therapy
  Stricture
  Perianal disease

Whenever an operation for a child or adolescent with 
IBD is being considered, it is important to choose 
a surgeon who is familiar with the unique aspects of 
pediatric care, and with the various surgical techniques, 
including state-of-the-art advances in the field of IBD 
surgery. Various support organizations may provide 
valuable information on quality of life after surgery. Also, 
it may be beneficial for surgical candidates to talk to 

those who have undergone similar procedures. It is 
always advisable to make home care arrangements 
and address health insurance administrative issues 
beforehand.
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Frequent vaccines are part of growing up in devel-
oped countries and protect children against many 
infectious diseases. Children with inflammatory 
bowel disease (IBD) should receive their vaccines 
on the same schedule as other children with a few 
important differences which are due to the medi-
cines needed to control IBD (see below). It may be 
even more important for children with IBD to be ful-
ly vaccinated in order to prevent infection as infec-
tions can sometimes lead to flare-ups of IBD. For 
example, a yearly flu-shot can help keep your child 
healthy.  If your child has IBD and is not taking any 
immunosuppressant medicines, then there are no 
restrictions placed on receiving vaccinations. 

Medications and Vaccines

Medicines used to treat IBD such as corticosteroids 
(e.g. prednisone),    6-mercaptopurine   ( e.g. 6MP,   
Purinethol® )   azathioprine  (e.g.  Imuran®    and  
Azasan®), cyclosporine, methotrexate, infliximab 
(Remicade®) and adalimubab (Humira®) all sup-
press the immune system. 

The immune system is the body’s way of fighting 
disease. It does this by forming antibodies (dis-
ease-fighting cells) to specific bacteria and viruses 
when they cause an infection.  When a vaccine is 
given, the immune system forms antibodies in the 
same way. If the immune system is suppressed it 
may not form enough antibodies after a vaccine is 
given to fight off a disease. If this is a concern your 
child’s doctor can draw blood and measure the an-
tibody levels to a certain disease. Fortunately, most 
children will have received the majority of their vac-
cinations before being diagnosed with IBD. 

Live virus vaccines: Vaccines can be made from 
killed or ‘attenuated’ (altered) viruses or live virus-
es. Examples of live virus vaccines are the nasal 
flu-mist and measles, mumps and rubella (German 
measles). Live virus vaccines should be avoided by 
children taking immunosuppressant medications 
and their families. Live virus vaccines do not cause 
disease in people with healthy immune systems, 
but when the immune system is suppressed they 
can actually cause the disease that they are trying 
to prevent. People who are in close contact with 
someone whose immune system is suppressed 
can also pass on a disease to them after being vac-
cinated with a live virus vaccine. Therefore always 
tell the doctor that your child is taking immunosup-
pressive medicines before any vaccine is adminis-
tered to your child or other family members.

Brief Overview of Commonly
Used Childhood Vaccines 

Diptheria, Tetanus, and Pertussis (whooping 
cough) Vaccines: These are not live vaccines 
and may be given safely to immune suppressed 
individuals. They are part of the routine series of 
vaccinations given as part of well-child care. It is 
now recommended that all adolescents receive a 
booster shot at age 11-12 years.

Measles, mumps, rubella (MMR): These are all 
live virus vaccines and should not be given to any-
one taking immunosuppressive medicines. They 
are usually given at around age 1 year and again 
between ages 4-6 years.
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Varicella (chicken pox): The chicken pox vaccine 
is also a live virus vaccine and is usually given at 
about a year of age.
 
(If you are the parent of a young child with in-
flammatory bowel disease and know that your 
child’s gastroenterologist is planning on start-
ing immunosuppressant medication it is best 
to ask if the MMR and chicken pox vaccine can 
be given before the medication is started.)
 
Hepatitis A and B: The hepatitis vaccines are not 
live virus vaccines. Currently an infant receives 3 
doses of Hepatitis B vaccine during the first year of 
life. Adolescents who did not receive the Hepatitis 
B series as infants should be immunized. Hepatitis 
B is spread through blood and body fluids. Hepatitis 
A vaccine has recently been recommended for all 
children, it is given in 2 doses usually in the second 
year of life. Hepatitis A is an infectious disease that 
is spread by close personal contact.
 
Haemophilus Influenzae: This is not a live vac-
cine. Children receive 4 doses of this vaccine. It 
protects against serious illnesses such as meningi-
tis and throat infections.
 
Pneumococcus : This is not a live vaccine. The 
vaccine is administered to children in 4  doses. It 
protects against illnesses caused by the bacteria, 

streptococcus pneumoniae, such as pneumonia 
and meningitis.
 
Meningococcal:   The   meningococcal     vaccine  
has  recently  been  recommended   for all children 
around  11  to  12  years  of   age.     This  vaccine 
protects against meningitis and in the past was rec-
ommended for college freshman as this bacteria 
can spread in close living conditions.

Influenza : The   injectable  form  of  this   vaccine
is not a live vaccine.  However,  the nasal  mist is
a live vaccine  and  should not be given  to immu-
nosuppressed individuals. Children over 6 months 
of age should be vaccinated yearly against the ‘flu’ 
especially those with a chronic illness (see above).

Vaccines Recommended 
for Foreign Travel

Different travel destinations require different vac-
cines. The requirements/recommendations for all 
areas of the world can be found at the website: 
www.cdc.gov/travel 

For more information visit the National 
Immunization Program Website at 
http://www.cdc.gov/nip/

     

     

     
 
     

 



Coping with IBD

Children with inflammatory bowel disease (IBD) face the challenge of 

an unpredictable and potentially embarrassing disease. They may be 

embarrassed about their symptoms or frequent visits to the bathroom, 

and they may fear being the target of the “bathroom humor” that is 

popular among children. In addition to the embarrassing symptoms, 

short stature, delayed puberty, and simply having a chronic illness 

may contribute to feeling “different” from peers. Participation in school 

and social activities may be adversely affected. IBD clearly has the 

potential to impact psychosocial functioning

Children with IBD appear to be at risk for more difficulties in 

psychosocial functioning than healthy children, although the problem 

reaches clinical significance in only a subset. The difficulty experienced 

by children with IBD is generally similar to that experienced in 

other chronic health conditions. In the area of behavioral/emotional 

functioning, mood and anxiety disorders are most common. Children 

with IBD are at increased risk for problems in social functioning, but 

the nature of their social difficulties is unclear. Mixed results have 

been found in the areas of family dysfunction and body image, and 

limited research exists in the areas of stress and coping, self-esteem, 

and eating problems.
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Transitioning a Patient With IBD
From Pediatric to Adult Care
Transitioning to adulthood with IBD

The majority of adolescents with inflammatory bowel disease (IBD) will transition 
from a pediatric to an adult specialist. This transition can be challenging if they are 
not prepared to take ownership of their healthcare. Even those who remain with their 
pediatric specialist should be transitioning from dependence on their parents to 
independent self-management. A successful transition to an adult specialist requires 
collaboration among the patient, family and healthcare team.

It is critically important to educate the patient as much as possible about their 
disease and healthcare needs. In addition, it is important to encourage the patient 
do to as much as they can on their own. The patient should be encouraged to ask 
questions and participate actively in their care. Some key areas for successful transi-
tion are listed below.

Key areas for successful self-management and transition:

KNOWLEDGE
 Disease
 Medications (name, dose, purpose, side effects, 
 interactions)
 Tests 

INDEPENDENCE AND ASSERTIVENESS
 Independent health behaviors
  Responsible for medications, doctor’s visits 
  (scheduling and self-reporting at visit)
 Self-advocacy
  School, work
  Insurance issues

HEALTH AND LIFESTYLE
 Effect of drugs, smoking
 Consequences of nonadherence
 Fertility/sexuality

The precise age at which children and adolescents assume these tasks and respon-
sibilities will vary based on their psychological, emotional and social maturity as 
well as their disease activity, environment and support systems. This is a dynamic 
process and is not the same for everyone.

The checklist on the reverse side will help as a reminder of what and 
when to encourage the patient in taking on more responsibility.

www.KidsIBD.org
www.CDHNF.org
www.NASPGHAN.org
CDHNF National Office:
P.O. Box 6, Flourtown
PA 19031
Phone: 215-233-0808
Educational support for The CDHNF 
Pediatric IBD Campaign was provided by 

Procter&Gamble 
Pharmaceuticals 
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THIS CHECKLIST SHOULD SERVE AS A 

GENERAL GUIDE FOR THE HEALTHCARE PROVIDER

Knowledge
Independence, Health, and Activities of Daily Living

14-17

12-14

17+

AGE HEALTH CARE 

 Discuss the idea of visiting the office without parents or    

 guardians in the future

 Encourage independence by performing part of the exam    

 with the parents or guardians out of the examining room

 Begin to provide information about drugs, alcohol, 

 sexuality and fitness

 Establish specific self-management goals during  office visit

 Always focus on the patient instead of the parents or 

 guardians when providing any explanations and 

 Allow the patient to select when the parent or guardian is 

 in the room for the exam

 Inform the patient of what the parent or guardian must legally 

 be informed about with regards to the patient condition

 Discuss the importance of preparing the patient for independent 

 status with the parents or guardian and address any anxiety 

 they may have

 Continue to set specific goals which should include:

	 •	Filling	prescriptions	and	scheduling	appointments

	 •	Keeping	a	list	of	medications	and	medical	team	contact	

  information in wallet aand backpack

DISCUSS IN MORE DEPTH: 

 The impact of drugs, alcohol and non adherence on their disease

 The impact of their disease on sexuality, fertility

 Future plans for school/work and impact on health   

 care including insurance coverage.

 How eventual transfer of care to an adult gastroenterologist will 

 coordinate with future school or employment plans

 Remind patient and family that at age 18 the patient has    

 the right to make his or her own health choices

 Develop specific plans for self-management outside the    

 home (work/school)

 Provide the patient with a medical summary for work,    

 school or transition 

 Discuss plans for insurance coverage

 If transitioning to an adult subspecialist, provide a list of    

 potential providers and encourage/facilitate an initial visit. 

CHILDREN’S DIGESTIVE
HEALTH & NUTRITION
FOUNDATION

NORTH AMERICAN SOCIETY FOR
PEDIATRIC GASTROENTEROLOGY,
HEPATOLOGY AND NUTRITION

This checklist was based on faculty 
expertise, review of existing publications 
and adaptations of “Transition Planning 
Checklist” by the Children’s & Women’s 
Health Centre of British Columbia.



Plowing through the paperwork: a guide for families and patients with IBD1 
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 Jennifer Jaff, Esq 
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Medical writer:  Kathryn Atkinson 
 
OVERVIEW 
 
Even though most children and young adults with inflammatory bowel disease lead healthy 
and productive lives, it is common for such children to have periods of severe illness that 
interfere with school, activities, and work.  During these periods, a family member or 
caretaker may also need to take time off from work to care for their sick child.   
 
These periods of severe illness or hospitalization are often very stressful for children and 
parents.  Your child may be thinking “How will I ever get back to school?” Parents or 
caretakers may be thinking “Will I lose my job?”, or “What if insurance denies my child’s 
medications?”  
 
The information provided in this guide will help you understand what options are available 
to assist your family during these difficult times and how the laws can help.  
 
Please note, the following discussion is based on the laws of the United States of America, 
and does not apply to other countries.  In addition, there may be state laws that affect 
these topics which are not discussed here. 
 
This guide reviews: 
 

I. Educational accommodation plans (504 plans) – plans that can modify a 
student’s schedule, provide for extra help, and return a child to their normal school 
routine 

II. Patient assistance programs – help with medication financing and medication co-
pays 

III. Family and Medical Leave Act (FMLA) – allows for legally approved time off from 
work without fear of losing one’s job 

IV. Insurance Options – reviews insurance options available for patients with IBD and 
some of the federal laws about insurance.  

V. Letters of medical necessity – inform an insurance company of the need for a 
particular treatment 

 
For additional information, the following resources are available: 

                                                 
1Note: Nothing in this document should be construed as the giving of legal advice.  This is informational only.  If 
you have a problem that you believe requires legal attention, you should seek the advice of an attorney, preferably in 
your state.   



1. Advocacy for Patients with Chronic Illness (Jennifer Jaff, Esq) 
www.advocacyforpatients.org 

2. Know your Rights: A Handbook for Patients with Chronic Illness (2008 edition). Available 
from: www.advocacyforpatients.org or www.Amazon.com.   



I. Educational Accommodation Plans 
 
What are Educational Accommodation Plans? 
Educational Accommodation Plans are plans that provide for changes in a child’s normal 
school routine to accommodate a child’s disability.  
 
According to Section 504 of the Rehabilitation Act of 1973, children are entitled to a “free 
appropriate public education” regardless of the nature and extent of their disability. A child 
has a “disability” (as defined by Section 504 and the Americans With Disabilities Act) if he or 
she is substantially limited in a major life activity.  
 
Under the 2008 amendment to the Americans With Disabilities Act (ADA), bowel and 
digestive functions are major life activities. In addition, an episodic illness is disabling when 
in remission if it would be disabling when active. This means that IBD is considered a 
disability for the purposes of Section 504.  
 
The US Department of Education regulations about Section 504 plans are divided between 
Preschool, Elementary and Secondary Education, and Postsecondary Education. 
 
Preschool, Elementary and Secondary Education: 
 Section 504 refers to various educational settings.  When possible, disabled students will 

be educated, have meals and participate in activities with other students, in the same 
facilities.  If a child has to use a facility other than the usual classroom, it must be as 
comparable to the usual classroom as possible. 

 A Section 504 plan can include proximity to a bathroom, an anytime bathroom pass, 
stop the clock testing, tutoring or other assistance when a child is unable to attend 
school due to illness, and so on.  The aim of accommodations under Section 504 is to 
provide the child with a level playing field.  Any accommodations under Section 504 
must be provided for free.   

 The federal regulations allow for your child to have a formal evaluation before he/she is 
provided with an educational accommodation plan. Such formal evaluations rarely occur 
under Section 504, although they are required under the Individuals with Disabilities 
Education Act (IDEA).   

 If a child requires special education, then the plan that will be written will be an 
Individual Education Plan (IEP) under the IDEA. A Section 504 plan does not and cannot 
include special education services.  However, 504 accommodations can be written into 
IEPs.   

 
Postsecondary Education: 
 Section 504 and the ADA require that undergraduate colleges prepare a plan to 

accommodate the student’s disability.  
 The regulations prohibit discrimination in admissions and recruitment. This means that 

colleges cannot exclude disabled students or set quotas (limits) for admission of disabled 
students.   

 Disabled students cannot be excluded from any academic, research, occupational 
training, housing, health insurance, counseling, financial aid, physical education, 
athletics, recreation, transportation, or other extracurricular activities.   

 Academic adjustments must be made so as to eliminate and/or protect against 
discrimination.  Adjustments may include giving students more time to complete their 
degree requirements. Exams and evaluations may also be changed to ensure that the 
results of the evaluation reflect the student’s performance, not his/her disability.   

 Housing and financial assistance must be provided to disabled students to the same 
extent as they are provided to non-disabled students. 



 Note that courts tend to defer more to colleges than to elementary and secondary 
schools regarding accommodations that schools claim affect academic integrity. 

 
How does a child get a Section 504 plan? 
If you want a Section 504 plan for your child, you must request a Section 504 meeting.  The 
Section 504 team will include school officials, all or some of the student’s teachers, and 
parents.   
 
How is a Section 504 plan created? 
A Section 504 plan is created by the team. You may bring a draft of a plan with you to the 
meeting, or the school may prepare the first draft.  It is important to remember that Section 
504 plans are the process of negotiation. There is nothing that must be included, and 
nothing that cannot be included.   
 
What if the Section 504 plan doesn’t work? 
If you agree to a plan and it turns out to be insufficient, you can request another Section 
504 meeting.   
 
If you are unable to reach an agreement with the school about the Section 504 plan, you 
must follow any procedures the school district offers for dispute resolution (such as a 
hearing). If you are still dissatisfied with the school district’s response, you may file a 
complaint with the U.S. Department of Education Office of Civil Rights at 
http://www.ed.gov/about/offices/list/ocr/complaintintro.html.  
 
Problem Areas for Patients with IBD 
Patients with IBD face two issues that are not well addressed by the law.   
 
First, children who do well in school are expected not to need help.  According to IDEA, the 
definition of a “child with a disability” is a child who, because of his/her disability, needs 
special education and related services. A student is not considered a “child with a disability” 
if he/she is performing well academically and does not need special education. Because 
many children with IBD do not suffer academically, they may not be covered under IDEA.  
However, children with IBD are still eligible for accommodation plans under Section 504. 
 
Second, neither statute (Section 504 or IDEA) provides guidance for children with a chronic 
disease that remits and relapses (flares). The 2008 amendments to the ADA make a big 
difference here by stating that episodic illnesses are disabilities.  As with any chronic illness, 
there will be times when a student needs home tutoring and other times when the student 
has no need for assistance.  This presents a challenge for both the parents and the school 
since a Section 504 plan is not intended to apply only some of the time.  Flexibility is 
difficult to build into a plan. 
 
Disabilities can be temporary but still disabling.  However, getting the school to respond 
quickly to constantly changing circumstances is a challenge.  A plan under Section 504 may 
include accommodations such as seating placement, extended time for testing, adjustment 
of class schedules, use of aids such as tape recorders, class and/or homework assistance, 
administration of medications, behavioral support, tutoring, etc.  Elements of such a plan 
are present but the difficulty is coordination and timing. 
 
How can your child’s health care team help? 
Most school teachers and administrators are dedicated professionals whose goal is to 
educate children.  When a child is absent and/or not performing in school, school 
professionals may suspect malingering (making up or exaggerating symptoms).   



 
If you give permission, your child’s doctor or social worker can support your child by calling 
or writing to the school about your child. Once a school administrator hears from a health 
care professional, they will usually be more sympathetic to your child’s needs and issues.  
 A sample letter of support for a 504 plan is attached (See Section V, Letter #1). Bring 

this letter in to your child’s doctor and ask him/her to adapt it for your child.  
 Your child’s doctor or social worker can also speak to school administrators and tell them 

about your child’s disability and medical history with IBD (including symptoms, 
medications, and hospitalizations). While such a call is not a substitute for a letter 
in support of a 504 plan, 5 minutes on the phone may save 5 hours of 
paperwork.   

 
 
 
What about college? 
 
Students with IBD who graduate from high school and go to college sometimes require 
assistance, and are on their own for the first time.  As mentioned above, section 504 plans apply 
to undergraduate colleges.  Most Universities and Colleges have a Disability Office where the 
student can register.  Making the school aware of the students’ illness and possible complications 
that could occur prior to school starting will help avoid possible problems during a time of a 
flare.  A plan can be made with the Disability Office as to how a student should communicate 
with their professors and how school work can be made up in case an illness occurs.   



II. Patient Assistance Plans 
 
What are Patient Assistance Programs? 
Patients with chronic illnesses such as IBD often have health-related expenses that add up 
over time. In addition, families of patients with IBD may go through periods without work or 
health insurance.  
 
Patient Assistance Programs help patients and families who do not have insurance or do not 
have enough insurance. Some programs help patients access medications for little or no 
cost, based on financial eligibility. Other programs help reimburse some expenses that 
accumulate (add-up) due to additive co-pays, so that it is less likely a patient or doctor has 
to postpone a necessary test, procedure or office visit.  
 
Free Medications  
Almost all pharmaceutical (prescription drug) companies that manufacture medicines run a 
patient assistance program. To qualify for these, patients must show they have no 
insurance, or have been denied coverage of a medication by their insurance company. 
Patients or families must also provide proof of income. 
 
Patients or families can start the applications, but a portion of the application must be filled 
out and signed by the prescribing doctor. Applications often take 3-4 weeks for approval.  
 

NeedyMeds 
www.needymeds.org 
 NeedyMeds has a lot of information and is the easiest site to use. The website keeps an 

updated master list of every pharmaceutical company, brand name medication, or 
generic medication that has an affiliated patient assistance program. The website 
provides a direct link to each program’s website and contact information (if relevant).  

 
RXHope (732-507-7400) 
https://www.rxhope.com/Patient/MedSearchHome.aspx  
 RXHope is a similar program that helps facilitate the process of finding and applying to 

patient assistance programs for certain medications. A health care professional or a 
family can set up a free account to register with the website and begin the process.  

  
Partnership for Prescription Assistance (888-477-2669) 
https://www.pparx.org/Intro.php 
 This website has separate sections for patients, caregivers, or physicians. The website 

links to the relevant patient assistance programs and can help you complete forms on-
line. 

 
RxAssist, 401-729-3284 
http://www.rxassist.org/search/default.cfm 
 This website has a searchable database of patient assistance programs. You can search 

by drug name or pharmaceutical company.  Once you find which company makes the 
medication you need, you can write them and ask them for assistance with getting 
medication.  

 
Co-pay Assistance Programs 
There are separate programs available for patients or families who have insurance, but with 
premiums/co-pays that add up when dealing with recurring costs. To qualify, patients or 
families must provide proof of income.  
 



Patients or families must start the applications, but there is a section to be filled out by the 
doctor who is conducting visits, ordering lab work, etc. These programs usually work in a 
reimbursement format. If a family is approved, they must send in receipts for care 
provided.   
 
Patient Access Network Foundation (1-866-316-7263)  
www.patientaccessnetwork.org 
 This program can provide assistance for Crohn’s patients, but does not provide 

assistance for patients with ulcerative colitis.  
 The program only covers the costs of medications or infusions.  
 Benefits under this program are limited to $4,000 per year for Crohn’s patients, but 

eligible families can continue to re-apply each year.   
 This program can run as a reimbursement program for expenses already paid by the 

family, or pay expenses directly to a physician or hospital if coordinated by the family.  
 
Patient Advocate Foundation (1-866-512-3861) 
http://www.copays.org/   
 This program provides assistance to patients with either Crohn’s disease or ulcerative 

colitis.  
 The primary program helps with only pharmaceutical services, such as medications, 

injections and infusions.   
 Patient Advocate Foundation has a separate branch of the program that provides case 

management services to help secure funding for the costs related to non-medication 
health-care services (such as procedures, radiology needs and outpatient visits).  They 
can be contacted directly at 1-800-532-5274. 

 
Chronic Disease Fund http://www.cdfund.org/default.htmlCrohn’s disease only 
Modest Needs Foundation 
http://www.modestneeds.org/explore/mission 
 The Modest Needs Foundation provides one-time emergency grants to financially needy 

families or individuals. 
 
Community Health Centers 
http://ask.hrsa.gov/pc/ 
 If needed, free or low cost medical treatment can be found at community health centers, 

which are funded mostly by the federal government.   
 
For information on ostomy supply assistance you may contact the following organizations: 

 The Ostomy Group (530-432-9607) 
o Website: www.ostogroup.org  Email: eme@ostogroup.org  

 Friends of Ostomates Worldwide 
o Website: www.fowusa.org  Email: info@fowusa.org  

 United Ostomy Associations of America, Inc (UOAA) (800-826-0826) 
o Website: http://www.uoaa.org/   

 Convatec Access Program (800-979-8716) 
 Hollister (888-740-8999) 

o Website: www.hollister.com 
 
If, after reviewing the information and you have further questions, you can contact the 
Crohn's & Colitis Foundation of America  at 1.888.MY.GUT.PAIN (694-8872) or info@ccfa.org  
to get more information on medication and health insurance resource information.  



III. Family and Medical Leave Act (FMLA) 
 
What is the Family and Medical Leave Act? 
Sometimes children with inflammatory bowel disease may have a severe course, with 
prolonged hospitalization, surgery, or school absence, or intermittent absences for things 
like Remicade infusions.  During these periods, parents and other caretakers may need to 
leave work to care for their sick child. When this happens, you may be emotionally and 
financially stressed. You may even be afraid of losing your job. The Family & Medical Leave 
Act (FMLA) was passed in 1993 to help with such difficult situations.  
 
 The FMLA was designed to help employees balance work and family responsibilities by 

allowing for reasonable unpaid leave for family or medical reasons.  The FMLA only 
applies to employers with 50 or more employees, and only to employees who 
have been employed for 12 months (1,250 hours).  Your state may have a law that 
applies to smaller employers.  The FMLA is enforced by the U.S. Department of Labor 
Employment Standards Administration, Wage and Hour Division. Employers must post a 
notice explaining the rights and responsibilities under FMLA and may be fined if they fail 
to do so.  

 
 FMLA provides up to 12 weeks of unpaid leave in any 12 month period.  The 12 month 

period can be calendar year, fiscal year, or a rolling 12 month period.  During the 12 
weeks of leave, the employee cannot be fired. The 12 weeks of leave may be taken 
intermittently. However, if leave is taken for treatments, reasonable effort must be 
made to not disrupt the employer’s operations.  

 
 FMLA leave may be taken for many family and medical reasons, including: 

o the birth and care of a newborn child,  
o placement with the employee of child for adoption/foster care, 
o care of an immediate family member with a “serious health condition,” or  
o the employee’s own “serious health condition.”   

 
 A “serious health condition” is defined as: 

o A condition that results in at least 3 consecutive full calendar days of incapacity 
needing inpatient care;  

o A condition that requires continuing treatment by a health care provider and includes 
any period of incapacity lasting more than 3 consecutive days during which the 
individual needs treatment two or more times by a health care provider; or 

o A serious chronic health condition which continues over an extended period of time, 
requires repeated visits to a health care provider, and may involve occasional 
episodes of incapacity.   

 
 If the need for leave is foreseeable (known in advance), thirty days’ notice is needed to 

take FMLA leave. Otherwise, the employer must be notified as soon as practical of the 
need for leave. Employees must also give enough information so the employer can 
decide if FMLA applies to the request (such as hospitalization, pregnancy, unable to 
perform functions of the job, family member under continuing care of a provider).   

 
 The employer is required to make premium payments on health insurance to maintain 

the employee’s benefits while on leave. A 30 day grace period must be given before 
benefits may be cancelled. However, if the employee does not return to work for an 
appropriate reason, he/she may be required to reimburse the employer for those health 
insurance payments.  

 



 Employees returning from FMLA leave must be reinstated to the same or equivalent job 
with the same pay, benefits, terms and conditions of employment.    

 
 Employees may take, or employers may require employees to take, any accrued paid 

vacation, personal, family or medical/sick leave at the same time as FMLA leave (called 
substitution of paid leave).   

 
 FMLA leave may be taken intermittently, a day here or there.  You needn’t use FMLA 

only for long-term absences. 
 
 
How can your health care team help you with the family medical leave process? 
In order to obtain FMLA leave, you must submit a written request to your employer.  The 
health care provider will need to provide a medical certification of the need for absence.  In 
most cases, all that is needed is a brief doctor’s note establishing that you or a family 
member has a serious health condition, as defined above.  In some cases, you may need to 
ask a member of the health care team to fill out a form for the company, or provide a more 
detailed letter of medical necessity.  You are not required to provide medical records. 



IV. Insurance Options 
 
What are insurance options for patients with IBD? 
Health insurance is necessary for patients with IBD.  There are two kinds of group insurance 
plans: self-funded plans and fully-funded plans. Which kind of insurance plan you have 
might explain what your insurance is required to do under the law.  
 Self-funded plans are plans under which the employer actually pays for the health care 

that is provided to the insured, and the insurer simply acts as a third-party 
administrator.  Self-funded plans are governed solely by a federal law known as ERISA.   

 Fully-funded plans are what we all commonly think of as insurance. With these plans, 
the employer purchases coverage from an insurer who pays the claims.  Fully-funded 
plans are governed by state law. 

 
Patients with IBD have several options for insurance: 
 Insurance through a parent’s policy - If a patient is a minor and is in school, he/she may 

be eligible to be insured under their parent’s insurance. Under the new health reform 
law, the patient will be covered up to age 26 or until he becomes eligible for health 
insurance through an employer, whichever is earlier.   

 Group insurance through an employer 
 Individual insurance through public assistance (Medicaid, SCHIP) 
 
What is COBRA? 
Federal law mandates that patients be offered continuation of insurance at the patient’s 
expense after a job ends or after a child is no longer under their parents’ policy. This is 
called COBRA.   
 If a patient decides to take COBRA after losing a job, they typically will have up to 18 

months of coverage. This can be extended to 29 months if the patient has been found to 
be disabled by the Social Security Administration.  If a patient decides to take COBRA 
after aging out of their parents’ policy, they will have 36 months of COBRA coverage.   

 The patient must pay the premium for the insurance plus a 2% administrative fee.  
Federal law requires employers to provide employees with COBRA information within 44 
days of the qualifying event (end of the job or aging out of a parent’s insurance).  
Patients then have a designated period of time (typically 60 days) to sign up for COBRA 
(called election).  If the COBRA election is made more than 30 days after the qualifying 
event, the patient will have to pay the COBRA premium for all of those months so that 
COBRA coverage goes back to the date of the qualifying event.   

 
What is “HIPAA eligibility”? 
Federal law mandates that patients who are “HIPAA eligible” can buy health insurance that 
covers pre-existing conditions. 
 
A patient is HIPAA eligible if they: 
 have had 18 months of continuous insurance (the last day must have been in an 

employee based plan); 
 have exhausted COBRA coverage; 
 are not eligible for other insurance (i.e., group, Medicare, Medicaid); 
 don’t have health insurance; 
 have not had a break in coverage of 63 days or more. 
 
If you are HIPAA eligible, you must be offered a “guaranteed issue” policy.  The “guaranteed 
issue” option differs from state to state.  It may be the state’s “high risk pool,” which is a 
plan designed for people with pre-existing conditions.  It may be each carrier’s most popular 
plan, or a choice of a high and low-deductible plan.  In some states, it is a plan offered by 



Blue Cross.  To find out what your state’s “guaranteed issue” plan is for HIPAA eligible 
individuals, call your state’s Insurance Department. 
 
Insurance options for patients that are NOT HIPAA eligible: 
 “High Risk Pool” for people with chronic illnesses - This is state run and usually very 

expensive. 
 COBRA conversion policy (also called conversion policy) - This policy allows patients to 

change their group policy into an individual policy when leaving the group policy or when 
their COBRA expires.  These policies are expensive and usually do not have complete 
coverage. 

 “Mandated Issue/Guaranteed Issue” plans - Individual states require insurance 
companies to offer plans to those in need.  These plans must be investigated on a state 
by state basis.   

 
 
 
 
  
 
 
 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



V. Letters of Medical Necessity 
 
 
Letters of medical necessity are most often used to inform insurance companies of the need 
for a particular treatment. They can also inform schools or others of the need for 
accommodation based on an individual’s health condition.  
 
Preparing such documentation is often time consuming and requires the health care team’s 
input, but health care providers are not paid for this work.   
 
The following sample letters are designed to facilitate and simplify this process. These 
letters can be adapted by you or your medical team for your needs.  
 
PLEASE NOTE THAT LETTERS OF MEDICAL NECESSITY MUST BE SIGNED BY A HEALTH 
CARE PROFESSIONAL, NOT BY THE PATIENT.  The health care professional assumes 
responsibility for the precise content of the letter, which must be truthful and accurate.  The 
sample letters below are examples only, drafted to assist and educate your medical team. 
 
1. Letter in Support for a 504 Plan 
2. Appeal of a medication that has been denied by insurance  
3. Appeal for off label use of medication 
4. Appeal for wireless capsule endoscopy 
 
Additional downloadable letters are available on the Crohn’s and Colitis Foundation’s 
Website in the professionals section (http://www.ccfa.org/ccfaprof/). 
 
 
 
 



SAMPLE LETTER #1 
(Letter in Support of a 504 Plan) 

 
School Address 
 
 
To Whom It May Concern: 
 
 
NAME is a patient currently under my care.  Due to (her/his) illness (he/she) is a candidate 
for school accommodations under section 504 of the Rehabilitation Act.  She/he is 
substantially impaired in the major life activities of digestion, disposal of bodily waste, and 
eating.   
 
This student has a form of Inflammatory Bowel Disease (“IBD”) called (Crohn’s Disease/ 
ulcerative colitis).  IBD is a chronic disease affecting the gastrointestinal system or GI tract. 
Ulcerative colitis affects the colon; Crohn’s Disease can affect any part of the digestive 
track, from the mouth to the anus.   
 
The most common symptoms are diarrhea, abdominal and rectal pain and cramping, 
nausea, vomiting, fatigue, and arthritis-like joint pain.  Although its cause is unknown, IBD 
involves the immune system and causes inflammation and ulceration of the lining of the 
intestines.   The emotional and physical symptoms are interrelated in complex ways, and 
patients can experience flare-ups during times of emotional tension and stress.   
  
Students with active IBD will need to use the bathroom several times a day – sometimes as 
many as 20 – often on a moment’s notice in order to avoid fecal incontinence.  Incontinence 
still may occur, and students who suffer this symptom will need to be able to clean 
themselves and change clothes during the school day. IBD is a chronic illness that is 
cyclical; patients can face associated gastrointestinal symptoms in a recurrent pattern, with 
periods of symptom inactivity in between active flare-ups and complications.  Symptoms 
may worsen in an unpredictable manner and conversely, may go into remission for varying 
lengths of time.  Medications can help manage the discomfort and inflammation, but are not 
cures for IBD. 
 
As a result this chronic condition, NAME requires accommodations which may include 
unlimited bathroom access, excused absences, and other accommodations. 
 
Please call my office at xxx-xxx-xxxx, if you have any questions or concerns. 
 
Sincerely,  
 
Name 
Contact Information 
 



SAMPLE LETTER #2 
Appeal of a medication that has been denied by insurance (example: adalimumab) 

 
INSURER 
RE:   PATIENT 
 ID No.  
  
Dear Sir or Madam: 
 
I am writing to appeal the denial of coverage for the Adalimumab therapy for PATIENT. 
In the denial letter, INSURER found that the “request cannot be approved because this 
medication is considered investigational when used for the treatment of pediatric Crohn’s 
Disease and is therefore a contract exclusion.”  However, there is extensive medical 
literature that proves that adalimumab (ADA) therapy is an effective treatment for Crohn’s 
disease in patients who are allergic or intolerant to infliximab, which is currently 
conventionally used medication for Crohn’s Disease.   
 
In this case, ADA therapy is medically necessary.  PATIENT has been tried on (specify 
treatment) in the past, with failure to control her/his disease.  She/he has thus had to 
endure the symptoms of Crohn’s Disease, such as abdominal pain and cramping, diarrhea, 
and fatigue – all symptoms that a child her age should not be required to live with.  ADA 
therapy is necessary and she/he is an ideal candidate for such therapy.  Thus, this appeal 
should be granted. 

 
Numerous peer-reviewed articles demonstrate that patients with Crohn’s Disease previously 
allergic or intolerant to infliximab actually respond favorably to the treatment of ADA, see 
Konstantinos A. Papadakis et al., Safety and Efficacy of Adalimumab (D2E7) in Crohn’s 
Disease Patients with an Attenuated Response to Infliximab, 100 AM. J. 
GASTROENTEROLOGY 75 (2005).   Other reliable studies found that ADA is well-tolerated 
and effective rescue therapy for moderate to severe pediatric CD patients previously treated 
with infliximab, see Rosh JR et al., Retrospective Evaluation of the Safety and Effect of 
Adalimumab Therapy (RESEAT) in Pediatric Crohn’s Disease (2008)  
 
I am enclosing a set of PATIENT’S medical records.  These records show the following. 

 
(State key medical findings and patient current condition) 
 
The progression of his/her disease has prevented PATIENT from carrying on the normal 
daily activities of a X year old boy/girl, and the symptoms of her Crohn’s Disease in 
combination with the constant hospital visits have taken both a physical and emotional toll. 

 
In short, neither the diagnosis nor the severity of symptoms is in question, nor is there 
doubt that the alternative medical treatments have failed.  PATIENT’S best chance for relief 
and the most appropriate course of treatment is the adalimumab therapy. 
 
I request approval of XX mg per week of adalimumab therapy for PATIENT.   
 
Please contact my office if you have additional questions. 
 
Sincerely, 
Name  
Contact Information 
Sample:Medication/Treatment; Off Label 



SAMPLE LETTER #3 
                                          Appeal for coverage of off label medication 
 
Date 
 
INSURER 
 
RE: Patient: 
 Treatment:  
 Provider:  
 Dates of Service: Ongoing 
 
Dear Sir or Madam: 
 
I am writing on behalf of NAME to appeal your non-coverage of MEDICATION. 
 
Essentially, INSURER’s rationale for denying coverage is that MEDICATION is not FDA 
approved for the treatment of CONDITION.  This is not a credible rationale.  First, I am 
enclosing copies of peer-reviewed medical literature that demonstrates that the use of 
MEDICATION is well-established for the treatment of CONDITION.  Second, this patient has 
been tried and failed on all other treatment options, which have failed to control her 
CONDITION. Thus, your non-coverage decision should be reversed. 
 
I. MEDICATION CAN AND SHOULD BE USED TO TREAT DISEASE 
 
In 1982, the FDA issued a Drug bulletin addressing the prescribing of medication for 
“unlabeled” or off-label uses.  The FDA itself states that the Food, Drug and Cosmetic Act 
“does not, however, limit the manner in which a physician may use an approved drug. Once 
a product has been approved for marketing, a physician may prescribe it for uses or in 
treatment regimens or patient populations that are not included in approved labeling. Such 
“unapproved” or, more precisely, “unlabeled” uses may be appropriate and rational in 
certain circumstances, and may, in fact, reflect approaches to drug therapy that have been 
extensively reported in medical literature”.  
  
The term “unapproved uses” is, to some extent, misleading. It includes a variety of 
situations ranging from unstudied to thoroughly investigated drug uses. Valid new uses for 
drugs already on the market are often first discovered through serendipitous observations 
and therapeutic innovations, subsequently confirmed by well-planned and executed clinical 
investigations. Before such advances can be added to the approved labeling, however, data 
substantiating the effectiveness of a new use or regimen must be submitted by the 
manufacture to the FDA for evaluation. This may take time and, without the initiative of the 
drug manufacturer whose product is involved, may never occur. For that reason, accepted 
medical practice often includes drug use that is not reflected in approved drug labeling.  
  
With respect to its role in medical practice, the package insert is informational only. 
 
FDA Drug Bulletin, Volume 12, Number 1, pages 4-5 (April 1982).  If the FDA itself states 
that its’ labeling is not intended to limit the prescribing of medications for off-label uses, 
then insurers should not be permitted to refuse coverage of off-label uses solely based on 
the fact that the use is off-label.  Clearly, such a result would run contrary to the FDA’s own 
intent regarding the effect of its labeling. 
 



Many drugs, from 6MP to Asacol to Methotrexate, are used to treat Crohn’s disease are used 
off-label, without FDA approval for this use.  Yet, these drugs are covered by INSURER and 
every other insurance company or payment source including Medicaid and Medicare.  
Therefore, since INSURER has covered other medication not expressly FDA approved to 
treat Crohn’s, the INSURER should continue to do so in the case of PATIENT NAME. 
 
In fact, MEDICATION has been used to treat DISEASE.  I enclose copies of medical journal 
articles that support its use.  To summarize [SUMMARIZE AND ATTACH COPIES].   
 
II. MEDICATION IS MEDICALLY NECESSARY IN THIS CASE 
 
My patient suffers from DISEASE.  As demonstrated by the enclosed medical records 
[colonoscopy reports, barium studies, office notes indicating medications that were tried and 
failed, office notes showing weight loss], my patient requires aggressive treatment.  She 
has been treated by each of the following, all of which have failed to alleviate her 
symptoms:             
             
              
 
The MEDICATION I propose to use at this time may have a beneficial outcome.  Unlike the 
other medications we have tried, MEDICATION may control her symptoms because   
             
             
              
  
In each case, PATIENT’s condition was not improved.  However, when we tried a sample of 
MEDICATION, it was extremely effective.   
 
Thus, it is my opinion, based on my XX years as a specialist in inflammatory bowel disease, 
that MEDICATION may be PATIENT’s best and perhaps only chance for remission. 
 
III.      Conclusion 
 
For all of these reasons, I urge you to reverse your non-coverage decision. 
 
 
Sincerely, 
 
Dr. X 
Contact Information 



SAMPLE LETTER 4 
Insurance appeal for wireless capsule endoscopy procedure 

 
Insurance Company 
 
RE:  PATIENT 
DOB:  
ID # 
Pat Acct # 
 
DATE 
 
Dear Appeals Unit, 
 
PATIENT was sent the PRACTICE/HOSPITAL NAME by his/her local gastroenterologist due to 
his/her severe Crohn’s Disease symptoms.  He/She came to this practice for a second 
opinion due to continued severe diarrhea and abdominal pain; his/her disease was believed 
to be confined to his/her colon only.  A repeat colonoscopy performed here did confirm this, 
however his/her disease activity was mild and did not explain his/her severe, debilitating 
symptom as well as his/her Vitamin B12 deficiency.  Review of his/her RADIOLOGY 
PROCEDURE by CENTER’S Radiology from an outside hospital showed no abnormalities.   
 
Wireless capsule endoscopy is recommended/advised in cases where the diagnosis of 
Crohn's disease is known but it is necessary to determine the extent and severity of small 
bowel involvement and whether active inflammatory lesions exist in the setting of a 
functional bowel disorder.  Small bowel disease was not detected despite other radiologic 
tests and again, PATIENT had significant abdominal pain, elevated inflammatory markers 
and Vitamin B12 deficiency requiring repletion.   
 
A recent metanalysis focused on 11 prospective comparative studies comparing capsule 
endoscopy to other modalities for the diagnosis of established or suspected nonstricturing 
Crohn’s disease.  Capsule endoscopy was compared to ileoscopy, push enteroscopy, small 
bowel follow-through (SBFT), and small bowel MRI in a total of 228 patients. The yield for 
capsule endoscopy was significantly higher than for SBFT (63% versus 23%, respectively).  
Similarly, the yield for capsule endoscopy versus ileoscopy was 61% and 46%, whereas that 
for capsule endoscopy versus CT scan was 69% and 30% respectively. A subset analysis of 
patients with established but not suspected Crohn’s disease showed that capsule endoscopy 
had a higher yield than other modalities. 1   
 
Please reconsider your decision and allow me to use this diagnostic approach with PATIENT.  
If you have any further questions or concerns, please do not hesitate to contact my office. 
 
Sincerely, 
 
Name 
Contact Information 
 
 

                                                 
1 Leighton J, Legnani P, Seidman, EG. Role of capsule Endoscopy in Inflammatory Bowel Disease: Where We are 
and Were We are Going. Inflamm Bowel Dis. 2007;13(3):331-337. 


