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Inflammatory Bowel Disease and Ulcerative Colitis 
 
This fact sheet has deliberately been written in some detail and gives honest information without 
falsely optimistic “gloss”. It may provide more information than some patients will require and it 
is important to note that it in no way replaces further discussion of queries, in the clinic or with a 
specialist nurse. 
 
What is Inflammatory Bowel Disease? 
 
This is a term used by doctors to refer to two conditions: ulcerative colitis and Crohn’s disease. 
They are associated with inflammation of the colon or intestines and are not obviously 
associated with infections such as Salmonella or Campylobacter. Although there is some 
overlap between ulcerative colitis and Crohn’s disease, for the purposes of this fact sheet we 
will consider them separately. 
 

 
 
 
 

PATIENT INFORMATION 



  

Is inflammatory bowel disease a form of cancer? 
No. Cancer is caused by a series of changes (mutations) in the DNA of your body’s cells.  
Ulcerative colitis and Crohn’s disease are caused by continual inflammation. Statistically, there 
is an increased risk of cancer, and for this reason you are likely to be offered regular 
colonoscopic examinations if you have had colonic disease for more than 10 years. 
 
How do the bowel symptoms differ from Irritable Bowel Syndrome (IBS)?   
 
Irritable Bowel Syndrome is a combination of 
 

• Colicky stomach pain. 

• Distension (swelling).  

• A change in bowel habit. 

• Alternating constipation and diarrhoea.  
 
Although its cause is not well understood, it tends to be associated with stress and is not 
associated in most cases with any inflammation of the colon or intestine. Ulcerative colitis is 
usually associated with persistent diarrhoea, often with blood, and is fairly easy to distinguish 
from the diarrhoea of IBS, which is nearly always intermittent and non-bloody. The symptoms of 
Crohn’s disease do however closely mimic those of patients with IBS. This often results in a 
delay in diagnosis since IBS affects about one in three of the population at some time or other 
whereas Crohn’s disease only affects about one in one thousand. Both ulcerative colitis and 
Crohn’s disease are associated with an increased tendency to develop IBS, which can often 
cause persistent symptoms for a few months after an attack of inflammatory bowel disease has 
resolved. It is also possible to have both IBD (Ulcerative colitis or Crohn’s Disease) and Irritable 
Bowel Syndrome at the same time. 
 

Ulcerative Colitis 
 
What is Ulcerative Colitis? 
Ulcerative colitis is a condition in which the lining of the lower part of the intestine, called the 
large intestine or colon, becomes inflamed or ulcerated. This results in bloody diarrhoea. 
Although relapse of the disease can be caused by a bacterial infection such as Salmonella food 
poisoning, harmful bacteria can generally not be found when a faecal sample is cultured in the 
laboratory. This distinguishes it from infective causes of bloody diarrhoea. 
 
It can range in extent from a very localised inflammation of the lower bowel (rectum) to an 
extensive colitis that affects the whole colon. Inflammation that is confined to the rectum is 
called proctitis. It carries a very good long-term outlook but can cause very troublesome 
frequency of bowel movements. Bad attacks of colitis can be associated with pain in the 
abdomen or lower back.  
 
What is the cause of ulcerative colitis? 
Studies in identical twins suggest that colitis is about 10% genetic and 90% environmental. 
Good progress is being made towards identifying the relevant genetic factors, and it is likely that 
they may be identified within the next 5 to 10 years. The only environmental factor, which has 
been clearly identified so far, is non-smoking! The reason why people who do not smoke or stop 
smoking are more likely to get colitis is not known, but many patients notice that their colitis is 
worse when they are stressed. It seems probable that this may somehow explain the 
relationship. It is important to note that smoking is positively associated with Crohn’s disease as 
well as heart disease, stroke and cancer, so this should not be seen as an invitation to smoke.  



  

About one third of relapses of colitis are caused by infection with a gastroenteritis organism 
such as salmonella, shigella or Campylobacter. It would therefore make sense to make sure 
that chickens (the commonest source of food poisoning bacteria) are well cooked throughout - 
particularly if cooked from frozen. 
 
Can I absorb food normally if I have colitis? 
Yes. Nutrients are absorbed by the “small” intestine (the jejunum and ileum), through which the 
food passes on its way down to the colon. The function of the colon is to absorb water and salt. 
 
Is diet important in ulcerative colitis? 
Probably not. Research has shown that even complete avoidance of food and supportive 
intravenous feeding is not effective at settling the colitis. There is some evidence that about one 
in five patients may benefit from avoidance of dairy products. There is no test that can predict 
this, so it may be worth trying this out for yourself. If only the lower colon is inflamed, there may 
sometimes be constipation higher up which can be improved by a high fibre intake but apart 
from this, the fibre intake has no significant effect on colitis. 
 
Will it shorten my life? 
Although severe colitis requiring admission to hospital carries a mortality of about 1%, the 
overall life expectancy is normal. There is a slightly increased risk of bowel cancer and of a rare 
liver disease called sclerosing cholangitis but these risks are counteracted by reduced risks for 
ischaemic heart disease. 
 
Will it affect my life insurance? 
It should not but some insurers are better informed than others. If you have any difficulty, it is 
well worth contacting the National Association for Colitis and Crohn’s Disease (see below) for 
further advice. 
 
What are my chances of needing a Colectomy (surgical removal of the colon)? 
The lifetime risk is currently about 20%. It is lower in cases where the disease is confined to the 
lower colon or rectum. 
 
If I have to have a Colectomy will I have to have a bag (stoma/ileostomy)? 
Not necessarily. Most patients having a Colectomy nowadays have a pouch operation (usually 
performed as a second operation a few months after the Colectomy). In this, the lower small 
intestine (ileum) is doubled back on itself to form a pouch, which is then connected to the anus.  
 
What is life like with a pouch? 
Most patients with a pouch have about four bowel movements during the day and may need to 
get up once at night. Continence is usually excellent but it is occasionally necessary to wear a 
pad at night. It is necessary to continue to take anti-diarrhoeal tablets such as Imodium 
(Loperamide). About 5% of patients develop pouchitis, which is rather like ulcerative colitis of 
the pouch. This is usually mild and responds well to antibiotics. 
 
What is life like with an ileostomy? 
In many respects, life is normal. The patient usually has complete control over bowel emptying. 
Modern ileostomy appliances fit well and there is no odour. The ileostomy is usually sited below 
the waist and swimming trunks or costume can be worn. Many patients in a stable relationship 
may prefer this option since the surgery is simpler and recovery more straightforward than from 
a pouch operation, which often has to be done in two stages.  
 
 



  

The doctors used to tell me that I have ulcerative colitis, but now they say that I have 
Crohn’s. Does that mean that they don't know what they are doing? 
Not necessarily!  There is increasing evidence from genetic and family studies that there is an 
overlap between the two conditions and in one in three cases of colitis, it is difficult to say with 
certainty whether it is ulcerative colitis or Crohn’s disease. Increasingly we see inflammatory 
bowel disease as a spectrum of disease(s) with typical ulcerative colitis and typical Crohn’s 
disease at the two ends of the spectrum. Fortunately, there is very little difference in the medical 
treatments between the two conditions. The same drugs are generally used in both conditions, 
the only significant exception being that we tend to use antibiotics rather more when treating 
Crohn’s disease. There is a difference if surgery is required, a partial Colectomy may be 
feasible in colonic Crohn’s disease whereas it is not effective in ulcerative colitis and pouch 
surgery is generally less successful in Crohn’s disease than ulcerative colitis. 
 
Can I pass colitis on to my children? 
The risk is very low. Even an identical twin (who by definition is genetically identical with his or 
her twin) only has a one in ten chance of developing colitis if the other twin is affected. The child 
or sibling (brother or sister) of a patient with colitis has only about a one in one hundred risk of 
colitis compared with a risk of approximately one in one thousand in the general population. 
 
Are any other organs affected by the colitis? 
It is not uncommon to have painful or swollen joints if the colitis is active. This settles as the 
colitis comes under control and is not associated with any long-term damage. More rarely, a 
condition called ankylosing spondylitis, which also affects people without inflammatory bowel 
disease, may occur. This is associated with gradual stiffening of the spine and inflammation of 
the joints between the spine and pelvis.  
 
Sore, red eyes (iritis or uveitis) may occur in patients with active colitis but causes no permanent 
damage and settles when the underlying colitis comes under control. 
 
A rare but unpleasant ulcerating skin condition (pyoderma) may occasionally occur. This usually 
responds to steroid therapy. 
 
Approximately 1% of patients with colitis develop scarring and narrowing of the bile ducts that 
drain the liver. There is at present no convincingly effective therapy for this and severe disease 
occasionally results in a need for liver transplantation. 
 
What about the risk for colon cancer? 
If the colitis is confined to the lowest part of the colon or rectum there is no increased risk 
compared with general population (i.e. a 6% life time risk of developing cancer of the colon and 
a 3% risk of dying from it). If the colitis is more extensive, the risk is increased. Just how much 
increased is difficult to say. Published studies, much of which are rather out of date, suggest a 
risk of about 7% by the time the colitis has been present for 20 years. Recent reports, 
particularly from Scandinavia, have been showing a lower risk; moreover, there is evidence that 
this risk is reduced very substantially by long term use of 5-aminosalicylates. 
 
What should be done about the risk for colon cancer? 
Firstly, continue regular maintenance treatment with a 5-aminosalicylate drug even if the colitis 
has been inactive for some years. Secondly, ask your doctor about the need for colonoscopy 
surveillance. Currently it is usual practice to recommend that everyone who has had extensive 
colitis for ten years should have a colonoscopy once every two to three years to look for early 
cancer or pre-cancerous changes. In those with more limited colitis, surveillance is 
recommended after 15 years of disease.  



  

What drugs are helpful for Ulcerative colitis? 
 
Three main types of drug are used:  
 
Steroids - (more correctly called Corticosteroids to distinguish them from the body building 
anabolic steroids),  
Aminosalicylates (5ASA drugs)  
Immunosuppressives.  
 
Each type of drug is used in a different way  
 
Steroids 
 
Steroids are unquestionably the best treatment for a severe acute attack of colitis. They need to 
be taken in quite high dose initially (usually about 40 milligrams per day of Prednisolone) but 
they rather curiously have no beneficial effect when taken long term and are usually tailed off 
again within about three months. The risk of serious steroid side effects is very low with this 
approach. The commonest problem is reddening of the cheeks, which may also become slightly 
more prominent. Occasionally patients experience severe mood changes but these are rare and 
mild euphoria combined with appetite enhancement is the usual effect. 
 
Side effects of steroids 
 
Short-term side effects that resolve when steroids are stopped: 

 

• Swollen face 

• Fluid retention 

• Weight gain 

• Acne 

• Mood changes 
 
Side effects caused by high dose, long-term use of steroids: 
 

• Osteoporosis (thinning of bones) 

• Cataracts or glaucoma (either of which are potential causes of blindness if untreated) 

• Diabetes (increased blood glucose) 

• Thin skin and easy bruising 

• High blood pressure (Hypertension) 
 
5-ASA drugs 
 
The 5-aminosalicylates (including mesalazine preparations such as Asacol, Pentasa, Dipentum, 
Colazide, Salazopyrine) are much less effective than steroids at treating acute attacks of colitis 
but unlike steroids are effective as maintenance therapy to prevent relapses of colitis. Taken at 
the correct dose they reduce the risk of relapse to about one third of what it would otherwise be. 
Recent research suggests that maintenance with 5-aminosalicylates also has a marked 
protective effect against colon cancer. 
 
 
 
 
 



  

What is the best 5-aminosalicylate? 
 
There are several preparations available now. Trade names include 

• Asacol 

• Pentasa 

• Salofalk 

• Colazide 

• Dipentum 
 
They all contain the same basic drug but have different delivery systems that use different 
techniques that are all aimed at delivering the drug to the part of the intestine that is most 
inflamed. There is very little to choose between the drugs in terms of effectiveness or side 
effects (which are very uncommon and usually not serious). Some trials have suggested a 
marginal benefit for Colazide, and Dipentum, which annoyingly actually causes diarrhoea in 
some patients, may paradoxically be better for patients with distal disease. The first of this 
group of drugs to be developed was sulphasalazine (Salazopyrine). This includes a 
sulphonamide antibiotic, which causes occasional allergic reactions, and which causes nausea 
and muscle aches in about one in five who take it. It also causes reversible male fertility. It is 
rarely used as initial therapy now but as with all the other 5-aminosalicylates, if you are currently 
managing well on the drug that you are on then there is no point in changing preparations. 
 
What is the most effective route for drug therapy? 
If active colitis is confined to the distal colon or rectum (and the symptoms then are usually 
passage of blood or mucus per rectum but without frank diarrhoea) then local therapy by 
suppository or enema is usually more effective. There is some evidence that 5-aminosalicylates 
are more effective by enema or suppository than similar preparations of steroids. 
 
Immunosuppressives 
 
Two immunosuppressives are used in the treatment of ulcerative colitis: Azathioprine and 
Cyclosporine.  
 
Azathioprine (or the closely related drug 6-mercaptopurine) 
 
Azathioprine is used to control troublesome colitis that is relapsing unacceptably frequently. This 
affects about one in three patients. More usually, there are clear-cut remissions between 
attacks. The drug does not have any of the side effects of steroids but unfortunately has a few 
of it own. About one in five patients cannot tolerate the drug because of nausea. The most 
serious side effect is bone marrow suppression, which is rare and usually reversible. Because of 
this, it is necessary to treat with a low dose initially and to check the blood count monthly. The 
drug is stopped if the count of white blood cells falls too low. A persistent sore throat may be a 
sign that this is happening and is an indication for immediate stopping of the drug and full blood 
count check. Occasionally, patients (up to about five per cent) may have to stop the drug 
because of either painful inflammation of the pancreas (pancreatitis) or reversible alterations in 
blood tests of liver function. There is a theoretical anxiety that the drug might increase the risk of 
cancer but surveys of inflammatory bowel disease patients have not suggested any increased 
risk. The drug is relatively slow to take effect - it is generally estimated to take about three 
months to build up to its full protective effect. It is therefore used for long-term maintenance with 
patients who have troublesome relapsing disease. 
 
 
 



  

Cyclosporine 
 
Cyclosporine is the other immunosuppressive used in ulcerative colitis. Like Azathioprine, it is a 
drug that is also used in transplant patients to suppress rejection of the transplant. 
 
It is sometimes used in severe acute attacks of ulcerative colitis if steroids are failing to induce 
remission. It is a very potent immunosuppressive and there is some risk of infection with 
organisms such as yeast and fungi which usually do not affect individuals with a normal immune 
system. Because of this, there is still some controversy about its use in colitis. Its use probably 
lowers the operation (colectomy) rate by about one third (with conventional treatment about one 
in three patients with severe ulcerative colitis needing hospital admission, fail to respond to 
steroids and need colectomy). But there is probably a mortality of about one to two per cent 
associated with the use of the drug, so it is still unclear whether the benefits outweigh the risks. 
 
Will the disease affect fertility or pregnancy? 
Generally not. Fertility is normal and there is no increased risk of miscarriage providing that the 
disease is in remission at the start of pregnancy. Pregnancy has not been shown to have any 
clear harmful or beneficial effects on colitis but it is advisable to avoid pregnancy if possible until 
the colitis has come into remission.  
 
In males the drug sulphasalazine causes reduced fertility, which returns to normal within about 
three months of stopping the drug. The other 5-aminosalicylate drugs are not associated with 
this problem. Colectomy and pouch formation in males is associated with a slight (4%) risk of 
impotence.  Vaginal delivery is probably unwise after a pouch operation since maintenance of 
normal anal sphincter function is essential and there is a risk that this might be affected. 
 
Is it safe to continue the drug therapy during pregnancy? 
There is good evidence to show that 5-aminosalicylates and Corticosteroids are not associated 
with any increased risk to the foetus. If steroids are needed in the later stages of pregnancy 
then it is very important that the obstetricians and paediatricians are aware of this since the 
baby might need a short course of steroids after birth. Azathioprine seems to be safe but the 
evidence for this comes mainly from kidney transplant recipients and is based on smaller 
numbers than the evidence for 5-aminosalicylates and steroids. The antibiotic Metronidazole 
(which is not used in colitis but may be used to treat pouchitis) must be avoided in pregnancy 
since it blocks metabolism of the vitamin folic acid and may increase the risk of birth defects.  
 
We have been used to assuming that the problems of drug therapy in pregnancy all relate to 
drugs received by the mother,but there are possible risks associated with drug therapy by the 
father. There is a very small amount of data suggesting a small increase in birth defects if the 
father was taking Azathioprine within the three months before conception. So, if you are male 
and receiving Azathioprine it would be sensible to discuss this with your doctor if it is a worry.   
 
What about probiotics? 
Probiotics or so-called "healthy bacteria" are becoming a boom industry in health shops. There 
are theoretical reasons for thinking that they might be beneficial in colitis by displacing harmful 
bacteria from the lining of the bowel wall. Up till now however there is no good evidence to 
support their use in colitis although one particular “cocktail” of eight bacteria (not yet 
commercially available) has been shown to be effective in pouchitis (inflammation of the pouch 
after colectomy). Further research is continuing in this area. 
 
 
 



  

What about herbal remedies? 
Aloes and slippery elm have both been reported by some patients to be helpful. There is no 
good evidence from proper trials to support this however. Studies are in progress with aloe vera 
but one of the problems is the lack of regulation, which leads to marked variation between 
different marketed preparations. There is at least no suggestion that these preparations cause 
any harm but they must not be used in place of conventional therapy and you should let your 
doctor know if you are taking one of them.  
 
General issues  
 
Insurance  
Life expectancy is normal in ulcerative colitis. There is an increase in risk of death from bowel 
cancer, but this is offset by a reduced risk of death from coronary artery disease, which is 
probably not due simply to the curious association between colitis and non-smoking. Life 
insurance ought to be fairly easy and straightforward to arrange. However, not all insurance 
firms are equally enlightened and it is well worth seeking advice on this from NACC (see below) 
if you are having any difficulty. 
 
There is probably a slight reduction in average life expectancy in Crohn’s disease although this 
has improved greatly over the past thirty years. This is due to better surgical techniques, and 
many of the published data is now out of date. Reduced life expectancy is related mainly to a 
very small minority of patients who have widespread small bowel disease. The risk therefore 
varies considerably from one patient to another.  
 
Sex life 
Any illness can reduce your sex drive (libido) and treatment should aim to keep the disease in 
remission so that this does not occur. Crohn’s disease can cause unpleasant abscess formation 
and scarring around the anus and fistulae (development of a false passage) from the bowel to 
the vagina can rarely occur. These problems can usually be reduced, if not completely settled 
with a combination of medical and surgical treatments.  
 
Fertility  
This is usually normal in ulcerative colitis but may be slightly reduced in Crohn’s disease, 
particularly if surgery has been necessary. This is due to involvement of the fallopian tubes in 
the inflammation; these are the passages along which the ova (eggs) pass on their way from the 
ovaries to the uterus (womb) 
 
The drugs used in inflammatory bowel disease do not themselves reduce fertility with the 
exception of Sulphasalazine, which causes reversible (and unreliable!) male infertility (see 
earlier). 
 
Colectomy carries a small risk of causing male impotence (less than 3%). Any woman who has 
had a Colectomy and ileo-anal pouch (Parkes’ pouch) will usually be advised to give birth by 
Caesarean section because of the need to avoid any risk of damage to the rectal sphincter 
muscles. 
 
The formation of an ileostomy or colostomy stoma should cause no significant practical 
problems although it may cause embarrassment and some psychological difficulties. In general 
though, when a patient is in a long term, stable relationship, any problems are usually 
manageable. 
 



  

If you would like to speak to someone confidentially about anything concerning you, please 
speak to: - 
 

• A member of the clinic nursing staff 

• The IBD Specialist Nurse 

 
 
 
Further Information 
 
Inflammatory Bowel Disease Specialist Nurses  
Tel: 0151 706 2657/9 (Direct Line) 
 
Sister Belle Gregg        Tel: 0151 705 2000  (Ask for Bleep 534) 
Sister Joanne Preston  Tel: 0151 706 2000 (ask for Bleep 517)    
    
 
National Association for Colitis and Crohn’s disease (NACC) 
4 Beaumont House 
Sutton Road 
St Albans 
Hertfordshire 
AL1 5HH 
 
Information line 0845 130 2233 
Administration: 01727 830038 
Fax:    01727 862550 
Web Site  www.nacc.org.uk   
 
 
The Colitis and Crohn’s Federation of America  
Web site: www.ccfa.org 
 
The Digestive Disorders Foundation (UK)  
Web Site: www.digestivedisorders.org.uk 
 
If you want to look up articles then all abstracts and some full articles are available 
via free Medline which is accessible through the National Institute of Health (USA) 
at: www.ncbi.nlm.nih.gov/PubMed/  
 
Further information is also available at: http://chid.nih.gov/simple/simple.html 
 
Liverpool Inflammatory Bowel Disease research  
 
We are investigating the bacteria that are closely associated with the mucosa (lining 
cells in the bowel).  



  

A lot of current research suggests that both diseases result in some way from an altered 
relationship with the bacteria that are normally present in the colon and we are very 
hopeful that a better understanding of this relationship will lead to new forms of 
treatment and prevention. We currently have a PhD studentship funded by NACC 
working on this project. 
 
Patients with Crohn’s disease often have a circulating antibody to a polysaccharide (a 
complex sugar) that is found in the cell walls of some bacteria and yeast’s.  
We are investigating the possibility that this polysaccharide may suppress the function of 
some of the white blood cells in the intestine and thus lead to chronic inflammation. This 
work is funded by a Clinical Research Fellowship, awarded by the Digestive Diseases 
Foundation but also funded by NACC. 
 
Research into the associations between colitis and colon cancer 
 
We are investigating the causes and consequences of the changes in sugar expression 
(glycosylation) that are shown by colon cells in inflammatory bowel disease and colon 
cancer. We have evidence that these changes may lead to changed recruitment of 
bacterial and dietary proteins to the internal surface of the bowel, and that this might in 
turn be harmful. This has led to new ways of thinking about the ways that certain fruits 
and vegetables might protect against colon cancer. This work is funded by current grants 
from the North West of England Cancer Research Fund, the World Cancer Research 
Fund, the Biological and Biotechnology Sciences Research Council and the Medical 
Research Council 
 
Research into new forms of therapy for Ulcerative Colitis and Crohn’s disease 
 
We have initiated and conducted trials of dietary therapy and of antibiotics in Crohn’s 
disease. We are also involved in multi-centre trials of heparin and humanised antibody to 
tumour necrosis factor in the treatment of ulcerative colitis. 
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