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Irritable bowel syndrome

This booklet is about the care and treatment of people with irritable bowel syndrome in the NHS in England and Wales. It explains guidance (advice) from NICE (the National Institute for Health and Clinical Excellence). It is written for people with irritable bowel syndrome but it may also be useful for their families or carers or for anyone with an interest in the condition. 

The booklet aims to help you understand the care and treatment options that should be available in the NHS. It does not describe irritable bowel syndrome or the tests or treatments for it in detail. Your healthcare professional should discuss these with you. There are examples of questions you could ask throughout this booklet to help you with this. Details of an organisation that can offer you further information and support are on page 17. Medical terms printed in bold type are explained on page 15.
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The advice in the NICE guideline covers the care of adults with irritable bowel syndrome, including: 

· the support, treatment and advice people should be offered by their GP in diagnosing and helping to manage their irritable bowel syndrome

circumstances when people need to be referred to a specialist for further tests.

It does not specifically look at:

· irritable bowel syndrome in children and young people under 18 years

· people with other gastrointestinal disorders such as non-ulcer dyspepsia (indigestion with no obvious cause) or coeliac disease.
Your care

Your treatment and care should take into account your personal needs and preferences, and you have the right to be fully informed and to make decisions in partnership with your healthcare team. To help with this, your healthcare team should give you information you can understand and that is relevant to your circumstances. All healthcare professionals should treat you with respect, sensitivity and understanding and explain irritable bowel syndrome and the treatments for it simply and clearly.

The information you get from your healthcare team should include details of the possible benefits and risks of particular treatments. You can ask any questions you want to and can always change your mind as your treatment progresses or your condition or circumstances change. Your own preference for a particular treatment is important and should be taken into account. 

Your treatment and care, and the information you are given about it, should take account of any religious, ethnic or cultural needs you may have. It should also take into account any additional factors, such as physical or learning disabilities, sight or hearing problems, or difficulties with reading or speaking English. Your healthcare team should be able to arrange an interpreter or an advocate (someone who supports you in putting across your views) if needed.

If you agree, your family and carers should have the chance to be involved in decisions about your care. Family members and carers also have the right to the information and support they need in their roles as carers.

If people are unable to understand a particular issue or are not able to make decisions for themselves, healthcare professionals should follow the advice that the Department of Health has produced about this. You can find this by going to the Department of Health website (www.dh.gov.uk/consent). Your healthcare professional should also follow the code of practice for the Mental Capacity Act. For more information about this, visit www.publicguardian.gov.uk
What is irritable bowel syndrome?

Irritable bowel syndrome (often called ‘IBS’) is a disorder that interferes with the normal functioning of the large bowel. The most common symptoms include pain or discomfort in the abdomen, bloating, an urgent need to empty the bowel, and changes in bowel habit (diarrhoea or constipation, or both). 

Irritable bowel syndrome will often come and go throughout a person’s life and can be a painful and upsetting condition. Its exact cause is unknown. Irritable bowel syndrome affects between 10% and 20% of the general population, but most often occurs in young people between the ages of 20 and 30. It is twice as common in women as in men. 

	Questions you might want to ask your doctor

· Please tell me more about irritable bowel syndrome.

· Are there any support organisations in my area for people with irritable bowel syndrome? 

Can you provide any information for my family/carers? 


Diagnosing irritable bowel syndrome

First step: your symptoms
There are no specific tests to confirm irritable bowel syndrome. Instead your doctor should ask you about your symptoms to help make a diagnosis. Symptoms of irritable bowel syndrome can vary widely and also change over time, so your doctor should encourage you to describe all your symptoms and how they affect your daily life before asking you any specific questions.  

You should be asked if you have had any of the following symptoms that have lasted for at least 6 months:

· changes in your bowel habit (for example, diarrhoea or constipation)

· pain or discomfort in your abdomen 

a bloated feeling. 

If you have had any of these, your doctor should consider assessing you for irritable bowel syndrome. He or she should explain that some specific symptoms need to be present for a positive diagnosis. These are either:

· abdominal pain or discomfort that goes away when you empty your bowel

or
· abdominal pain or discomfort with a change in how often you empty your bowel or stools (faeces) that look different from usual.

You also need to have two of the following symptoms:

· a change in how you pass stools – for example, needing to strain, feeling a sense of ‘urgency’ or feeling that you haven’t completely emptied your bowel 

· bloating, tension or hardness in your abdomen
· a feeling that your symptoms are worse after eating

· passing of mucus from the rectum. 

If you have abdominal pain or discomfort, your doctor should ask if the pain is in one area or if it moves around your abdomen. This is because in irritable bowel syndrome the pain does not usually stay in one place. As part of your changing bowel habit you may experience faecal incontinence, which means having accidents that involve a leakage of faeces. You may also have symptoms such as tiredness, nausea, backache and bladder problems (such as passing urine frequently or experiencing a sense of urgency). Your doctor should ask if you have had any of these symptoms to help confirm your diagnosis.
Next step: ruling out other problems

If your doctor thinks you may have irritable bowel syndrome you should be offered some blood tests. These will allow the doctor to check for anaemia and general levels of inflammation in your body, and make sure that you do not have another gut disorder called coeliac disease. Your doctor should explain how the tests will be done and where they will take place, and also answer any questions you have. 

The following types of tests are not necessary to help diagnose  irritable bowel syndrome: 

· ultrasound

· rigid/flexible sigmoidoscopy

· colonoscopy or barium enema

· thyroid function test

· faecal ova and parasite test

· faecal occult blood test

· hydrogen breath test.

Referral to a specialist
When you first describe your symptoms, your doctor should explain that it is important to rule out the possibility that they are being caused by other illnesses that need specialist treatment, such as cancer or inflammatory bowel disease (IBD). You should be asked if you have, or have had, any of the following:

· unintentional and unexplained weight loss

· bleeding from the rectum 
· a family history of bowel or ovarian cancer.

If you are aged 60 or over, your doctor should also ask if you have had a change in your bowel habit that has lasted for more than 6 weeks in which you are producing looser stools or need to empty your bowel more frequently.
Your doctor may suggest a physical examination of your abdomen or rectum to check for lumps. Women may also be offered a pelvic examination. Before you agree to these examinations, the doctor should explain exactly what will happen, and why.
Depending on your symptoms and the results of your blood tests and examinations, your doctor may refer you to a specialist for further tests. Your doctor should explain that being referred does not necessarily mean you have cancer or IBD, but that it should be ruled out. NICE has produced advice about being referred for suspected cancer (visit www.nice.org.uk/CG027). 
	Questions about tests

· Please give me more details about the tests I have been offered.

How long will it take to get the results?

Please give me more information about why I have been referred to a specialist.

If I am not being offered any further tests, could you explain why?


Managing irritable bowel syndrome

If you are diagnosed with irritable bowel syndrome, your doctor should give you information and advice to help you live with your condition. This should include advice about physical activity, lifestyle, diet and the medicines you can take to help your symptoms. 
Physical activity and lifestyle
Your doctor should assess how physically active you are, which may involve using a questionnaire. If you do not take much exercise, you should be advised to try to increase your daily activity. Your doctor should also explain the importance of finding time to relax or devote to leisure activities that you enjoy. 
Diet

Your doctor should ask about your diet and give you the following advice which may help your symptoms. 

· Eat regular meals and take time to eat without rushing.

· Don’t skip meals or leave long gaps between eating.

· Drink at least eight cups of fluid a day, particularly water or other non-caffeinated drinks, for example herbal teas.

· Avoid drinking more than three cups of tea or coffee a day.

· Cut down on alcohol and fizzy drinks.

· Consider limiting how much high-fibre food you eat (for example, cereals high in bran, wholemeal or high-fibre flour or breads, and whole grains such as brown rice).

· Reduce how much resistant starch you eat – this type of starch is often found in processed or re-cooked foods.

· Avoid eating more than three portions of fresh fruit a day (a portion is about 80 g).
· If you have diarrhoea, avoid the artificial sweetener sorbitol, which is found in sugar-free sweets (including chewing gum) and drinks, and in some diabetic/slimming products.

· If you have wind or bloating, it may help to eat oats (for example, oat-based breakfast cereal or porridge) and linseeds (up to one tablespoon a day).

If you want to try a probiotic product to see if it helps, your doctor should advise you to keep taking it for at least 4 weeks and to take the dose recommended by the manufacturer. You should also record whether it makes a difference to your symptoms. Your doctor should not recommend using a herbal medicine called aloe vera for irritable bowel syndrome. 

Managing your fibre intake

Eating the right amount of fibre is important for people with irritable bowel syndrome. Your doctor should help you to adjust how much fibre you eat while recording the effect this has on your symptoms. You should be advised to avoid insoluble fibre, such as bran. If you are advised to increase your fibre intake, it should be soluble fibre. A fibre supplement called ispaghula powder is a good source, but you can also eat foods that are high in soluble fibre, such as oats. 
When you should see a dietitian

If you are following your doctor’s advice about diet and lifestyle but it has not helped, and your doctor thinks that your diet is causing your symptoms, you should be offered a referral to a dietitian. The dietitian may recommend specific diets such as single food avoidance and exclusion diets to find out if certain foods are making your symptoms worse. It is important that you only try such diets under the supervision of a dietitian. 
Medicines for irritable bowel syndrome

Whether any medicine is suitable for you will depend on your symptoms. However, it is still important that you follow your doctor’s advice on diet and lifestyle while taking any medicine. 

You may be offered a medicine called an antispasmodic agent, which reduces bowel spasm. If you have diarrhoea, you may be offered a medicine called loperamide. For constipation you may be offered a laxative but your doctor should not offer you lactulose. If you are taking a laxative or loperamide, your doctor should show you how to adjust the amount you take until you are producing soft, well-formed stools.
If these medicines do not help, you may be offered a low dose of a type of drug called a tricyclic antidepressant (TCA). TCAs are sometimes offered to people with irritable bowel syndrome because they can help to ease pain. This is separate from their action in treating depression. 

If a TCA doesn’t help, you may be offered a different type of drug called a selective serotonin reuptake inhibitor (SSRI). Although TCAs and SSRIs don’t have a licence for use in the treatment of irritable bowel syndrome, they have been shown to be effective.
 When offering either of these medicines, your doctor should discuss with you the benefits and possible side effects. If you do take either of them, your doctor should ask to see you after 4 weeks to check your progress, and then every 6–12 months.
What other treatments are there?
If following your doctor’s advice and taking medicines have not helped your symptoms after a year of treatment, you may be offered a referral for a kind of treatment called a psychological intervention. This could include treatments called hypnotherapy, psychological therapy, or cognitive behavioural therapy. 

Your doctor should not recommend that you use acupuncture or reflexology as treatments for irritable bowel syndrome. 
Whatever type of treatment your doctor recommends, he or she should discuss with you when to come back and talk about how you are progressing. When you come back you should be asked if you have experienced any new symptoms since your last visit.
	Questions about managing irritable bowel syndrome

· Please tell me more about managing irritable bowel syndrome. 

· If I need to take medication, how will the treatment help me? 

· How long will it take to have an effect?

· Are there any risks associated with this treatment?

· If I decide to have a psychological intervention, what will this involve?

Can you give me any further information (like a leaflet or website address) about how to manage irritable bowel syndrome? 


Explanation of medical terms

Abdomen: the lower part of the trunk of the body that contains the stomach, bowel and other abdominal organs.
Bowel: the lower part of the digestive system, below the stomach. The bowel (or intestines) is split into the small bowel and the large bowel. 

Bowel spasm: powerful contractions by muscles in the bowel, causing cramp-like pain and discomfort.
Coeliac disease: a life-long condition of the small bowel caused by a reaction to gluten, which is found in wheat, barley and rye.
Faeces: also known as stools, this is the solid, semi-solid or liquid waste material from digestion that is passed out of the body.
Fibre: this is made up of complex carbohydrates that cannot be fully broken down by the body. Insoluble fibre helps to make stools soft and bulky, and prevents constipation. Soluble fibre absorbs water in the intestines and helps waste material to move through the bowel. It also helps to regulate blood sugar levels and reduce cholesterol in the blood.

Inflammatory bowel disease (IBD): a disease in which parts of the bowel become inflamed (red and swollen). It is not related to irritable bowel syndrome.
Lactulose: a type of laxative that increases the amount of water in the stools, reducing constipation.

Large bowel: the lower section of bowel (also known as the colon) where water is absorbed from digested food as it moves towards the rectum.
Laxative: a medicine used to treat constipation by helping the bowel to move.
Pelvic examination: a procedure in which a doctor does an internal check up of a woman’s vagina, cervix (the entrance to the uterus) and uterus (womb).

Probiotic: a dietary supplement or food product containing bacteria and yeasts that may aid digestion.
Rectum: the lower part of the bowel through which faeces passes to leave the body.
Resistant starch: most starch is digested in the small bowel, but resistant starch, which is found in foods such as biscuits, crisps and ready meals, is not broken down until it reaches the large bowel.

Starch: a complex carbohydrate found in foods such as bread, potatoes, rice and pasta.

Stools see faeces.
More information

The organisation below can provide more information and support for people with irritable bowel syndrome. Please note that NICE is not responsible for the quality or accuracy of any information or advice provided by this organisation. 

· The Gut Trust Helpline, 0114 272 3253 (6pm–9pm Monday to Friday; 10am–12pm Saturday), www.theguttrust.org
NHS Direct online (www.nhsdirect.nhs.uk) may also be a good starting point for finding out more. Your local Patient Advice and Liaison Service (PALS) may also be able to give you further information and support.

	About NICE
NICE produces guidance (advice) for the NHS about preventing, diagnosing and treating different medical conditions. The guidance is written by independent experts including healthcare professionals and people representing patients and carers. They consider the best available evidence on the condition and treatments, the views of patients and carers and the experiences of doctors, nurses and other healthcare professionals working in the field. Staff working in the NHS are expected to follow this guidance.

To find out more about NICE, its work and how it reaches decisions, see www.nice.org.uk/aboutguidance
This booklet and other versions of this guideline aimed at healthcare professionals are available at www.nice.org.uk/CG061
You can order printed copies of this booklet from NICE publications (phone 0845 003 7783 or email publications@nice.org.uk and quote reference N1464).

We encourage NHS and voluntary sector organisations to use text from this booklet in their own information about irritable bowel syndrome.

The NICE website also has information about the guideline on faecal incontinence. Visit www.nice.org.uk/CG049
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Some treatments may not be suitable for you, depending on your exact circumstances. If you have questions about the specific treatments and options covered in this booklet, please talk to a member of your healthcare team.
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NICE ‘clinical guidelines’ advise the NHS on caring for people with specific conditions or diseases and the treatments they should receive.
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If you think that your care does not match what is described in this booklet, please talk to a member of your healthcare team.











If a treatment described in this booklet appears suitable for you, but it is not available, you should talk to your local Patient Advice and Liaison Service (PALS) in the first instance. If they are not able to help you, they should refer you to your local Independent Complaints Advocacy Service. 











� When a drug is said to be ‘licensed’ for a specific condition, it means


the drug is marketed and can be prescribed for that condition.


Normally, a drug needs ‘marketing authorisation’ before it can be


marketed or prescribed for a specific condition. The process of giving


a medicine its marketing authorisation is carried out by the Medicines


and Healthcare products Regulatory Agency (MHRA). Further information


on this is available from www.mhra.gov.uk.
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