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Foreword 




  Dr James Le Fanu 




  

    Virtually everyone buying this book will have in common a similar experience. They will, at some time in the past, have been discomforted by a combination of unpleasant

    abdominal symptoms – colicky pains, flatulence, distension and diarrhoea alternating with constipation. They will have lost count of their numerous, often unsatisfactory, medical

    consultations where doctors have prodded their tummies and nodded knowingly on detecting a tender (and to them painful) site. They will almost certainly have been referred for a specialist

    opinion and undergone a series of uncomfortable and embarrassing tests where tubes have been stuck up their bottoms and they have been tilted around on the X-ray table while having a barium

    enema. And at the end of all this they will have been told: ‘we can find nothing wrong’, ‘we have excluded organic disease’ (i.e. you don’t have cancer), ‘you

    have a disturbance of bowel motility’, ‘you have irritable bowel syndrome.’ And what then? IBS is a catch-all diagnosis, perhaps best described as a dustbin diagnosis into which

    all those whose symptoms are not readily explained by some physical change in the lining of the bowel are tossed. There is no specific treatment though virtually everything – psychotherapy,

    hypnosis, dietary manipulation – may help some sufferers. In such circumstances doctors tend to be therapeutically rather nihilistic, usually recommending a high fibre diet, anti-spasmodics

    for the pain, and appropriate drugs for the constipation and diarrhoea. They then leave patients to get on with their lives as best they can.


  




  That at least was the discouraging situation that most IBS sufferers found themselves in up until 1993 when Christine Dancey and Susan Backhouse published their book Overcoming IBS. In

  retrospect the original idea that inspired them was now so obvious, so sensible, it is astonishing that nobody had thought of it before – the experts on IBS are not doctors or gut

  specialists, but the patients themselves. The questionnaire sent out to a network of fellow sufferers that forms the basis of the book generated a whole series of fascinating and important insights

  into the illness.




  The first and most alarming message is just how devastating IBS can be – not only in the physical distress it causes, but also because of the effect it has on people’s social and

  working lives. For those afflicted with IBS the realization that they are not alone in their misfortune, and in the failure of their doctors to provide much in the way of help or support, is itself

  very encouraging.




  Secondly the variation in symptoms of IBS is very striking. For some, pain is the most disabling symptom, for others excess wind, and for others again the disturbance in bowel habits. Thus, by

  definition there can be no blanket or standard treatment such as the oft recommended high fibre diet but rather one that is tailored to the individual.




  Thirdly, the self-discovery – usually through trial and error – by those with IBS of what has proved helpful widens considerably the range of therapeutic options available. Some have

  been helped, often dramatically, by changing their diet and excluding certain foods, others by hypnotherapy and others again by types of complementary medicine such as acupuncture. Just as

  significantly it is important to realize (and not to be discouraged by) the fact that in some cases certain treatments either do not work or indeed may make matters worse.




  The final story about IBS is still to be written. Personally, I suspect the main underlying explanation remains to be discovered and may well have something to do with the gut peptides, the

  complex series of neurotransmitters in the gut wall which control its functions. Then the psychological problems so often associated with IBS, such as anxiety and depression, will be seen to be an

  effect rather than a cause of the disturbance of bowel function.




  In the meantime, though, we have this book whose true importance can best be appreciated by trying to imagine what life was like for those with IBS before it was published. People can turn to it

  for the help, support and advice that sadly the medical profession has, it seems, been unable to provide.




  

    James Le Fanu, G. P. 
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Preface 




  In 1990, there were no organizations, no self-help or support groups, nothing catering for the needs of IBS sufferers. Early in 1991, we decided to set up such an organization,

  which became known as the IBS Network. Our main aim was to help alleviate the isolation of people diagnosed as having IBS by providing a means of contact with fellow-sufferers. This was achieved by

  way of the quarterly journal Gut Reaction, and later through our previous two books. The IBS Network, run from our homes in Sheffield and London in the early days, is now a registered

  charity, with two offices, trustees, workers and volunteers. We even have our own IBS web pages! Gut Reaction, once a black-and-white four-page newsletter, is now a professionally published

  16-page colour journal, with a circulation of 4,000 (1996) and growing all the time.




  When we wrote our first two books, both of us had experienced bowel symptoms, one of us for over 20 years. Once we had contacted others with IBS, we quickly realized that what people wanted most

  of all was to be able to read about the experiences of others with the same disorder. They needed to know that other people were suffering the same ordeals, and were coping with them. The very few

  books on IBS describe the symptoms and speculate on its causes, yet none of them describe what it is like from the sufferer’s point of view. Consequently, although people can read about the

  tests they have undergone and what may have caused their IBS, they cannot read about how painful the tests were, the feelings the tests gave rise to, and how, when each test was shown to be

  negative, they felt as if they were a fraud; IBS has never had the validity of a ‘real’ disease. They have not been able to read about the embarrassment that the loud noises in the

  digestive system can bring, the lack of control felt when rushing to the toilet numerous times a day, and so on. Sufferers had no way of knowing how common their feelings were.




  Apparently IBS was first described in 1820 by a gastroenterologist called Powell. Since then it has been called by various names, including spastic colon, spasmodic stricture of the colon,

  membranous enteritis and vegetative neurosis. IBS is a diagnosis of exclusion: once other, more serious diseases have been discounted (cancer of the bowel, Crohn’s disease, colitis, coeliac

  diseases), and there are no signs of parasites or enzyme deficiency, IBS is diagnosed. It has no known causes, and no cure which is lastingly effective. Sufferers experience continuous or recurrent

  symptoms of abdominal pain, altered bowel habits, flatulence, early satiety, and bloating or a feeling of abdominal distension. Altered bowel habits may give rise to diarrhoea, constipation, or an

  alternation of both. Often there is straining or urgency, and a feeling of incomplete evacuation of the bowel.




  IBS is responsible for a significant loss of work time, a large number of visits to doctors and frequent hospital admissions; it accounts for 30 to 50 per cent of consultations to

  gastroenterologists. However, despite the prevalence of this disorder, there is incomplete agreement on its definition and its status as a valid diagnostic entity and is not taken seriously by many

  doctors – something that can be very distressing if your life is being ruined by it.




  For this book, we have written two new chapters, one about women and IBS, the other on adolescent sufferers of the condition. In the Western world, twice as many women than men are diagnosed as

  having IBS. Knowing this fact sometimes leads people to the conclusion that IBS may be a result of differing hormone levels. While hormones can have an effect on the gut, this explanation

  doesn’t account for the finding that prevalence rates depend on the country in question – we know that more men than women are diagnosed as having IBS in

  India, for instance. So while the symptoms of some women may be worse at different times in the menstrual cycle, the different prevalence rates are probably due to what is called ‘consulting

  behaviour’ – that is, more women than men attend the doctor for most complaints in the UK, probably because it is more acceptable for women to go to the GP with their problems than it

  is for men. This is not the whole explanation, though, because even with people who suffer from symptoms of irritable bowel but who do not  go to their doctor, more women than men seem to be

  affected. Again, this is probably because it is more acceptable for women to admit to these symptoms than it is for men.




  Whatever the reason for the different prevalence rates between men and women, it is clear that many more women have a diagnosis of IBS. Because of this, IBS is often seen as a

  ‘woman’s complaint’ and, like other women’s problems, it may be trivialised by others. Researchers have found that women suffering from what are labelled

  ‘women’s problems’ are often treated with less seriousness than those with other ailments. The belief that IBS is a woman’s complaint affects men, too, of course, for if

  they believe it is a woman’s complaint, it will be that much harder for them to cope. And while women may talk to other women about their IBS, sharing their problems and worries, men are less

  likely to do so. It’s not something they will want to discuss in the pub!




  While women are readily diagnosed with IBS on the basis of symptoms alone, a greater proportion of men are thoroughly investigated before a diagnosis of IBS is made. While some men with serious

  diseases such as Crohn’s disease or colitis may initially be given a diagnosis of IBS, there is more scope for women to be misdiagnosed because of confusion with gynaecological diseases such

  as endometriosis and pelvic inflammatory disease (PID). Discussion of these issues is in Chapter 11.




  While the symptoms of both men and women may be affected by such things as stress, diet and major life events (bereavement, moving house, marriage, divorce, etc.), women have the added

  problems of operations such as hysterectomies and laparoscopies, and normal events such as pregnancy and childbirth. Operations have been shown to have a link with

  abdominal symptoms, and pregnancy also affects and is affected by IBS.




  When we started researching into younger people with IBS, we were told by one medical practitioner, ‘We know that children don’t suffer from IBS.’ Our work with IBS Network

  members, however, showed that nearly half said that they had suffered some symptoms of irritable bowel between the ages of 11 and 17. Some of these sufferers say their childhood was being marred by

  suffering from this disorder. At the University of East London, researchers have investigated young people (11–17) who had been diagnosed as suffering from IBS.




  As far as we know, there is no other written information (for the lay reader) on IBS in children – and yet it is clear that many parents would like information about this. One thing that

  stood out in the interviews with IBS Network members was that parents of children with IBS wanted to meet others in the same situation, and the teenagers themselves would have found it helpful to

  have someone of a similar age (and sex) with whom to share their problems.




  You will notice that some of the views expressed by the contributors in this book differ widely. This is because, although we now know a good deal about IBS itself, the way it is treated depends

  partly on views about what causes it. And however much any particular expert is convinced that his or her view is the correct one, at present there is no consensus. Information is power, so gather

  as much of it about IBS as you can, and try to decide which is the best way for you to tackle your IBS. We hope this book will enable you to do exactly that.




  





  
Chapter 1




  
What Is IBS? 




  Christine P. Dancey and Susan Backhouse 




  

    

      ‘My problems start with a pain, like a dull ache, in the lower abdomen, followed by the most incredible bloating ever seen in a non-pregnant woman, constipation,

      pain and a feeling of general malaise. This is eventually relieved by strong doses of Colpermin and laxatives.’ 


    


  




  Irritable bowel syndrome (IBS) is a collection of symptoms (syndrome) including, especially, unexplained abdominal pain, varying in intensity from mild to extremely severe, and

  altered bowel habits, which can include diarrhoea, constipation or an alternation of both, together with other symptoms discussed later in this chapter. The disorder can be fairly persistent, but

  is often characterized by times when the symptoms become very bad and remissions where the symptoms are much more manageable. IBS is termed a ‘functional’ disorder – which means

  that there is no actual disease which can account for the symptoms experienced.




  IBS is probably a catch-all label for a variety of conditions with a variety of causes linked by a bowel disorder which doctors cannot identify or understand, nor treat effectively. In the past

  for instance, symptoms caused by lactose intolerance have come under the heading of IBS. Some researchers believe there are more IBS ‘sub-groups’ to be discovered and they are trying to

  develop tests to identify them. There is unlikely to be a miracle cure round the corner which will help all IBS sufferers.




  IBS is one of several disorders grouped under the term ‘invisible chronic illness’ (ICI) by Drs Donoghue and Siegel in their book aptly titled Sick and

  Tired of Feeling Sick and Tired.  Other invisible chronic illnesses include lupus erythematosus (lupus), Lyme disease, migraine and thyroid disease. IBS shares certain characteristics with these

  other ICIs – pain, fatigue, bladder urgency, constipation, diarrhoea and sleep disorders, among others.




  

    How does IBS start?


  




  Henry describes how his IBS started:




  

    

      

        ‘I’m 30 now, and have had IBS to varying degrees for about seven years. I was never aware of having any bowel problems when a child. On a few occasions at

        school when I was 17 or 18 I remember feeling the need to go to the toilet during the day, but in general there was no urgency and I was able to last out until I got home. I had one period of

        a few months when I suffered severe flatulence which made me feel as if I needed a bowel movement but wasn’t actually able to do anything. I also became aware of occasionally needing to

        go to the toilet twice in the morning, or in the late afternoon or early evening, particularly if I was on holiday or had gone out for the day. A few years later, when I was in a job which I

        enjoyed, I found I only just had time to open the post before I needed to go to the toilet. It rapidly got worse, and I soon reached a situation where I was having to go three times in quick

        succession in the morning, and often suddenly at other times of the day as well, which quite worried me, as I thought it might be something serious. For a month or so the IBS was probably as

        bad as it ever has been since. I have never really had any clear idea of why IBS developed at this time. ’


      


    


  




  However, different people experience the start of their IBS in different ways – there is no common pattern of onset. Here some other sufferers describe how their IBS

  started.




  

    

      

        ‘It all began a year ago while I had what I thought was indigestion. I took some antacids. On getting up the next day I still had the

        indigestion, but started having bowel problems. This went on for two weeks; I felt unwell and couldn’t eat. My bowel motions began becoming looser and looser till everything started

        going right through me. The GP suggested I go on a liquid diet for three or four days, but I lost a stone and felt weaker. I was also suffering from nausea. I had all the tests, and my GP

        said it was my nervous disposition that was making me ill. I tried everything to get better, but it became worse. I had pain, loss of appetite and eventually depression.’


      


    


  




  Some people link their IBS to a period of stress:




  

    

      

        ‘I have always suffered from a “nervous stomach” at times of stress but it went back to normal once the stressful situation had passed. But a little

        while ago I was off work for four months with various medical problems, and it was all too much for me to cope with. During this time my nervous stomach was completely out of control. The

        diarrhoea was so bad I couldn’t leave the house, I felt very nauseous and had a lot of stomach pain. I also had this most peculiar sensation in my stomach as if there was something

        alive in there and it was chewing at my insides. I have had all the tests and have been prescribed all sorts of medications, but nothing helps.’


      


    


  




  Others can become totally puzzled by their IBS, which seems to have come on suddenly, without any warning:




  

    

      

        ‘Mine came on very suddenly. In the night I woke up with severe pains in my stomach and upper abdomen and started being violently sick, with excessive diarrhoea. My

        GP took me into hospital where they took my gallbladder away, but after the operation I was still suffering very bad pains and still vomiting and having diarrhoea. I lost my job because I was

        unwell. After eight times in and out of hospital I was told that all I had was IBS. It made me feel that no one believed I was ill because it was made out that it

        was nothing important.’




        ‘About four years ago when I was 55 diarrhoea started suddenly, and when it didn’t clear up I went to the doctor. He gave me tablets but that didn’t work. I lost two and

        a half stone, and was very worried. I pass wind a lot, which is embarrassing and out of control at times,’




        ‘My IBS started just after the war. I tend to have spells of trouble on and off which last from a few days to several months. I never know what really triggers off an attack which

        comes when I am not stressed or anxious. I do not get bad diarrhoea, mainly looseness or constipation, but I do have a great deal of pain, particularly with the looseness. Also, wind is very

        troublesome and seems to be the cause of much of the pain. The pain often wakes me at night.’


      


    


  




  Some sufferers found that their IBS started after an abdominal operation:




  

    

      

        ‘I have suffered for six years. After a hysterectomy in 1985 I had problems with constipation and severe spasms. It took 12 months of going to the hospital before

        they told me it was IBS.’


      


    


  




  About a quarter of those people suffered with IBS after having gastroenteritis or food poisoning:




  

    

      

        ‘Just over three years ago I suffered food poisoning. This went, but some time after I started to have griping pains and my bowel pattern became irregular –

        alternate constipation with small pellet motions and then larger motions, sometimes a bit loose, but not really diarrhoea. My stomach rumbled and I started to have bloating and pain, mainly

        on the left-hand side of the abdomen, with muscle spasm and a feeling of being over-full after a large meal.’


      


    


  




  It can be seen that there is no clear pattern in the way IBS starts. In some people the symptoms creep up gradually; in others, they come suddenly

  after gastroenteritis or a stressful event.




  

    What are the symptoms of IBS?


  




  You can see from the above accounts that IBS is made up of many different symptoms. People classified as having IBS may have some or many of the following problems.




  Abdominal pain and spasm 




  Pain can be experienced throughout the abdomen and in different sites at different times. IBS sufferers usually find the pain is in the lower abdomen, although some also

  experience it in the upper abdomen. Some people find the pain is worst in the early hours of the morning.




  Diarrhoea, constipation or an alternation of both 




  In IBS, diarrhoea is caused by food moving too quickly through the system. However, some studies have shown that, although transit times tend to be a little faster in those with

  diarrhoea, the major feature of the diarrhoea is an increased frequency of small amounts of stool. In fact, stool weight per day in IBS patients may be exactly the same as people without IBS

  – it’s just that sufferers with diarrhoea pass motions far more frequently.




  ‘Constipation’ means infrequent or difficult bowel movements. Food moves too slowly through the system, so there is too much water absorption and faeces become dry and hard.




  People with long-term IBS frequently tell us they no longer know whether their bowel habits are normal or not. Thus, sufferers often worry because they feel they have too many or too few bowel

  movements. There is in fact a wide variation in the bowel habits of people without IBS – some people go once every three days, some three times a day, and there are many whose bowel habits

  vary from week to week. It is hard to say what is normal. Bowel habits also depend on what part of the world you live in – by Western criteria, all Ugandan villagers have diarrhoea because

  they produce more than 400 g of unformed stool every day (the rate in the West is 300 g per day). Researchers have tried to define constipation and diarrhoea precisely

  – for instance, some researchers may define constipation as not more than three hard stools per week, with straining, and diarrhoea as more than 21 unformed stools per week – but such

  precise definitions cannot work. Someone who has watery motions and has to get to a toilet urgently may be certain they have diarrhoea, even if their bowel patterns do not strictly conform to the

  ‘over 21’ criterion.




  People who have alternating diarrhoea and constipation perhaps find this harder to cope with – they never know from one minute to the next how their bowels are going to work, and those

  taking medication may find this difficult. Any laxative for constipation may bring on an episode of diarrhoea, and an anti-diarrhoeal drug may cause constipation. This is a difficult problem.




  Bloated stomach, rumbling noises and wind 




  Most sufferers have to put up with the digestive system making loud rumbling noises at random times of the day. Although it is said that other people rarely notice these noises,

  the people we talked to were very bothered by them. Again, while the average person passes wind 17 times a day without noticing it, IBS sufferers are generally aware that they are passing wind and

  are worried that other people know too. The embarrassment adds to their other discomforts. Some IBS sufferers also have to wear loose clothes if they suffer from a bloated stomach:




  

    

      

        ‘I cannot fit into any of my clothes, and tend to find that I cannot finish a meal because I feel bloated and full.’




        ‘I am becoming desperate. This condition is so embarrassing. I constantly need to go to the loo and I suffer from terrible bouts of wind. In my job I deal with people all the time so

        you can imagine how difficult it is. I have to refuse to go out because of it.’




        ‘After having my second child I noticed that I felt bloated and wanted to pass wind, as well as having gurgles and cramps. They came on suddenly after a meal and often I would have

        to rush to the loo, where I would have very runny motions. As you can appreciate it is very embarrassing, especially if you’re in somebody else’s house.

        I would be terrified they would hear me passing wind and I’d be scared to get off the loo in case I had to go back five minutes later.’




        ‘I broke wind one day at work, and someone laughed. I felt so humiliated I felt like walking out.’


      


    


  




  Urgency and incontinence 




  Once the sufferer has the urge to go to the toilet, he or she has to get there pretty quickly! Sixteen per cent of IBS sufferers have experienced bowel incontinence at some time

  or another. Most sufferers are very aware of toilets – their life revolves around them, and it is difficult for them to arrange any journey without knowing exactly where the toilets will be

  situated.




  A feeling of incomplete emptying of the bowels 




  Quite often, sufferers will find that they leave the toilet feeling that they have not done all that they could have. Many people find that, within a few minutes, they have to

  rush to the toilet again. This may happen three or four times in succession, or even more. Needless to say, this is very disruptive to normal everyday life!




  A sharp pain felt low down inside the rectum 




  Pain attacks can be mild or severe enough to make you almost faint. Luckily, most people find this pain passes off in less than five minutes, and in some it is over in a few

  seconds. It also sometimes happens to people without IBS. The cause of this proctalgia fugax, as it is called, is unknown. Although IBS sufferers are more likely than non-sufferers to get

  this feeling, it is not one of the more common symptoms.




  Nausea, belching and vomiting 




  Again, these are not common symptoms, although some sufferers experience nausea to a degree which leaves them feeling weak and unable to eat.




  

    How many people have IBS?


  




  Estimates vary as to the number of people who have IBS. Some researchers say it affects 15 per cent of the population in developed countries. Others say that it could be as high

  as 35 per cent. In any case, IBS accounts for almost half of all consultations to gastroenterologists, making IBS a very expensive complaint – and most gastroenterologists do not feel able to

  treat patients effectively.




  Researchers found symptoms of bowel disorders in over 300 apparently healthy subjects, although few people had bothered to consult a doctor – those seen by physicians are just the tip of

  the iceberg. People usually go to the GP and receive a diagnosis of IBS when their symptoms become more frequent, or more painful. There are twice as many women as men diagnosed as having IBS in

  Britain, although this may be because women in this country tend to go to the doctor more than men anyway. In India the situation is reversed – four times more men than women being diagnosed

  as having IBS.




  In the past it has been difficult to diagnose someone as having IBS; different doctors used different criteria. However, many researchers and doctors now use the Manning Criteria. In 1978

  Manning and his team defined IBS as abdominal pain associated with three or more of the following symptoms:




  

    

      

        • Pain relieved by defecation.




        • More frequent stools with pain onset.




        • Looser stools with pain onset.




        • Abdominal distension.




        • Mucus in the stool.




        • Feeling of incomplete evacuation after defecation.


      


    


  




  A patient is likely to be diagnosed as having IBS if she or he has pain along with at least three of the above symptoms, and in the absence of any other disease. If you have

  abdominal pain without any bowel disturbance, and you are told you have IBS, you should question the diagnosis. IBS is a syndrome – that is, a collection of

  symptoms – and it should not be diagnosed on the basis of only one symptom. In our experience this sometimes happens. If you have constipation only, you are not considered to have IBS.




  

    Symptoms that are not due to IBS


  




  In women 




  It is sometimes the case that women are diagnosed as having IBS when their problem is really gynaecological. For instance, women have been told they have IBS when they actually

  have pelvic inflammatory disease (PID) or endometriosis.




  PID is an inflammation of the pelvic organs which can be due to infection of the Fallopian tubes, ovaries, or both. PID can cause a sharp pain throughout the abdomen, although sometimes the pain

  may be dull. Someone with PID is likely to have other symptoms: pain or bleeding from the vagina during or after intercourse and an abnormal vaginal discharge.




  Endometriosis is a condition in which parts of the womb lining (endometrial cells) migrate to other organs – for example, the bladder or the bowel. These cells act as though they are still

  in the womb, so they respond every month to the hormones produced during the menstrual cycle – they thicken, enlarge and bleed. This can cause great pain in the abdomen and sometimes in the

  back. Intercourse is often extremely painful; periods are heavy as well as painful, and they often become worse towards the end. Because adhesions may have stuck the bowel to the womb, a woman can

  have bowel symptoms as well. In research carried out by the Endometriosis Society in the US, nearly 3 per cent of women subsequently diagnosed as having endometriosis had been previously diagnosed

  as having IBS. Treating endometriosis frequently brought relief of their gastrointestinal symptoms.




  In a survey carried out by Britain’s National Endometriosis Society and published in 1996, 7 per cent of a large sample – 2,463 sufferers! – had been diagnosed as having IBS or

  Crohn’s disease. Most of the research into the misdiagnosis of endometriosis as IBS states that it is symptom similarity that causes problems. However, symptoms

  such as sharp pain during sexual penetration, bleeding in between periods and muddy discharge are not typical of IBS, and yet women experiencing these symptoms have been misdiagnosed.




  Writing in a scientific journal in 1996, a nurse wrote that healthcare workers should show caution when any woman complains of weight-loss, nocturnal diarrhoea, bowel incontinence or blood in

  the stools. She believes that they should be referred for further testing straightaway, and that a careful history is needed to differentiate IBS from other disorders.




  Both PID and endometriosis are treatable. If you have bleeding from the vagina in between periods, if your period pains become worse at the end of the period, if you have an unusual discharge,

  insist that you see a gynaecologist. While IBS symptoms are often worse during a menstrual period, IBS does not cause the symptoms mentioned above. Neither should sex be extremely painful! If it

  is, do not accept a diagnosis of IBS without seeing a gynaecologist. This is the story of one person wrongly diagnosed as having IBS:




  

    

      

        ‘I had what was called IBS for three years. My main symptom was pain. I did have some bowel problems. I also had bleeding in between periods, and painful sex. My

        periods were so painful I sometimes fainted. The GP said my symptoms were due to stress. Over the years the pain was sometimes so excruciating I called doctors out or went to casualty. They

        always told me it was IBS. In the end, it was so bad I paid privately for a laparoscopy – they found I had one of the worst cases of endometriosis ever. Once I was cured of the

        endometriosis, all the “IBS” symptoms disappeared.’


      


    


  




  In women and men 




  Other symptoms which should be checked before IBS is confirmed are rapid loss of weight and rectal bleeding. These are two symptoms which could be due to other, more serious

  diseases. Having said that, however, some people with IBS do lose quite a bit of weight, either because of constant diarrhoea or because of the worry associated with

  having an illness, especially before it is diagnosed as IBS. Bleeding from the rectum can be due to haemorrhoids or more serious causes, so it is important to go to your GP to have this checked

  out.




  

    Will IBS lead to cancer?


  




  IBS is not associated with any other disease; it cannot lead to cancer and there are no fatalities. This may be one reason why IBS is not taken seriously. However, IBS is a very

  common condition which causes misery to hundreds of thousands of people, costs the National Health Service vast sums of money and affects employers whose employees lose time from work. It is

  therefore important to take IBS as seriously as any other illness.




  

    What sort of people have IBS?


  




  According to research, the average age at which symptoms become apparent is about 29, although the range is about 1 to 63. However, the people we talked to ranged from 20 to 78

  years old. Most were women who had suffered from IBS for anything between six months and 50 years! The majority of people, however, had suffered from IBS for less than ten years. The people we

  spoke to were of all ages, both sexes, and with all sorts of occupations.




  

    What causes IBS?


  




  IBS can be considered as a disease of function, rather than of structure – in other words, there is nothing physically wrong with any specific part of the digestive

  system, it is the way the system works that is wrong. IBS has been considered by many practitioners to be a motility disorder (‘motility’ meaning ‘movement’) – that

  is, the contents of the gut move either too quickly or too slowly through the system. However, the case for IBS being a motility disorder is not really established. In IBS, contractions of the

  muscles of the digestive tract may be quite normal and if they are not, the responses are often exaggerated rather than, strictly speaking, abnormal. IBS is therefore

  really a disease of exaggerated gut reaction, although this aspect of it may not afflict all patients.




  People may be puzzled when they are told they have IBS, as it often comes on suddenly and they can see no good reason for it. The causes of IBS are still largely unknown, and there are no cures

  which are lastingly effective. While there are various theories as to what causes it, none of them is very satisfactory.




  Here we give you a brief outline of the various theories which attempt to explain why people suffer from IBS. These theories are discussed in more detail in the chapters to follow. However, in

  order to understand the theories fully, it is important to have some knowledge of your digestive system




  

    Physiology of the gut


  




  The term ‘gut’ encompasses all of the digestive system, from the mouth to the anus. It thus includes the oesophagus (‘gullet’), stomach, small intestine,

  colon and rectum. The gut has its own nervous system, called the enteric nervous system, the activity of which is modulated by the brain via the autonomic nerves and hormones.




  The gut is basically a hollow tube which is made up of smooth muscle tissue that is not under voluntary control. Although some people believe it is only active when you eat, this is not true

  – the gut is almost always active. It does not, of course, work on its own – it is controlled by the nervous system. This is the system which relays information from the outside and

  from internal organs to the brain so that it can process this information and act accordingly. The nervous system can be divided into two: the central nervous system (brain and spinal cord) and the

  peripheral nervous system (which includes the enteric nervous system). Your digestive system is controlled by a complex interaction of these systems, with paths of nerves linking the brain and gut.

  Your hormonal system also works to keep the gut functioning normally, various circulating hormones exerting powerful effects on its muscle.




  The oesophagus is about 20 cm (8 in) long, and leads from the mouth to the stomach. It secretes mucus and transports food to the stomach. When you eat, food is moved

  down the oesophagus by an involuntary muscular process called peristalsis in which waves of muscular contractions pass along the length of the oesophagus. The passage of solid food from the mouth

  to the stomach takes about six seconds. Once the food is in your stomach, it cannot normally pass upwards again; a one-way valve allows food to go downwards only.




  

    [image: ]


  




  The Digestive system, or gut 




  

    The stomach is quite small, but can expand to contain large amounts of food. Food is broken down by various enzymes produced by the stomach, and by mixing and churning movements. This process

    is controlled by messages conveyed via the nervous system, and by chemical messages (hormones). Peristaltic waves occur in the stomach at a rate of about three a minute. Emotions such as anger,

    fear or anxiety can slow down digestion in the stomach, while excitement speeds up the process. The stomach empties its contents within two to six hours after eating. Carbohydrates pass most

    quickly through the stomach, proteins are a little slower, and fats are slowest.


  




  When the food has been sufficiently broken down it travels to the next section of the gut, the small intestine. This is 6 m (20 ft) long but is coiled up, as you can see from the diagram. As the

  food travels down the small intestine, nutrients are absorbed from it through the intestinal walls. Two kinds of movement occur in the small intestine: movements which mix the intestinal contents

  together, and peristaltic waves which pass the contents along. Intestinal juices secreted for absorption and digestion include pancreatic juices, which contain enzymes that break down proteins,

  fats and carbohydrates. The material remains in the small intestine for three to five hours, during which time water is reabsorbed from the material into the body. The semi-liquid material is

  called chyme.




  The large intestine, or colon, is about 1.5 m (5 ft) long. Much of the pain associated with IBS is likely to derive from the colon. The nutrients have mostly been absorbed by the time food

  enters the colon. Waste material is prepared for elimination by the action of bacteria known as the gut flora. These bacteria ferment any remaining carbohydrates and

  release various gases which contribute to flatulence. The material remains in the large intestine for three to ten hours, and should at this time be solid or semi-solid, as the water from the waste

  material should have been reabsorbed by this time. Muscular contractions ensure the faeces are pushed along the large bowel to the rectum. Whether they are solid or semi-solid depends on the length

  of time they are exposed to this process of absorption.




  As the rectum (20 cm/8 in long) fills up with waste material, it triggers the urge to expel the faeces. About 100 g (4 oz) of faeces are passed daily, mostly composed of water, inorganic matter,

  cellulose, fatty substances, mucus and bacteria – the latter comprising 80 per cent of faecal solids. The anal sphincter, which keeps the bowel shut, is under voluntary control, and if you

  relax it, the waste material will be allowed out. If the rectum is not emptied, it will relax and the desire to defecate will pass.




  This is how the normal gut works. It may sound simple, but in fact, the process is very complicated. The nervous system of the brain and the gut, and hormones and other chemicals all have to

  work in harmony if everything is to go according to plan.




  

    Causes of IBS: The theories


  




  Physiological factors 




  The brain–gut link  The gut has its own nervous system which gastroenterologists sometimes think of as the ‘little brain’. This means that is incorrect

  to think of the gut as being controlled directly by your brain as the gut itself is capable of having some control, although what happens in your gut will be passed through to the ‘big

  brain’ in your head and vice versa. Digestive functions are controlled by an interaction between the big brain and the little brain. It could be that IBS is due to a failure in the way the

  brain–gut relationship functions.




  Disorder of the smooth muscle tissue  It has been suggested that some IBS patients may have hyper-reactive, or oversensitive, bowel muscle.

  This could be genetically determined (inherited), or it could be acquired (for instance, from an attack of gastroenteritis). According to this theory, IBS could be a disorder of the smooth muscle

  tissue. Being born with such a disorder, or acquiring it later in life, would mean that you are likely to get IBS, which could be triggered by factors such as some types of food, stress, or hormone

  abnormalities. People without the underlying abnormality of the smooth muscle tissue would not get IBS even when the same triggers were present. People with IBS often have bladder problems such as

  the need to pass water very frequently. This would tie in with the above theory, as the bladder is also made up of smooth muscle tissue.




  New techniques of measuring motility in the gut (the speed at which digested food is moved along) have shown that there are abnormalities in the electrical pattern in the gut in some people with

  IBS; these abnormalities can be triggered by stress or certain drugs, but they are also present without triggering factors. For instance, researchers recorded gut movements while people played

  computer games, drove in London traffic, and heard their own voices through headphones. These activities are acknowledged as being stressful. One or more abnormalities was seen in 19 out of 22 IBS

  patients, but only one in ten non-IBS people. This leads to the conclusion that IBS sufferers have hyper-reactive bowels which react more to any sort of stress than those of normal people.




  Fatty meals have also been shown to provoke a different pattern of motor activity (movements) in the small intestines of IBS patients.




  Other researchers measured motor activity in the small intestines of people going about their own business (i.e. not doing specific tasks set by the researchers). These studies found that there

  were differences in the motor activity in the gut between IBS sufferers and healthy people. It is possible that the disturbed motility produces the symptoms of distension, discomfort and an

  inappropriate urge to go to the toilet.




  Professor Read, Professor of Gastrointestinal Physiology and Nutrition at the University of Sheffield Northern General Hospital, explains that some people have an

  oversensitive rectum, which makes them feel as if they need to go to the toilet when physically there really is no need. Some people may have the opposite problem; they may have an undersensitive

  rectum so that they do not realize when they need to go, leading to constipation. Professor Read also states that some people suffer from an oversensitive or undersensitive bowel, not just the

  rectum, and believes that most people with IBS can be placed in one of these categories.




  Sometimes people blame themselves for having IBS – If only I could cope better with stress,’ they say, or ‘I realize I have to control it with my mind.’ Often they feel

  guilty because they still have the symptoms even when they are leading a relatively stress-free life. They may feel that there is something wrong with them if they cannot control their symptoms.

  This is why it is important for you to know that there is evidence that the tendency to have IBS is biological. That is, you have a predisposition to IBS, and there is nothing you can do about

  that!




  Genetic predisposition  There is some debate about whether the predisposition to IBS is inherited. One study has shown that symptoms are more likely to develop when there

  is an abnormality in the autonomic nervous system, which makes the gut more susceptible to sudden changes in blood flow. Such increases in blood flow are associated with attacks of pain. A disorder

  of the autonomic nervous system also gives rise to migraines, and it has been found that families of IBS patients have a higher rate of migraine headaches. This gives support to the view that IBS

  might be due to a dysfunction of the autonomic nervous system, and that such dysfunction might be inherited. However, the study was conducted on people with recurrent abdominal pain, which may or

  may not have been IBS.




  Trigger factors 




  A response to stress  The most common assumption by laypeople – and some medics – is that IBS is a reaction to the stress of life

  events. Some think it is due to an inability to cope, either part of the sufferer’s personality or a ‘conversion’ symptom – in other words, because you cannot cope with a

  bad marriage or major relationship, and find this difficult to deal with, you convert your problems into bodily symptoms, in this case IBS. Certainly, sufferers often do suffer

  psychologically – they may be anxious and depressed, and research has found that some sufferers remember being under a lot of stress before the IBS started. The problem with these

  retrospective accounts, however, is that many people can recall a stressful episode if asked to do so, even if they are not suffering from any symptoms, and people who are ill have a tendency to

  look back to find ‘causes’ which can explain their illness. Also, if IBS sufferers are told again and again that IBS is a result of stress (and most articles on IBS and books written on

  it for the layperson include stress as a major factor), the repetition can be very convincing! It is clear that stress can aggravate any illness, not just IBS, and it may worsen already existing

  symptoms; whether or not it actually causes or triggers symptoms of irritable bowel when the sufferer is in remission is less clear.




  Some sufferers have given up work, thinking it is work-related stress which is causing their IBS; this helps some people, but others feel that it hasn’t made any difference to them. Some

  sufferers say that their symptoms worsen when they are under pressure. However, many others have gone to great lengths to reduce the stress in their lives, only to find that their symptoms remain

  – or, paradoxically, that they suffer badly during relatively stress-free periods. This is what Maureen, who is in her seventies, found:




  

    

      

        ‘My life is very curtailed by this condition which is a great pity as, after a very stressful life, I have now reached much calmer waters, and it seems very perverse

        that I coped with the stress and then develop this stressful condition when my life has become so much freer. I could live a much fuller and more outgoing life were it not for this

        condition.’


      


    


  




  The colon normally moves food by moderate contractions or spasms. If a person with IBS becomes excited or anxious, the colon reacts with either too few or too many

  contractions, leading to either constipation or diarrhoea. The trigger factor theory accepts that there could be a predisposition to IBS, either hereditary or acquired, and that stress of any kind

  acts as a trigger. Consequently counselling or stress control could be of benefit. Stress is covered in more detail in Chapter 4.




  Although many IBS sufferers report that stress triggers their IBS, and much research supports such an association, in 1996 Professor Whitehead, an expert in gastrointestinal disorders at the

  University of North Carolina, stated that carefully controlled studies have shown that the association between stress and IBS is weak, much weaker than you would expect, having listened to the

  frequency with which people talk about stress and IBS. He concluded that people tend to exaggerate the importance of stress in order to explain the inexplicable.




  Dietary factors  It used to be thought that IBS was due to too little fibre in the diet. Fibre decreases the transit time and also the reabsorption of water from the

  faeces in the colon. This increases the volume of the faeces, makes them pass more easily through the colon, and also results in increased frequency of defecation. However, since IBS people do not

  generally differ from non-IBS people in their intake of fibre, this is not now thought to be the cause of IBS. See Chapters 4 and 7 for more information on diet.




  Many people feel that certain foods make their IBS worse. This is not the same as saying that these foods cause IBS. Although some researchers feel that food intolerance can cause IBS, this is

  not the consensus of medical opinion. However, certain foods could act as a trigger, setting off an attack of IBS in people already predisposed to it.




  Hysterectomy  One study attempted to find out whether hysterectomy patients have an increased risk of IBS. Symptoms were measured in over 200 women six weeks before, and

  then again six months after, their operation. One in five women had symptoms of IBS (mostly the constipation type) before their operation, and over half these women

  actually improved after their hysterectomy. However, one in five women had increased symptoms. One in ten women who had been symptom-free before their operation showed signs of IBS afterwards, most

  of these cases being constipation-predominant IBS.




  The researchers found that many women who already have symptoms when they go for hysterectomy improve afterwards, but some women who have no IBS symptoms beforehand can be expected to have IBS

  problems later. It seems that hysterectomy can act as a trigger for IBS in some women, but it is not known why this is.




  Another study found that women who had had a hysterectomy were more likely to have constipation than other women. This is thought to be because altered hormone concentration may affect bowel

  habit after hysterectomy, especially in women who have also had their ovaries removed. It is also possible that the operation on the pelvic area may have caused damage to the nerves in that

  region.




  Gall bladder trouble  Some of the people we spoke to said their IBS began after their gall bladders were removed. According to Professor N. W. Read this can give rise to

  IBS because the bile acid can leak into the duodenum, and if it is not absorbed, it can have a laxative effect. A ‘faulty’ gall bladder can provoke the same response.




  Mercury poisoning  Some people believe that IBS can be triggered by mercury poisoning. Roger Dyson, a homoeopath, has studied the work of homoeopath Pritam Singh and some

  of the writings of J. G. Levenson, President of the British Dental Society for Clinical Nutrition. Roger Dyson now believes that mercury (used for filling teeth) gives off a vapour which, when

  swallowed, combines with hydrochloric acid to form mercuric chloride; this destroys gut bacteria and allows an overgrowth of candida. The formation of this compound may leave the body deficient

  in hydrochloric acid so that digestion cannot proceed efficiently. Roger Dyson says that the effects of mercury poisoning can be slow, taking perhaps five years or more

  to show.




  Why, then, doesn’t everyone with mercury fillings have the symptoms of IBS? Dyson says that some people are more resilient than others, and not everyone is sensitive to the effects of

  mercury. According to Dyson, you do not need to rush to the dentist to have your fillings out – homoeopathic remedies may, he says, help this condition. In fact, having your fillings removed

  may cause even more mercury damage.




  Hormones  Oestrogen and progesterone affect the function of the colon and the movement of food through it. There are some women whose symptoms fluctuate with the menstrual

  cycle, which is governed by these hormones. However, this is not likely to be a major contributory factor in IBS – although twice as many women as men are diagnosed as having IBS in Britain,

  this is not the case in other countries. It is possible, though, that in some women these hormones can make IBS worse at certain times of the month.




  Disturbance of gut flora  The balance of different bacteria in the gut can be altered by taking antibiotics, or by a bout of gastroenteritis. Some researchers believe that

  IBS may be a result of the gut flora becoming disturbed – the ‘good’ bacteria are pushed out, allowing the ‘bad’ bacteria or yeasts (such as candida) to take over. You

  will find more about this in Chapter 4.




  Is there a link with sexual abuse?  Over the past six years or so, there have been several studies that suggest a link between childhood sexual abuse and later

  gastrointestinal complaints, including IBS. For instance, patients with IBS are more likely to report sexual abuse than patients with inflammatory bowel disease. However, it is not possible to

  compare the studies enquiring into the link between IBS and sexual abuse, mainly because they use different criteria for assessing abuse; also the prevalence rates refer to different types of abuse and different timespans. Comparison of prevalence figures, however, is much less important than the finding that all the studies suggest that there is a link

  between childhood sexual abuse and some gastrointestinal problems.




  Psychological factors 




  Many studies find IBS patients to be more anxious and depressed than non-IBS patients. Some researchers have concluded that their IBS is thus due to anxiety and depression. (see

  Chapter 4 for more on this.) In other words, IBS occurs as a result of the psychological disorder. At the moment there is no way of knowing whether this is the case, or whether

  having a disorder like IBS causes the anxiety and depression.




  Researchers at St Bartholomew’s Hospital, London, in a study published in 1996, found that inpatients with emotional disorders were more likely to have IBS than other people. However,

  their IBS almost invariably preceded  their emotional disorder, and their symptoms had become worse since their emotional problems had begun. The researchers concluded that emotional problems

  affect the severity of symptoms, but do not play a major part in causing them.




  A particular type of personality? To find out whether IBS sufferers have a distinct personality, scientific studies have compared them with other groups of patients such

  as sufferers of Crohn’s disease. Both groups were tested on psychological measures such as neuroticism, extroversion, hostility, fatigue, depression, anxiety and so on, and differences

  between the groups were compared. Studies sometimes contradicted each other, but IBS patients did tend to be more anxious than other people. However, no distinctive personality type has yet been

  pinpointed. Dr Paul Latimer, a professor of psychiatry in the US, says: ‘Psychological studies have found patients to be compulsive, over-conscientious, dependent, sensitive, guilty and

  unassertive . . . Little evidence exists that IBS patients have a distinctive personality profile.’ Other studies have come to the same conclusion.




  All in the mind Living with a chronic disorder for which the medical profession and others have little sympathy can lead to psychological

  problems. For instance, ulcerative colitis, a disease with a definable pathology which causes diarrhoea, pain and general ill-health, may take some time to diagnose correctly, during which time

  sufferers may be told that their symptoms are a manifestation of stress, depression or anxiety. One patient, before a correct diagnosis of colitis was made, was told he had underlying worries. When

  the patient said that he was unaware of this, he was told that he was worrying about something although he did not know it (from Colitis by Michael Kelly, 1992). Studies have been conducted

  which have shown that colitis patients have psychological problems; however, these also show that the problems tend to subside after correct treatment, suggesting that the disturbance results from

  the disease rather than the other way round.




  This may well be the case for many IBS sufferers. Ascribing psychological causes to illnesses is not a trivial matter for people who are suffering with obvious physical symptoms. Attributing a

  psychological cause to a disorder has both advantages and disadvantages. If someone believes that stress has caused their disorder or illness, then the solution for preventing a recurrence and

  becoming healthy lies within themselves. For patients with irritable bowel, attributing their disorder to stress means that they feel that they can, or should be able to, control it. The

  disadvantage is that, if symptoms remain despite all strategies for reducing stress (and this is most likely), depression and anxiety can result. Of course, if stress really does cause, or

  trigger, IBS, then such knowledge must not be withheld from sufferers; however, it is the case that at present this really is not known. While there is no doubt that emotional and

  psychological well-being contributes to physical health, it is common to hear people with IBS cite the stresses they have been through without any worsening of their symptoms.




  Attributing a chronic disorder to ‘stress’ puts the onus firmly on the patient to change and recover, and is often an easy answer for professionals to give when at a loss to know how

  to explain irritable bowel. Medical practitioners have been found to attribute illnesses to stress when there is no apparent organic cause for a patient’s

  distress. One study by two psychologists cited several examples of the reversal of cause and effect by health-care professionals when searching for causes of illnesses: multiple sclerosis sufferers

  are often told their symptoms are psychological or psychosomatic, and their strange behaviours labelled as neurotic or malingering, as are sufferers with chronic fatigue syndrome (CFS), primary

  dysmenorrhoea, diabetes and even cancer. The researchers noted these views particularly affect women, often assumed by medical practitioners to be more likely to be neurotic. Sufferers from

  endometriosis (a gynaecological disease) take an average of eight years to be correctly diagnosed. During the course of their illness they suffer severe abdominal pain, and their bowels may be

  affected – having a bowel movement can be painful, and they may suffer from diarrhoea. Three per cent of these women have previously been diagnosed as having irritable bowel, but their

  symptoms tend to disappear once the endometriosis is treated.




  Health-care workers can be very dismissive of patients when they think patients have nothing organically wrong with them. Patients with IBS, often believing themselves to be the cause of their

  own disorder, and having only a few minutes to discuss their problems with the doctor, may leave the surgery feeling more miserable and ‘stressed’ than ever. The debate as to whether

  IBS is caused by stress, or whether having to live with it causes the stress, will no doubt continue for some time to come.




  

    Can IBS be cured?


  




  There is nothing that cures all the symptoms of IBS, but there are various treatments which can ease some of them. People do recover from IBS. You can help yourself by finding

  out as much as possible about IBS, including the theories of how IBS starts, and what treatments are available. Self-help groups are very useful because they can help sufferers feel less alone and

  more in control of themselves and their symptoms, and they are often a good source of tips on useful treatments. In the following chapters we will describe the medical

  investigations IBS sufferers undergo, the various treatments, and the physical and psychological consequences of having IBS. We will also look at how IBS sufferers cope with the condition, and the

  roles played by stress and lifestyle. The people quoted in this book all suffer, or have suffered, from IBS. It is to be hoped that their stories of how they coped will help you understand IBS and

  be able to deal with the disorder more effectively.




  





  
Chapter 2




  
The Physical and  Psychological Consequences 




  Susan Backhouse and Christine P. Dancey 




  

    

      ‘I live from hour to hour and avoid making plans in advance. IBS has changed my life – I work, travel and so on around my symptoms.’ 


    


  




  Living with IBS can mean a very restricted life. It may prevent you doing things other people take for granted – for instance shopping, car and bus journeys,

  long-distance travel, going for walks or visiting friends. It may prevent you from doing the sort of work you’d like to do, or even working at all.




  If diarrhoea is a problem, you may find yourself having to plan around the availability of toilets in everything you do. If pain is one of your symptoms, you may be stopped from doing things

  because the agony keeps you at home in bed. If you are constipated, you may find you have to keep to a specific routine. If you suffer from wind, you may only want to see people in the open air, or

  not at all. Women with bloating sometimes have to put up with people asking them when their baby is due! Some of the symptoms of IBS can be a great embarrassment: wind, incontinence, having to rush

  to the toilet, being doubled up with pain – these alone can prevent sufferers from socializing. Isolation and depression can follow.




  Many IBS sufferers will tell of the psychological effects of having to live with the condition. It may be hard to cope with for a number of reasons. IBS lacks validity and a sufferer may find

  that doctors and family are far from understanding and sympathetic. It seems to be the luck of the draw whether you get support and useful information from your GP or

  from gastroenterologists, although specialists with a particular interest in IBS, and their staff, can be more sympathetic. At the moment, the medical profession has little to offer in the way of

  effective treatment. ‘There are no known clinical tests that will confirm or refute the diagnosis with certainty and there is no specific therapy for the condition,’ say researchers on

  a study into IBS. Although medical professionals are advocating that IBS is diagnosed on a positive basis – i.e. on the basis of the presence of particular symptoms – it is still, in

  practice, a diagnosis of exclusion: in other words, it’s what you’ve got if you haven’t got anything else! You may go through a series of uncomfortable or painful tests only to be

  told there’s nothing wrong with you, try a high fibre diet, take these anti-spasmodics or this bulking agent, and there’s not much else that can be done to help you. You may be given

  tranquillizers or anti-depressants and told to reduce the stress in your life, but as Louise, a 32-year-old housewife, says, ‘It’s having to live with IBS that causes me the most

  stress.’




  Family and friends may not understand and you may feel they see you as lazy or wanting attention, or being unable to cope with life. Because of the attitudes of others, and sometimes of the

  medical profession, it is not uncommon for IBS sufferers to blame themselves or feel guilty about their condition. However, a supportive GP, relative or friend can make all the difference.




  The symptoms themselves are hard to cope with. Quite apart from the main symptoms of diarrhoea and/or constipation, abdominal pain, bloating and wind, there may be secondary ones. For instance,

  many people with IBS experience panic attacks – a racing heart, difficulty in breathing, sweating, a feeling of faintness and sickness. This can be a very frightening experience that can make

  you think twice about putting yourself in the same situation again. The panic attack may be caused by the fact that you were in a place where no toilet was nearby and you feared you were going to

  have an accident. Indeed, you may not have made it to the toilet in time – incontinence is more common than people realize. Thereafter, that location –

  whether it was in a supermarket, on the street, or even at home – can bring on feelings of panic because you fear it happening again. Consequently you avoid those situations, or suffer great

  anxiety when you are forced into them.




  Sufferers may develop obsessions or other behaviour that seems strange to non-sufferers. You may feel safer or more comfortable in certain clothes, you may take to wearing incontinence pads or

  sanitary towels, you may not be able to leave the house without going to the toilet many times, you may not be able to eat in public, you may not feel able to stay at friends’ homes, you may

  have to avoid morning appointments or events in the evening, you may develop routines in the morning or at bedtime that cannot be broken without causing you anxiety. These limitations will be

  understandable to other IBS sufferers, but you may not feel able to explain why you can’t go out for a meal with a friend or for a drink with work colleagues, for example. Therefore, you may

  resort to elaborate behaviour patterns. You make bizarre excuses to avoid situations that make you anxious: you’d rather be thought to be unfriendly or unsociable than explain why you

  can’t go out for a meal; you go out of your way to avoid someone you know in the street in case she stops to talk and you want to go to the toilet, or are in pain, or need to fart . . .




  Needless to say, if people with IBS feel that they cannot be open about their symptoms they can become isolated and depressed and may feel ashamed of their behaviour, or inadequate about their

  inability to cope. But coping is just what you are doing – coping in the ways that are available to you (see Chapter 3 for more on coping).




  When sufferers do not feel they cope well with their IBS, depression can be the result. Says Sheila:




  

    

      

        ‘I cope very badly. I’m in tears most days as it’s so bad when I get up and continues through the day and night. I get very frightened of going to work

        and sitting all day with so much congestion and pain, with nowhere to go to alleviate it.’


      


    


  




  Some people have sought psychiatric treatment because of the stress and anxiety they suffer. Many do not feel optimistic that their IBS will improve,

  especially if they’ve had it some time and it hasn’t got better, or has even got worse.




  Other secondary symptoms include fatigue and lethargy, when you are unable to do anything but curl up with a hot-water bottle. This adds to the frustration, as you feel that your life is passing

  you by. There are so many things you want to do, but are prevented from doing. Pat, a 37-year-old secretary, feels like that:




  

    

      

        ‘I feel that four years out of the five I’ve had IBS have been ruined, wasted. I don’t have any leisure activities at all. I gave them all up. For four

        years I didn’t go anywhere on holiday, or go to a restaurant; I didn’t eat in the street in case I couldn’t find a loo, I didn’t visit anyone, and I stood at the back

        of the church where the loo was. In the cinema, I have to sit in the end seat, just in case.’


      


    


  




  Many sufferers worry about the future. How will they cope with their IBS? What jobs will they be able to do? They worry about having panic attacks, about incontinence and pain,

  about not being in control of their own body.




  Why is it so common to find that people with IBS feel somehow it is their fault, and why does guilt often accompany an attack?




  

    

      

        ‘I get so depressed and fed up with myself because it’s not fair on my son to find me in bed all the time when he gets home from school.’




        ‘I always felt like a hypochondriac, so played down my symptoms at consultations.’




        ‘The doctors were pleasant but made me feel inadequate because I couldn’t cope with IBS.’




        ‘I would probably have felt too guilty at being stupid enough to have IBS to join a self-help group. I always feel I should cope better.’


      


    


  




  It is usually the attitudes of people who don’t have IBS that trigger these feelings in us.




  

    

      

        ‘I’m fed up with being told, however indirectly, that I’m some kind of stressed-up failure who likes to be the way I am because I either want to avoid

        life or am lazy!’




        ‘I am fed up with having a reputation for being late or thought of as being lazy. It is impossible to explain to someone who is “normal” how you can have been up since

        before 7 am but still find it difficult to get out by 9 am.’


      


    


  




  Embarrassment is common. Bowels and their problems are, at best, an unglamorous subject. Some people find having IBS more embarrassing than others. Claudia describes how she

  feels:




  

    

      

        ‘I would die if anyone knew about it. To even my closest friends this is top secret and I spend my life inventing excuses for why I can’t do things. The

        distressing thing is that I would love to join in and do things other people do, but my life depends on my stomach.’


      


    


  




  Claudia, now 42, has had IBS since she was 16. She was only diagnosed three years ago, and during the previous 23 years, she presumed she was a ‘nervous wreck’.




  

    

      

        ‘When I was eventually referred to a specialist I was quite relieved that it was a recognized problem. Perhaps someone somewhere had had it before!’


      


    


  




  She goes on to describe how it all began:




  

    

      

        ‘We moved south when I was 16. I joined the sixth form down here and then the problems started. I had to leave school after three months of hell, much to my

        parents’ disappointment. Like them, I too expected I would go on to university and get a good job, but now I couldn’t even sit in a classroom for 30 minutes. Even sitting in the

        doctor’s waiting room was a trial. No one understood. I began to feel I was mental and made up all sorts of reasons about having to leave school to look

        after my sick mother. I was taken to see psychiatrists and diagnosed as having “nerve problems”.




        ‘When I was a teenager I think I was regarded as a freak as I always wanted the TV or radio on to drown my stomach. I am still the same now but, being a housewife, at least I am in

        charge of the situation at home. The problems start at other people’s houses. People began to think I had a fear of “quiet” so I had to let them think that. It was less

        embarrassing. Saying you are claustrophobic gets you a seat on the end of the row in a theatre or restaurant so that you can dash to the loo. Having a migraine is useful for getting out of

        things you just can’t face.




        ‘I now have three children and they have been marvellous to hide behind. You can always leave anywhere to take a child to the loo (and go yourself) and you can always talk and make

        noises with a child in a quiet situation – for example, doctors’ and dentists’ waiting rooms.




        ‘I find it impossible to attend talks at the children’s schools. I dread parents’ evenings. In fact, I don’t eat for three days beforehand in case that will help. I

        dread things months ahead because I don’t know how I can get out of them.




        ‘I can’t go to church because I can’t sit through the sermon. They asked me to be a school governor but I had to leave the meeting to go to the loo so I made excuses to

        get out of that. People think I’m afraid of commitment – but it’s not that.




        ‘All in all, to everyone else, I am a likeable person, but because of all these problems they probably think I am a bag of nerves. I am not. All I need is a new stomach.’


      


    


  




  Having IBS in this society can, as Claudia describes, seriously influence a person’s behaviour. Dora, who has had it for 14 years, writes about the lasting effects on

  her:




  

    

      

        ‘After all these years the actual bouts of IBS are rare and short-lived but unfortunately, what is almost worse, I have been left with a terrible phobia about being

        in any situation where I do not have easy access to a toilet. The panic caused by the threat of being in such a situation is indescribable and causes instant,

        terrible diarrhoea.’


      


    


  




  

    Sex and relationships


  




  In the study we carried out among IBS Network members, nearly half of our respondents (46 per cent) said IBS directly affected their sex lives. Sometimes IBS can make sex

  painful for both women and men. ‘Painful sex with my husband was never really examined by doctors for IBS. I was told it was just one of those things,’ says Tina, a 33-year-old who has

  had symptoms since she was 25.




  Other times the symptoms a person is suffering can take away all desire. Sex may also be affected by embarrassment, as Judy, a 41-year-old housewife who has had IBS for ten years, says:




  

    

      

        ‘I worry that I might pass wind during intercourse. I was brought up to believe that passing wind just wasn’t the thing to do and I get very embarrassed about

        it. Men make fun of it between themselves, but if a woman does it, it’s a different thing.’


      


    


  




  Andrea, a 26-year-old administrator who has suffered the condition since she was 13, says:




  

    

      

        ‘Regrettably, I’ve never had the chance to find out if IBS would make sex painful for me. Apart from embarrassment, it often makes you feel too ill to care

        about the opposite sex.’


      


    


  




  ‘I’ve never had a relationship as I never go out. By the evening I am in too much pain and bloated,’ says Megan, a 42-year-old ex-teacher who has had IBS since she was 21.

  Dorothy, an admin officer in her thirties who has had IBS ever since she can remember, finds sex painful:




  

    

      

        ‘I have no partner at present. Most positions are painful. I only seem to be comfortable on my side with absolutely no pressure on my abdomen.’


      


    


  




  And Rita, who has suffered from IBS for 22 years, says:




  

    

      

        ‘Sex has for some time not been attempted for fear of being “caught out” at a highly personal moment in time, but after 24 years of marriage, love, hugs

        and kisses make up for an awful lot of missed sex life!’


      


    


  




  IBS often causes a lot of friction and tension between the sufferer and those with whom they live closely. This is almost inevitable unless the loved ones are particularly

  understanding – or suffer themselves! In extreme cases, relationships are ruined and marriages break down. Gail remembers:




  

    

      

        ‘I felt a failure in coping with IBS. When the children were small, and my husband’s workload permitted a family outing, it always, so it seemed, “played

        up”. He would say, “I knew this would happen,” and I felt devastated. I did become depressed and anxious largely due to the IBS – not the other way round as my current

        GP imagined. I would go as far as to say I think it played a part in our consequent divorce.’


      


    


  




  For Claudia, the worst occasion was:




  

    

      

        ‘. . . when my husband’s boss invited several people and their wives to his house for dinner and I just couldn’t face the embarrassment of my stomach and

        refused to go. He went on his own and said I had to babysit for someone. I really felt I let him down and I’m sure his boss must have thought our marriage was on the rocks.’


      


    


  




  IBS can also affect one’s self-confidence, as Sarah, who is 53 and has had it since she was in her mid-thirties, writes:




  

    

      

        ‘IBS has had a profound effect on my love life! I used to feel very sexually confident and outgoing. However, since developing IBS, I have had very few relationships

        and have become pretty reclusive. I have recently been contemplating the possibility of starting a new relationship with someone, but am very aware that

        embarrassment about wind etc. has left me feeling it’s not worth going through all the anxiety, so I haven’t done anything about pursuing the relationship.’


      


    


  




  IBS has prevented Lorna from leaving her husband:




  

    

      

        ‘My marriage is not terribly happy, and if I was “normal”, I would probably have left my husband several years ago, but I don’t have the courage to

        do so. He may have his faults, but he has always been absolutely super regarding my problems. He never minds how many times I need to visit the loo, and is very understanding. I feel it would

        be awful to have to start again with someone else, and try to explain. Imagine being with someone new, perhaps the first time you make love, then having to rush off to the loo! Also, if I

        left I would have nowhere to go. I would have to rent a flat or house, and I cannot afford it on what I earn. I could share with another girl if I were “normal”, but I

        couldn’t even think about sharing the way things are. So I continue in a dead marriage. We don’t argue a lot, I can’t say it is stressful, we just live in the same house but

        don’t communicate a lot. We have nothing in common, he goes out, I spend a lot of time on my own. I feel there is more to life than this, but what can I do about it?’


      


    


  




  Lack of self-confidence can be a problem for men as well as women. Steven, a 24-year-old admin assistant, explains how he feels:




  

    

      

        ‘I don’t dare have a girlfriend. I lack self-confidence in that I’m dependent often on being near a toilet. I feel different, abnormal and frustrated in

        not being able to do what I want.’


      


    


  




  Henry echoes Steven’s sentiments:




  

    

      

        ‘It makes it difficult to develop relationships with the opposite sex – what girl would want to go out with a man who daren’t go out of reach of the loo?

        How can I be open with them about it?’


      


    


  




  Maisie, on the other hand, doesn’t feel that her IBS has had any great effect on her relationships:




  

    

      

        ‘I live alone and am not at present in a long-term relationship. I make a point of not telling new friends about my IBS. I want them to know me first as Maisie and

        not “the girl with the IBS”. Nobody has run off yet when I’ve told them! I still have a lot of interest from men as I did before I got IBS and I’m glad to say I

        haven’t lost interest in them!’


      


    


  




  

    How work is affected


  




  Maisie is 34 and has had IBS for the past three years. Her working life as a civil servant has been severely affected, because pain prevents her from sitting down for more than

  ten minutes at a time.




  

    

      

        ‘For the first seven months, the pain was on and off. I underwent the usual medical tests which meant time off. My employers were very sympathetic. After seven

        months, the pain became and has remained continuous. Every minute of every day I’m either in bad or very bad pain and discomfort. There is no relief except for when I sleep.
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