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PORTER
Type the words food intolerance into an internet search engine or visit almost any high street health food store and you're likely to come across a bewildering range of tests and some pretty wild claims.  First the claims, that food intolerances are the reason you can't lose weight, feel tired all the time and have asthma, eczema, migraine or high blood pressure - the list is endless.  As is the list of methods for picking up these intolerances - some use hair clippings, others blood.  Some can test for reactions to 300 types of food and drink, others to just a few.  Some cost £19, others hundreds of pounds.

But what is a food intolerance?  How is it likely to affect you and what is the best way to find out if you've got one?

To help me sort the wheat from the chaff I'll be talking to someone with one of the more serious forms of intolerance. 

CLIP
I had really painful stomach cramps, diarrhoea, vomiting, I felt tired all the time and I couldn't concentrate at school.

PORTER
And I'm joined by Dr Pamela Ewan who heads up the allergy department at Addenbrooke's Hospital.  Pamela, what do doctors mean when they talk about food intolerance and how does that differ from an allergy?

EWAN
Well I think they differ in various ways but there are different dominant symptoms in the two, there are different timing in relation to when the food is eaten and there are different mechanisms, in other words the way - the process by which the trouble comes around.  So food allergy is usually immediate, very rapid, so often as someone is eating the food they will get quite acute symptoms, often things like rash, swelling, symptoms in the mouth, swelling in the throat and the serious symptom in food allergy is very bad breathing difficulties.  So either due to swelling up in the throat, closing up in the throat, or asthma.

PORTER
And potentially fatal in serious cases.

EWAN
Oh yes it can be fatal.  And that's brought about by a harmful antibody which we for shorthand call IGE - that's the allergic antibody.  So that's fairly defined and usually reasonably easy to recognise.  Food intolerance is much harder, it's a mixed bag and it contains a whole lot of different disorders and a large chunk of it we really don't understand very well.  But the symptoms tend to be different, they tend to be a bit lower grade, a bit more grumbly and they come on longer - after a longer interval after food, so they're not so quick, so it's many hours later.

PORTER
So the sort of symptoms that we'd be talking about - are we primarily talking about gut related symptoms?

EWAN
Yes dominantly gut but not only but very commonly people might feel sort of tummy discomfort, bloating and maybe variable bowel habits, some diarrhoea but there can be a whole lot of other symptoms that patients think are related to food intolerance and may or may not be, including tiredness, headaches, sometimes eczema or other skin problems, there are a whole variety of things that may be labelled as food intolerance.

PORTER
You say maybe labelled, it's a popular label at the moment, what proportion of the population do you as a clinician think might have some form of significant food intolerance?

EWAN
Well we don't know accurately how many people have food intolerance and partly that's because it's hard to actually be sure you've got that label right.  But there have been quite a lot of studies going out questioning the public asking them what they think do foods cause problems and between about 16 and 20% of the population believe they have a food problem.

PORTER
But in your experience it's probably much less than that?

EWAN
I think it is much less yes, much less.  When these people have been taken and actually studied to see if they have got something in relation to a food it's about a quarter of them might have symptoms that are reproducible.

PORTER
But if you think you have an intolerance how do you work out which of the many hundreds of different foods and drinks might be responsible?  Well if you believe the ads, all you need do is send off a sample of blood to be checked for antibodies to various foodstuffs - which supposedly indicate that you could be intolerant to that ingredient.

To find out more we sent producer Helen Sharp  to meet gastroenterologist  Dr Anton Emmanuel from the University College Hospital in London. He has been researching the effectiveness of antibody based tests for a few years, and doesn't seem that impressed.

EMMANUEL
There are commercial kits out there to measure blood levels of various proteins called immunoglobulins in your blood which are the proteins which your body produces in response to certain foreign material that's entered it, either eating it or breathing it in or whatever else.  Now those kits that are available take blood samples and then measure this immunoglobulin response.  And purport to then say very specifically this level of immunoglobulin of this class tells us that you're responsive to beer or kiwi fruit or blackberries or whatever else.  Our feeling, having done some work with this for a little while, is that that is not nearly as specific as one would like it to be, for two or three reasons.  One is that the sort of the standard that's used for all these comparative factors is an internal standard, so technically it isn't a very - it's like auditing oneself rather than auditing against a true external performance characteristic, number one.  Number two is that, probably the most important one, that patients often take this dietary advice from these tests and whereas you may hear the odd success story the majority of patients we don't see coming back to us saying I've reported a fantastic change in my function.  And of the few that do if we follow them up longer term we haven't been overly impressed by how long that effect lasts.  And number three is a question that I think the explanation for why these proteins are up, because they certainly are up, they certainly are measurably high, is because I think what's happening is that some people have a slightly leaky gut, whereby food proteins and food antigens leak from the gut into the bloodstream and the response to which your body's immune system mounts this immunoglobulin response which is then picked up in a global non specific way.  I think it would be slightly erroneous to label these as being specific to certain proteins because of these questions of internal standards, as I say and so on.

SHARP
So you did measure my blood on one of these tests, which is quite freely available, a sort of high street test that people can take, you pay a fee and you pin prick your finger, squeeze the blood out, fill up a little cotton wool capillary tube and what did my results suggest, I mean I don't feel that I have any problems with food, I know if I eat too many prunes I get an issue but I think that's what everybody feels with prunes but were there things which came up there which suggested that I might have a problem?

EMMANUEL
No your results for this test is something - it's a test we're working with for a while now just to try and see what the validity of this test is in various patient groups - your test was unusual in showing absolutely no reactivity for any of the antigens that are measured in the bloodstream, so there's 90 odd things that are potentially looked at, 90 odd proteins, of this immunoglobulin class, none of which came up as anything above control level.  So that's actually a rather unusual finding and I guess in your case we'd say it was compatible with your report that foods cause you no trouble at all.  I have to kind of balance that by saying that we all see patients who report countless intolerances, who have almost identical values to yours and patients who report, like you, no symptoms but have a huge number of discrepant things coming up.  And there are certain sort of usual suspects which come up again and again, things like yeast, things like wheat, dairy products, egg proteins - these are very commonly reported things in these antigen tests, which probably reflect, I would say, as much as anything else, our exposure to these things in our diet rather than necessarily being a specific intolerance or allergy to the foodstuff.

SHARP
So the people who've taken these tests and they've got the warning signs that yeast and wheat might be a problem, they then cut those foods out of their diet and see a miraculous change do they?

EMMANUEL
That would be the hope, the hope that we could actually identify something simple, take the chip out of the system, as it were, and make everything normal.  There's the problem, as I say, is a lot of patients don't find that normality and the few clinical trials that have been undertaken in this have been either flawed or negative and those few patients for whom there is a positive response anecdotally our experience has been equally anecdotally that the longer you follow them up for the more that response declines with time.  And our philosophy is very much that these patients have a global disorder of function and the dietary aspects are merely one aspect of that.  Food is just one thing you put into your system, there's also the things you drink, there's the stress you put yourself under, the antibiotics, the drugs, the social circumstances we live in, these all influence the leakiness of our gut and the symptoms we describe.  So whereas food intolerances may well exist and food allergies undoubtedly do exist what we would contend is that the testing that's available to us right at this moment is not specific enough for population groups first to be able to honestly hand on heart say take this test, change your diet in this way and you'll be better.

SHARP
So what test would you want to see that would actually give you the information that would help diagnose those sorts of problems?

EMMANUEL
I would probably answer that best by taking it from a patient's point and go backwards which is what you want is a test where you can say we have found that you should avoid these following foods and if you do that you're guaranteed to get better.  So that's what we want.  Now the question then comes what kind of test could we do to identify that?  And I think we shall need much more specific proteins tests which actually say when you've been on a standard diet this level of immunoglobulin or this level of protein exposure in your bloodstream reflects that.  The reality is I don't think we'll ever get to that point because our diets are so variable and the content of what's on our diet in the bacteria that are present on the foodstuffs we eat are so variable and that will alter the immune response to that.  I think what we'll end up having probably, hopefully, is something which is a combination of tests like that alongside permeability - tests to look at how leaky one's gut is - alongside some simple blood measurements and some sort of holistic viewpoint of those kind of combination tests looking at structure and function and immune reactivity will allow us to hopefully point towards the patient and say yours is primarily a problem where avoiding this class of foods may help alongside other treatments, these drug treatments or these avoidances.

PORTER
Anton Emmanuel. You are listening to Case Notes. I am Dr Mark Porter and I am discussing food intolerances with my guest  Dr Pamela Ewan from the Allergy Department at Addenbrooke's Hospital.

Pam, I sent my blood off for testing too and it came back positive for egg white, lentils and dairy produce - although I must say I've never noticed a problem with any of them or anything else for that matter. And as Anton pointed out, in that piece, I'm sure we probably all have patients with known problems that have not shown up on testing.  Do you think they have any merit?  You must see a lot of patients who've had them.

EWAN
Yes, no I do.  I don't think they are any good at all.  And we know they're raised in normal subjects.  We've done studies on this ourselves at Addenbrooke's.  I think they're potentially harmful because the trouble is people believe them and then they start avoiding foods and then you can have secondary problems build up because of dietary insufficiency.

PORTER
Well let me play devil's advocate here and say are they at least a decent place to start, are they useful as a screening thing?

EWAN
No.

PORTER
You're nodding your head.

EWAN
No, they don't tell you anything, so they're not a good place to start.  And actually they can lead people down the garden path the wrong way.

PORTER
So they're not even a blunt tool.

EWAN
No, I don't ...

PORTER
They're not a useful tool at all.  Okay.  Which brings me on to the next question which is well do you in hospital have any tests that are more useful?  If I come and see you suspecting that I might be intolerant to a certain foodstuff.

EWAN
Okay well we first have to remind ourselves that there are very defined food intolerances which have particular tests.  So perhaps we'll put these to the side for the moment.  And we're talking about the more difficult area of people with vague abdominal symptoms that are coming and going.  Well I think first of all you've got to take a history, that's very important, and you can often tease out from that what line you might be thinking of as a doctor and which path you're going down.  If it's food intolerance where we can not give a better label than that then what you can try and do is dietary exclusion and reintroduction and that's really the only thing you can do as a way of sorting this out.

PORTER
What you're saying is that for the vast majority it's actually just excluding the suspected foodstuff, you've got no way of identifying that other than from the story?

EWAN
No and there are certain foods we know are more common than others to cause food intolerance.  So you have a sort of shortlist of the most likely ones.  But then you have to take the patient's story into account.

PORTER
And those culprits - likely culprits would be?

EWAN
Well wheat would be a very common one.  Wheat and milk are probably the top two.  But it can be others.  And we would - if we had no idea we might start by excluding wheat and then secondly milk.

PORTER
And how long would you need to exclude for before you'd see an improvement?

EWAN
Well that depends on the patient and if people are having symptoms frequently - every day or day or so - then you don't need to do it for so long - two weeks - as long as you do it really thoroughly.  And then I always feel it's important to put the food back in, to be absolutely sure, so you don't just take it out.  The idea is you take it out, they get better, you put it back in, the symptoms come back.

PORTER
And then presumably once you find a specific food you're then suggesting that they're probably not going to be able to have that forever if they want to remain symptom free, is it lifelong?

EWAN
Well we don't know that actually.  Nor do people necessarily have to absolutely exclude.  This is one of the differences between intolerance and allergy, whereas allergy you really do have to exclude.  With intolerance say we take wheat people can often get away with eating very little of it and only occasionally but it's repeated and larger amounts that cause symptoms.

PORTER
Well let's have a close look at a couple of well recognised intolerances that we mentioned.  Starting with the most common one in the world and that's lactose intolerance. Lactose is a sugar found in animal milks and it requires a special enzyme - lactase - to break into two smaller sugars that the body can absorb. But lactase levels plummet during the first few years of childhood and most older children and adults can't deal properly with the sugars in milk. It's less of a problem in the UK and Northern Europe, but in some parts of the world - particularly China and Thailand -  pretty well everyone is affected to some degree.

Helen Stracey is a dietician at the Chelsea and Westmister Hospital.

STRACEY
Well lactose is the sugar that's found in milk and lactose is made up of two types of sugars - galactose and glucose.  And to digest lactose you need the enzyme lactase within your intestine.  If you've got a lactose intolerance it means that lactase is either deficient completely or partially present, which means that the breaking down of lactose is insufficient.  It produces lots of gases of hydrogen and methane and these gases give symptoms of wind, stomach aches, cramps, pretty painful symptoms and also diarrhoea.  So one would actually know by looking at the symptoms and experiencing the symptoms.  The symptoms can occur from 30 minutes after digesting lactose to maybe two to three hours, depending on what other food you have.  Clearly if you have a glass of milk on an empty stomach you would actually get the symptoms a lot quicker.  If you had milk within a meal and there's was quite a lot of other foods your stomach would be digesting quite a lot of other proteins and carbohydrates with it and it would most probably take longer for the lactose to digest and therefore for you to experience the symptoms.

PORTER
Unlike most intolerances, there is a specific test for lactose intolerance.

STRACEY
There are three tests.  The main test is a hydrogen breath test, whereby you fast overnight, you're given 50 grams of lactose in a solution of water, you drink it and then it would give off hydrogen and methane which is detected on a breath test.  The other two tests aren't really as practical.  There's a stool acid test that's mainly used for babies because the hydrogen breath test is impractical.  And you could have a biopsy of the intestine but that's very invasive and it's only really done mainly for research to fully confirm a lactose intolerance.

PORTER
Lactose is present in all animal milks, but is also found in wide range of other products.

STRACEY
The idea with avoiding milk, it's not always that clear to determine what products have milk in.  So it's actually understanding how milk is described in products.  I mean we've got the main foods of milk and yoghurts and dairy type foods but lactose is also prescribed in quite a lot of over-the-counter prescriptions and it's used as a filler, so it's a matter of understanding and talking to the pharmacist to understand what exactly is in that medicine.  In addition to that lactose is used as a sweetener and a filler in other foods and it can be used in soups, cakes, cereals, pastries, so it is a matter of actually looking at the label and looking for particular words that can relate to milk - so again it isn't always that easy because it doesn't say lactose, it could say casenate, milk derivatives, milk products, milk protein, skimmed milk, whey, whey solids, buttermilk - all these things could actually contain lactose.  In fact whey syrup and sweetener as well is a very big addition to food that actually has lactose in it.

PORTER
Dietician Helen Stracey.

Pamela, I've been thinking, listening to that, of course that the symptoms of lactose intolerance might be a your upset tummy, probably the commonest cause of that that we see a persisting one would be what we would call irritable bowel syndrome, this sort of big diagnostic bin that we put a lot of things in.  I wonder how many people are out there who've got - been labelled as having IBS who might actually have some form of food intolerance like lactose.

EWAN
Well it's possible, I mean IBS is a really tricky diagnosis again because we haven't got a specific test for it and so that's diagnosed when one makes sure that other important conditions are not present.  And I - one would want to think about milk and lactose intolerance in the process of that.  But many patients believe that foods - once they've got the IBS label - that foods make them worse and of course they then start thinking foods are the only driver and start excluding foods and it becomes a sort of vicious cycle.  I think in some patients foods can cause flare ups of IBS and they can minimise that by avoiding those foods but the real problem is that foods, as far as we know, isn't the reason for IBS.

PORTER
Because of course Anton Emmanuel alluded to it earlier on that there's lots of things that affect the guy - our levels of stress, the nerve supply, all sorts of other things that are going on in our environment - food's just the one trigger.  Just it seems recently we've been focusing on it a lot haven't we.

EWAN
Well that's right and of course patients want an answer and it would be nice if they could find a couple of foods they took out and the whole thing was better.

PORTER
Ok, let's move on to another form of intolerance, one of the most serious forms, Coeliac disease, in which a component of wheat, barley and rye, triggers an immune response that can seriously damage the lining of the gut. Sabina Michnowicz started feeling unwell in her late teens.

MICHNOWICZ
I first noticed I had symptoms when I was about 16.  I had really painful stomach cramps, diarrhoea, vomiting, I felt tired all the time and I couldn't concentrate at school.  It took a while for me to realise that it was food related because every time I went to my GP I was told that I had a virus and I was just given Imodium.  But then after about two years, when I started doing my A Levels, I learnt in biology that you can't have a virus for two years.  So I went back to my GP and said can we try something else, can I go to see a specialist?

MCGOUGH
Well Coeliac disease is an intolerance, it's actually caused by gluten intolerance.  Gluten is a protein that's found in the cereals - wheat, barley and rye - and some people are also sensitive to oats.  But the big thing about Coeliac disease is that it is also an autoimmune disease, it's a lifelong autoimmune disease which has a genetic basis.

PORTER
And how big a problem is it - what sort of proportion of the population here in the UK might be affected?

MCGOUGH
Well Coeliac disease is very common, it has the prevalence of one in a hundred.  However, we do know that unfortunately the issues around diagnosis mean that Coeliac disease is vastly undiagnosed or missed or diagnosed late and so currently in the UK only one in eight of those that should be diagnosed are actually diagnosed.

PORTER
And as intolerances go it can be pretty serve.  Give us some idea of the spectrum of the disease.

MCGOUGH
Coeliac disease is very diverse with regard to its symptoms, the way it manifests itself and also any long term problems.  It usually presents with some sort of gut symptoms and they are typical and gut symptoms can mean anything from diarrhoea to constipation.  Very often people complain of nausea, vomiting, wind, flatulence - these are all very common symptoms that we all can relate to I think.  But one of the very important symptoms to pick up on is anaemia which is very strongly associated with Coeliac disease because the area of damage in the gut that is typical of Coeliac disease is where we absorb iron.  So anaemia is a very good symptom.  But of course you do have to have a blood test to know that you're anaemic in the first place.  Also there are skin problems associated with Coeliac disease and one particular problem is called dermatitis herpetiformis.  It has a very typical presentation of blisters and they're usually on the elbows and the knees but they can be anywhere.  And they are also a manifestation of gluten intolerance.

PORTER
And what sort of age are people likely to run into trouble, is it something that starts in childhood?

MCGOUGH
We used to think Coeliac disease was a disease of childhood and only associated it with children but now we know that actually it's a disease that goes on throughout life and it's interesting that most of our members at Coeliac UK are actually members who are 50 plus.

PORTER
You talked about the difficulties of diagnosis, it's often a diagnosis that's missed for many years, how do we actually clinch it in the end?

MCGOUGH
Well the gold standard for diagnosis of Coeliac disease is actually an endoscopy, where a camera's passed down into the stomach and there is a very typical sort of damage which is a flattening of the lining of the gut just below the stomach.  And so the specialist in the hospital will be looking for that.  There's also a biopsy which is associated with the typical damage and that will confirm diagnosis of Coeliac disease.

MICHNOWICZ
Certain foods I can't eat are mainly anything with flour in it, so bread, cakes, pastries, pizza, pasta, that sort of thing.  Malt extract, comes from barley, which contains gluten.  However, many foods also have wheat, starch or cereals that contain gluten in them as an additive, so I have to check everything that I eat.

MCGOUGH
Wheat flour is used in a very wide ranging way in the food industry for thickening processed food, anti-caking agent, so when you pick up a packet of food which most of us do a lot of the time these days then you really need to understand how to select food safely.

PORTER
If I stick to my gluten free diet, hard though it may be, what are the long term implications, will my symptoms settle down and my future be the same as everybody else's?

MCGOUGH
If you stick to your gluten free diet there is a good evidence base that shows that within five years of being established on the gluten free diet your risks of some of the most serious problems associated with Coeliac disease, like malignancy of the gut, actually improve and return to normal.

PORTER
And that risk of malignancy or cancer of the bowel comes from where?

MCGOUGH
It comes from ongoing damage to the gut in untreated undiagnosed Coeliac disease.  And it is not generally associated with treating Coeliac disease.

MICHNOWICZ
It's very difficult to make sure that I get everything that I need to from my diet.  One of the problems with Coeliac disease is reduced absorption so as a result I'm on an iron supplement.  Also because gluten occurs in grains I don't get enough whole grains, so I'm also on a fibre supplement.  And particularly for women I had a bone density scan when I was 25 so that in future if I have any bone loss as a result of lack of absorbing calcium my doctor will be able to compare it with my 20 - when I was 25 and use that as a baseline.

MCGOUGH
It's about trying to make sure that you get established on the diet most of the time.  I'm not therefore advocating that people shouldn't be rigid about their diet because it's really important for long term health.

MICHNOWICZ
Now if I have it it's normally only ever by accident and through cross contamination in a restaurant or something, for example.  However, I feel ill for probably about three days with really bad stomach cramps.  However, the doctors say that even though the pain only lasts a few days the damage takes months to repair.  So it's not worth kind of having a little bit on a special occasion or whatever.

PORTER
Sabina Michnowicz. 

Pamela, there you were talking earlier on about - that most people with food intolerances can have a little bit of what they fancy every so often, it won't do them too much harm but this is the major exception.

EWAN
Yes this is different and this is also different in that we've got very good diagnostic tests, so we can make a clear cut definite diagnosis and there are some antibody tests, a blood test, that can be done which is highly suggestive and then the sort of gold standard, the barn door test, is to have a tiny little camera put down into the stomach and a little biopsy taken.

PORTER
Which just really confirms what a mixed bag food intolerances are.  I mean on the one hand we've got one here that we can tie down and others we've got really no idea.  Just to end on, what do you think about people - the general public - trying their own exclusion diet?  If they have a suspicion that something might be causing some trouble would you be happy for them to do that?

EWAN
I think it's reasonable.  I think we've always got to put in a few caveats like if things don't get better do go to your doctor.  But yes I think so.  And what people should do though is do things clearly and objectively, so one food at a time being tested and not to do it for too long.  So you would expect within two to four weeks symptoms should be better so you don't need to go on for ages and if there's no clear improvement you don't carry on with that, try another food or go to your doctor.

PORTER
And that is where we must leave it.  Dr Pamela Ewan, thank you very much.

I know some of you will have tuned in today expecting to hear a programme about strokes because that's what I promised you last week but please be patient, it will definitely happen next week when I travel to Glasgow to visit one of the UK's leading stroke units to find out why strokes are now being treated with the same urgency as heart attacks.


