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About the Book

Anyone, from babies to adults, can develop Coeliac disease – a sensitivity to the protein called gluten, which is found in wheat and certain other cereals. The gluten causes damage to the absorbing areas of the gut, interfering with the absorption of nutrients and causing vitamin and mineral deficiency.
 
In this fully revised and updated guide, the authors offer reassuring and practical advice to sufferers of Coeliac disease, discussing symptoms and diagnosis, and introducing the gluten-free diet. This includes sound nutritional advice, hints and tips on adapting to a gluten-free lifestyle, and a wealth of delicious recipes for every occasion.

 Understanding the condition is halfway to coping with it. This excellent book helps you to do both.


About the Authors

Dr Peter Rawcliffe graduated from Pembroke College, Cambridge, and carried out his clinical studies at the London Hospital in Whitechapel. He subsequently worked in the Gastroenterology Unit at the Hammersmith Hospital, London, and in 1979 moved to the Radcliffe Infirmary, Oxford. Here he was involved in research into coeliac disease, and in particular in trying to define more closely the damaging components of wheat gluten. He and Ruth James set up the Oxford Coeliac Clinic.

Ruth James gained an honours degree in nutrition from Queen Elizabeth College, London University, in 1975. Following State Registration, she became a dietitian in Oxford and developed a special interest in diets for patients with gastrointestinal disorders. She was Chief Dietitian for eight years at the Oxford Radcliffe Hospital.
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Foreword

Coeliac disease is a well-defined condition in which wheat gluten causes damage to the absorbing area of the gut, so interfering with the nutrition of patients. It can cause a wide variety of symptoms, even though sometimes the gut manifestations are minimal. Keeping to a strict gluten-free diet can transform such patients’ health which, in a number of cases, has been subtly impaired for many years before diagnosis.

But treatment does mean keeping to the diet. This book will help patients enormously to understand why this is necessary and how to prevent such a regime from interfering with their life.

There is an excellent explanation of how food is digested and absorbed and the nature of gluten and how it damages the gut lining. The main body of the book gives valuable hints on how a diet need not interfere with an active social life, both for adult patients and children. A great deal of advice is given about dietary requirements in general and, furthermore, how to make delicious food from gluten-free recipes, so helping patients to have a broad, varied and interesting diet.

All in all a good addition to the coeliac library: I advise every coeliac patient to read this admirable book.

Dr A. M. Dawson, FRCP Physician to HM the Queen (1982–93), Physician to St Bartholomew’s Hospital, London, and King Edward VII Hospital for Officers


Preface to the New Edition

Since the first edition of this book in 1985 the world of coeliac disease has expanded greatly. From being a disease few people had heard of, coeliac disease has now come much more to the attention of the media and the public.

Doctors too have an increased awareness of the condition. Not only do they now have available good blood tests to help with diagnosis, but screening groups of people using these tests has brought about a realisation that many cases of the condition have been undiagnosed in the past. Patient-led groups, for example the excellent Coeliac UK, have also played a key role in increasing awareness of the condition and helping people with gluten intolerance: links with other conditions are receiving more attention and research has benefited from advances in immunology and genetics. A virtuous circle has been created.

So this seems an appropriate time for a new edition of this book; we hope you find it interesting and useful.

Dr Peter Rawcliffe and Ruth James, Oxford, 2004


Introduction

This book is for people who have coeliac disease – called celiac sprue or gluten-sensitive enteropathy (GSE) in North America – or dermatitis herpetiformis, and their families. Our aim is to help you understand your condition and to give practical advice on the gluten-free diet. The first part describes what coeliac disease and dermatitis herpetiformis are and explains the reasons for the treatment with a gluten-free diet. In the second part we give guidance on gluten-free cooking and over 100 tested recipes to help you enjoy an interesting and varied diet.

Two important notes

Firstly, this is not a fad diet book, nor is it intended that it should be used for do-it-yourself diagnosis or treatment. Many of the symptons of coeliac disease can occur in other diseases, so it is unwise to diagnose and treat yourself. You should instead seek qualified medical advice in the first instance. Apart from the fact that self-diagnosis and treatment might not work, you could be delaying the diagnosis of another, possibly serious, condition.

Secondly, this book can only offer general advice: what we say is intended as a general guide, not as individual medical advice. This should be sought from your family doctor or medical specialist, dietitian or other qualified adviser. We have tried to make this edition as up-to-date as possible at the time of publication, but medical knowledge and practice are changing all the time: your doctors will be in the best position to keep you up-to-date. Coeliac UK and equivalent organisations elsewhere also provide current information, including on-line (contact details are given here).

WHAT IS COELIAC DISEASE?

Gluten, a protein found in wheat and certain other cereals, is harmless to most people. However, in coeliac disease it damages the small intestine and so causes a variety of symptoms. We do not fully understand why certain people are affected in this way.

First the anatomy and working of the digestive system. When food has been broken down by chewing, and swallowed, it enters the stomach. Here it is further broken down, both mechanically and chemically. The resulting soup-like liquid then passes through the duodenum and into the small intestine (see diagram below). The upper part of the small intestine is known as the jejunum. Further digestion goes on here and the food materials, which are by now well broken down, are absorbed through the intestinal wall into the bloodstream, and so distributed around the body. Anything that is not absorbed passes into the large intestine (colon) and is excreted in the faeces.

[image: image]
The digestive system; inset shows the circular folds of the small intestine, arrows indicate food being absorbed into the bloodstream.


The small intestine, then, has an all-important role in absorbing the food you eat, so that it can be put to use around the body. When it fails to work properly, and food is no longer absorbed normally, this is known as malabsorption. Coeliac disease is an important (but not the only) cause of malabsorption. Malabsorption of food results in weight loss and deficiencies of vitamins and minerals.

The small intestine under the microscope

The small intestine is a tube about 6.5 metres (20 ft) long and 4 cm (1½ in) in diameter. Its most remarkable feature is that its lining, called the mucosa, over which the food passes, is very highly folded. First, the tube itself has a series of large circular folds in its surface. Next, looking at the mucosa under the microscope we can see numerous finger-like projections: these are known as villi. Each villus is between 0.2 and 1 mm long and can just be made out with the naked eye.

[image: image]
A cross-section of the lining of the normal jejunum with its long, finger-shaped villi (× 130). (In the duodenum the villi tend to be a little shorter, but are otherwise similar.)


A cross-section of a villus at a higher magnification shows a covering layer of tall cells (called enterocytes), and a central core containing, amongst other things, small blood vessels. Finally, if we look at the edge of a single villus at a very high magnification using an electron microscope we can see that on the surface of each enterocyte there is a regular array of minute projections (about 600 per cell): these are known as microvilli. Overall, because of all these foldings, one on another, the surface area of the small intestine is enormous. It has been estimated that the total area in an adult is about that of a tennis court! During digestion the food particles are further broken down on the surface of the enterocytes before passing through the cells and reaching the blood vessels in the villi. From there they are transported away, in the blood, around the body.

[image: image]
The tip of a villus in cross-section (× 350); note blood vessels (BV) within and the enterocytes (EN) of the surface layer.


[image: image]
Part of a single enterocyte, showing the surface microvilli (× 20,000); MV = microvillus; CM = outer cell membrane.


In coeliac disease this process is upset because there is considerable damage to the mucosa, caused by gluten.

[image: image]
The intestinal mucosa of a patient with untreated coeliac disease. The surface is almost flat, with only the remnants of villi to be seen (× 130).


WHAT IS GLUTEN?

Gluten is a protein (or, more accurately, a mixture of many very similar proteins) that is found in several grain crops. The main source in the Western diet is wheat. The bulk of the wheat seed or grain, which forms the food reserve for the new seedling, is milled to produce flour. Flour has two major components – starch and proteins; the main protein is gluten. This is a very sticky material – the word gluten is a Latin one meaning glue, hence the adjective glutinous – and it is largely responsible for the excellent breadmaking qualities of wheat flour, giving it the characteristic doughy feel when mixed with water.

Some other cereals have similar proteins which, like wheat gluten, are also damaging to your intestine if you have coeliac disease. Rye and barley are certainly damaging but there is still doubt about oats (see here). Rice and maize are not harmful.

What effect does gluten have on the intestine in coeliac disease?

In coeliac disease the mucosa of the intestine is badly damaged by gluten. The villi are almost completely lost, only a few small bumps remaining. This appearance is often called a ‘flat’ mucosa and the villi are described as atrophic. Any microvilli that remain are shortened and irregular. Not surprisingly, the result of this damage, with the loss of healthy enterocytes and reduction of surface area, is malabsorption.

What are the symptoms of coeliac disease?

The damage to the intestine can lead to many different symptoms. The commonest are:
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People vary greatly in the symptoms they have. Fortunately, not everyone has every symptom! Any pattern can occur: some people have one of the more unusual symptoms without having any of the commoner ones. None is characteristic of coeliac disease alone – similar symptoms can occur in other conditions. We describe later the tests that have to be carried out to narrow down the possibilities, and finally to decide whether or not someone has coeliac disease.

WHO GETS COELIAC DISEASE?

Both sexes are affected more or less equally, and both children and adults can develop the disease. Babies may begin to have symptoms as soon as they start on gluten-containing foods when they are weaned at about three to six months. The first appearance of symptoms is common from then on until 10 to 12 years old. It is unusual for the condition to start during the teens; most commonly it begins between the ages of 20 and 50. People can develop the disease even later – one of our patients in Oxford was 86 when she became unwell – though this is unusual. We do not know why some people are affected as children but others don’t get symptoms until later in life.

How common is it?

Coeliac disease occurs in many parts of the world including Europe, North America and Australasia. It is quite common in Asians living in Europe. It is rarely diagnosed in India, Africa or China. There are probably several reasons for this. Dietary habits are different and people in these countries eat little gluten. Medical care is often less advanced than we are used to: people more readily accept ill-health and so the cause may remain undiagnosed. There may well be genetic reasons, too, with some races being less likely to develop the condition. Probably it is a combination of these factors, and maybe others we are not aware of.

Now that blood tests can be used to screen for coeliac disease (see here) it has been found that the cases of coeliac disease that are diagnosed are just the tip of the iceberg. (The figures that follow are very approximate but they serve to give an idea of the extent of the problem.)

Coeliac disease is diagnosed in one in 1,000 people in the UK. If undiagnosed cases, as suggested by blood tests, are included, the figure is about one in 100 to 200. Many of these people will have mild, or no, symptoms. If these undiagnosed cases are included, between 0.25 and 0.5 million people are likely to be affected.

The population of the EU in 2000 was 375 million. There are no overall figures for the incidence of coeliac disease in the EU but using the figure for the UK of one case in every 100–200 of the population (not an unreasonable assumption) gives a total of 1.8 to 3.75 million people affected.

A large-scale study published in 2003, using blood tests to screen for the disease, suggests that one in 133 people in the United States have coeliac disease – a total of over 2 million people.

Coeliac disease is particularly common in Ireland, especially on the west coast, where 1 in 200 to 300 people are actually diagnosed with the condition.

An inherited condition?

We have known for a long time that coeliac disease tends to run in families. Certain chemicals, called the HLA antigens, are carried on everybody’s white blood cells and are known to be inherited – like the chemicals on the red blood cells which give you a particular blood group. Research has shown that these HLA antigens are found in a particular combination much more often in people with coeliac disease than in the rest of the population, so it seems that a person’s genetic make-up is important in the development of the disease.

However, there have been a number of cases where only one of a pair of identical twins has developed the condition. As they are by definition genetically identical, there must be other factors apart from hereditary ones. A difference in the amount of gluten eaten is one possibility, but in many of the twins studied the intake has been very similar, so it looks as if there are other unidentified factors.

Although the way coeliac disease is inherited is complicated and not completely understood, some answers can be given to three practical questions that are often asked:

You say that coeliac disease is inherited. If that is the case why is it that none of my relatives has it?

This is not uncommon. There are several possible reasons. Firstly, you may simply not know enough about your relatives’ medical histories. Sometimes when people go into their family history more thoroughly they do come across someone else with the condition. Secondly, there are undoubtedly people with a mild form of the disease who may never develop symptoms bad enough to take them to the doctor. This must have applied even more in the past than it does today. Again, minor symptoms may be attributed to other causes by the doctor as well as by the patient. Thirdly, we do know from careful studies done on several generations of families with coeliac disease, that the condition can skip generations. Finally, the condition has been known by other names in the past, including idiopathic steatorrhoea and sprue, so people may not realise that a relative has had coeliac disease.

What are the chances of my children having the condition?

If you or your partner have coeliac disease then there is approximately a one in 10 chance that any one of your children will have the condition. However, this may be an underestimate, if very mild and asymptomatic cases are taken into account (see How common is it?, see here). As coeliac disease is readily and effectively treated there is no reason for you to limit the size of your family on this account.

My child is perfectly well but is there any way you can tell whether he or she will develop coeliac disease later on?

The short answer is no. If there is coeliac disease in the family, particularly if either parent or a brother or sister has coeliac disease, you should, of course, make sure that your family doctor and health visitor or other medical attendant are aware of this. They can then be especially alert for any sign of coeliac disease developing. Many of the routine checks carried out at baby clinics are aimed at spotting anything going wrong at an early stage. If your child does develop any symptoms that cause you concern, discuss them with your family doctor or health visitor. Blood tests for coeliac disease are now available and can usually be arranged by your family doctor. This is discussed further on here. If necessary, your doctor might suggest getting the opinion of a hospital specialist.

In summary, if your child is well and growing normally there is no cause for immediate concern; but it
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