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Foreword

Long before I was diagnosed with coeliac disease and even before I became the resident doctor on ITV’s This Morning, I was particularly concerned with health issues that had a big impact on people’s lives but weren’t well known. I feel that it is my duty as a general practitioner to get to the root of people’s problems and begin the process of healing, even though at times diagnosis and treatment can be complicated processes. This is why the widespread misunderstanding and confusion surrounding coeliac disease sparked such an interest in me.

I was appointed Health Ambassador for Coeliac UK in July 2007, just months before I received the MBE from Her Majesty the Queen, and relished the opportunity to work alongside a national charity doing such great work to support people with the condition and in raising awareness. Once I had learned more about its work I was keen to get involved and I haven’t looked back since.

My position as Coeliac UK’s Health Ambassador began to make clear to me the level of suffering that some people endure until they get an accurate diagnosis. I had never considered that the condition would have such a direct effect on my own life.

When I became ill it seemed impossible to me that the symptoms I was experiencing could be coeliac disease. As a doctor it is difficult to interpret your own symptoms objectively, so I became another coeliac who was misdiagnosed with irritable bowel syndrome (IBS). I was losing weight rapidly and was regularly gripped with terrible stomach pains and troublesome diarrhoea. Despite treatment for IBS my symptoms persisted, so I returned to my gastroenterologist, who performed a blood test and intestinal biopsy for coeliac disease. The disturbing factor for me was the not knowing – and although the positive diagnosis came as a shock, I was grateful to have answers.

My diagnosis reinforces my drive to raise awareness of coeliac disease and illustrates the importance of quick and accurate recognition of the condition. My work with Coeliac UK has been incredibly rewarding, and I have seen real growth in awareness of the condition, something to which I think Coeliac Disease: What you need to know will contribute.

Now that I am on a strict gluten-free diet for life, I realize how difficult it can sometimes be to stick to this, the only treatment for coeliac disease, and maintain the lifestyle I was used to. Even in the short time I’ve been diagnosed I’ve seen an improvement in restaur­ants and shops selling gluten-free food, but this does need to get better so that we can eat out without the worry.

One of the reasons I struggled to identify my own coeliac disease was the wide-ranging list of complaints that can be associated with it. Alex Gazzola’s book addresses this by comprehensively listing the full spectrum of symptoms associated with coeliac disease in a step-by-step introduction to the condition as a whole.

To the casual reader, this book will be impressive because of the amount of interesting information available. To those who have coeliac disease it will provide a lifeline that allows them to allay their own fears while learning of the advances in medical research and the food industry in recent years. Diagnosis is the first challenge. There are half a million people living with symptoms in the UK who have not been diagnosed and are not even aware of how much better they could feel on a gluten-free diet.

It was a great honour to be asked to write the Foreword to such a thorough look into the world of this condition. Coeliac disease represents a confusing journey for so many people, and this book provides an accurate and supportive guide to help clear away the fog along the way.

Dr Chris Steele MBE

Health Ambassador, Coeliac UK
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Note to the reader

This book is designed to be as helpful and supportive as possible but cannot be used to diagnose or treat a medical condition, and neither is it intended as a substitute for professional advice. If you suspect you have a problem, consult a doctor.


Introduction

Coeliac disease hasn’t always been with us because gluten hasn’t always been with us.

For most of the 200,000 years during which we humans have been around to nourish ourselves, we’ve done so by foraging for vegetables, roots, fruits, nuts, leaves, grubs and insects – supplemented with the odd feast of scavenged or hunted meat.

Around 10,000 years ago, we observed that the watered seeds of plants could give life to new plants of the same kind, which in turn would grow, eventually to bear more seeds. From there, the leap to cultivating plant-based crops and building permanent bases around these new sources of food was a swift one. The hunter-gatherer lifestyle gave way to one of agriculture and settlement. The Neolithic agricultural revolution had begun.

Barley and ancient forms of wheat – einkorn, emmer – were cultivated first in the Fertile Crescent, and later more widely, as our ancestors migrated from the Middle East to China, Europe and beyond. The domestication of animals introduced their protein-rich products – milk, eggs – into our diets too. These were all novel foods to humans. Never underestimate the human capacity to adapt – it is why we are still flourishing – but not everyone’s body could manage the transition so seamlessly. Food sensitivities began to emerge.

These intolerances are unlikely to have been considered new illnesses. Coeliac disease would have been looked upon much as any other severe, unpleasant disease characterized by the not unfamiliar symptoms of diarrhoea, wasting and general malaise common at the time, due to any number of bacterial infections and gastro­intestinal upsets that would routinely have shortened lives. We must assume deaths related to coeliac disease – especially in the young – continued grimly for many years.

It was a Greek physician, Aretaeus of Cappadocia, who first distinguished – and named – coeliac disease in the first century ad. ‘If the stomach be irretentive of the food and if it pass through undigested and crude, and nothing ascends into the body, we call such persons coeliacs’, he was found to have written, when his medical texts were translated into English in the nineteenth century. (The word ‘coeliac’ was derived from Aretaeus’ use of the Greek word koiliakós, meaning ‘suffering in the bowels’.) It is remarkable how astutely he recognized the poor absorption of nutrition that characterizes classical coeliac disease.

Aretaeus had also observed that ‘bread is rarely suitable for giving strength’, but little progress was made on the dietary connection until Dr Matthew Baillie, an early nineteenth-century physician, noted that some of his coeliac patients ‘have appeared to derive considerable advantage from living almost entirely upon rice’. Yet even this observation was largely overlooked, and it wasn’t until the late nineteenth century that paediatrician Samuel Gee, renowned lecturer in medicine at St Bart’s Hospital, London, moved us a step forward.

‘A kind of chronic indigestion which is met with in persons of all ages’ was how Gee described the illness he dubbed the coeliac ‘affection’. He wrote of the ‘wasting, weakness and pallor’ of patients and noted rightly that ‘if the patient can be cured at all, it must be by means of diet’. He was almost there when he stated that ‘the allowance of farinaceous [floury] food must be small’, yet his diets were imperfect: they recommended meats and mussels but also thin slices of toast, and they disallowed fruit, vegetables and safe sources of starchy carbohydrate. There would have been improvements on such a lower-gluten diet, but not relief by any means.

Progress was patchy in subsequent decades. It was observed that non-diarrhoeal forms of coeliac disease could exist, and that there was a greater co-incidence among family members.

In 1924 the banana diet became popular. Introduced by American paediatrician Sidney Haas, who attempted it experimentally on several children whose health subsequently improved, the diet eliminated potatoes, breads and all cereals, and remained the treatment of choice for several decades, doubtlessly sparing lives. Haas believed it was the removal of carbohydrate that drove recuperation in coeliac patients, and he maintained this conviction long after it had been demonstrated that what was actually responsible was the restriction of wheat protein – that is, gluten.

The breakthrough

It was the insight of Dutch paediatrician Willem-Karel Dicke that led to this landmark discovery. It is widely related that he made the observation during the Second World War that coeliac children improved markedly when wheat and rye flours were unavailable and relapsed as soon as supplies were restored to the Netherlands. But he had, in fact, begun to suspect a link to wheat by the mid-1930s, after manipulating the diets of some of his young patients upon hearing anecdotal reports from mothers of the benefit to their children of a bread-free diet.

After years of research, development of his diet, and more formal studies, Dicke became convinced of the value to coeliacs of excluding wheat, and by the early 1950s he had shown that it was its protein – not carbohydrate – that triggered coeliac disease, a fact soon confirmed by other European researchers but that took longer to be accepted in America.

British physician John Paulley realized in 1954 that gluten eroded the architecture of the small intestinal lining, and that this damage could be at least partially reversed by avoiding gluten. In 1956, gastroenterologist Dr Margot Shiner developed a medical device that could be passed through the mouth, oesophagus and stomach and into the small intestine to allow the removal of samples of its lining. These could then be examined for any characteristic erosion. And so what became the diagnostic technique in the 1960s was developed: biopsy to look for damage, followed by a gluten-free diet, followed by another biopsy to look for improvement, followed by a gluten ‘challenge’, followed by another biopsy to check for the return of damage. This elaborate process, as unpleasant as it was for the patient, was considered necessary, given there could be other possible causes of intestinal lining inflammation and erosion.

Also in the 1960s, the hereditary nature of coeliac disease was established, as was gluten’s link to the coeliac-related skin condition dermatitis herpetiformis. The Coeliac Society – now Coeliac UK – was founded.

The 1970s and 1980s were characterized by debate and research on the reason for coeliacs’ gut sensitivity to gluten. Was it a toxin in the protein? An absent enzyme? Gradually it became recognized that coeliac disease was associated with so-called autoimmune conditions – diseases in which the body’s immune system attacks its own tissues – such as type 1 diabetes and thyroid disease. And in the late 1980s and early 1990s, the theory of an immunological basis for coeliac disease was finally accepted: it too was an auto­immune disease, triggered by gluten and associated with particular gene types.

Blood tests to examine levels of antibodies associated with the disease could now be developed, paving the way towards more convenient ways of making the diagnosis of coeliac disease and reducing the need for multiple biopsies to just one. Population studies suggested a prevalence much higher than previously believed – closer to one in 100 than one in several thousand – and with that came the appreciation of a huge underdiagnosed population worldwide.

The current picture

Thanks to campaigning from coeliac charities, increased media coverage and the voices of coeliacs themselves, there is undoubtedly a greater awareness of coeliac disease and the gluten-free lifestyle. Specialist gluten-free foods have become widely available, and we have seen remarkable growth in this ‘free from’ sector. Food labelling is more precise.

Gastroenterologists (specialist gut doctors) now appreciate that coeliac disease manifests itself in a spectrum of symptoms – so much so that it should no longer be looked upon as solely a disease of the gut. Genetic advances – many beyond the scope of this book – continue worldwide. Clinical trials of a number of therapies are under way too, including enzyme pills, vaccines and other treatments. Within ten years, the lives of coeliacs could be transformed. A cure is not out of the question.

How this book will help

We are living in a time of nutritional information overload: never before have we been so bloated with advice on what, how and even when to eat – and why. Increase antioxidants to fight cancer. Reduce tomatoes to ease arthritis. Boost oily fish to relieve eczema. The evidence base for these and other claims like them varies considerably, but the public would be forgiven for thinking that there are any number of diseases that can definitively be treated through dietary manipulation alone. The truth is that there are few.

Coeliac disease is one of them.

In writing Coeliac Disease: What you need to know I’ve taken what we currently know about the disease and tried to distil it into a slim but fact-filled volume. Essentially, it tells you how to find out whether you, or your child, need to avoid gluten, how to avoid gluten if one of you does need to, and how best to ensure a healthy gluten-free life.

It covers essentials such as testing and diagnosis – but if you’ve been diagnosed already and have been given a good grounding in coeliac disease from your dietitian or gastroenterologist, you can jump forward to the chapters on food labelling, diet and nutrition. The psychological and emotional impact of coeliac disease is usually given little coverage – a chapter here addresses that. Some of the more recent and exciting developments in coeliac disease are looked at in the final chapter. A comprehensive ‘Useful addresses’ section collates the useful associations and sources of information referred to throughout, many of which can offer answers to questions beyond the book’s scope. Finally, the books listed in ‘Further reading’ provide additional sources of information.

The book, then, is aimed at several groups of people:

•those who suspect they may have the condition and want to find out more;

•adults or parents of children who have recently been diagnosed with the disease, and need a supportive, practical guide and convenient reference book; 

•long-established coeliac patients who are interested in learning about the more recent developments, and how these may affect them.

Others, I hope, may also find the book useful: those eliminating gluten for other health or lifestyle reasons, loved ones of those with coeliac disease, student or qualified dietitians and doctors, health writers . . .

Note: the abbreviations CD (coeliac disease), GF (gluten free) and GFD (gluten-free diet) are used throughout. (The term ‘gluten free’ when used in specific relation to food labelling is not abbreviated.)

Note on the revised edition

In the four years since I wrote the first edition of this book, much has changed in the world of coeliac disease. Inevitably, this has meant substantial revision – from updates to the ‘Useful addresses’ and ‘Further reading’ pages and minor adjustments to figures, to complete rewrites of several sections.

As far as the major changes go, perhaps the most important are those concerning food labelling. New laws were introduced at the end of 2014, affecting not only how prepacked foods are labelled, but also how allergen information is conveyed with respect to non-prepacked foods – and in food service too. Accordingly, Chapters 3 and 4 have been revised heavily.

Substantial revision was also called for to Chapter 10, ‘Staying well’. We now have a greater understanding of possible causes of continuing symptoms in patients diagnosed with coeliac disease and compliant with the gluten-free diet, and this chapter now better reflects this – not least in the inclusion of much more on the carbohydrates called FODMAPs that are causing such a buzz in the world of irritable bowel syndrome.

I hope you find all the information, new and old, interesting and useful.

Alex Gazzola


1

What coeliac disease is

Coeliac disease (CD) is characterized by chronic inflammation and erosion to the lining of the small intestine – the section of the digestive system that connects the stomach to the large intestine or colon and helps to digest and absorb food and nutrients – in gen­etically predisposed individuals.

The damage is caused by consuming gluten – a mix of proteins found in wheat, barley and rye, and therefore in many foods, such as breads, cakes and pastas, that contain them.

CD is not a food allergy, and neither is it accurate to call it a food intolerance. It is an autoimmune disease. Autoimmune diseases are those in which the body’s immune system attacks its own tissues. In CD, these tissues are those of the gut – although other organs may well also be affected.

The disease is permanent and presently incurable, but symptoms can be resolved and damage reversed in virtually all cases when gluten is removed from the diet.

(Coeliac is pronounced see-lee-ack and is spelled ‘celiac’ in North America.)

Symptoms

CD can affect many organs and systems in the body, producing any number of a wide range of non-specific symptoms that vary in severity between patients.

Some people have few or no obvious symptoms.

Symptoms in adults

Among the possible symptoms are:

•digestive – diarrhoea, fatty stools, bloating, wind, abdominal pain, constipation, heartburn, indigestion, nausea, sickness, loss of appetite, weight loss

•nutritional – deficiency of iron (anaemia), vitamin B12, folic acid and other minerals and vitamins (caused by poor absorption of nutrients as a result of the damaged gut lining)

•skin and hair – mouth ulcers, dermatitis herpetiformis (an itchy and blistering skin rash), hair loss

•musculoskeletal – muscle wasting, muscle spasms, joint or muscle pain, osteopenia or osteoporosis (thinning or brittle bones), defective dental enamel

•nervous system – numbness, tingling in the hands or feet (neur­opathy), seizures or epilepsy, unsteadiness or shaking (ataxia)

•reproductive – delayed puberty, low fertility, recurrent miscarriage, early menopause
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