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I’d like to dedicate this book to my Ma. I can’t imagine how hard it must have been in those first few years when I was so very ill. You are the strongest – and most talented – woman I know and I love you more than anything. We did it, you and me; we really did. Thank you.















Foreword






No other illness is surrounded by the uncertainty and sometimes profound differences of medical opinion that affect people with chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME).


With no clear agreement on what causes CFS/ME, what it should be called and how it should be diagnosed and managed, this is clearly a very challenging condition for doctors.


At the same time it can be a very frustrating medical journey for patients when it comes to obtaining a diagnosis, receiving appropriate advice on management and knowing what to do about all the other ways CFS/ME affects normal daily life.


Not surprisingly, many people disengage from conventional medicine and end up becoming expert patients in the self-management of CFS/ME.


In this book, Megan Arroll brings together her personal experience of CFS/ME, her extensive professional involvement of researching the condition, and carefully dissects the debate into the roles of the biological, psychological and social factors.


Despite all these uncertainties, Megan succeeds in bringing together what we so far know about CFS/ME in a way that is logical and easy to understand for people with no medical background.


She then translates this information into extremely helpful prac-tical guidance on how to manage all the key symptoms – fatigue, brain fog, sleep disturbance – along with how to deal with all the problems that occur when living with CFS/ME.


As a doctor who also has CFS/ME, I found Megan’s book to be full of sensible, practical and thought-provoking information.


Above all it will form a very useful source of reference for anyone who wants to become an expert patient!




Dr Charles Shepherd,
Medical Advisor to the ME Association















Preface






Chronic fatigue syndrome – these three words sound so simple and innocuous, but as I know from personal experience, when put together like this they stand for an illness that is neither simple nor trivial. I was diagnosed with CFS/ME when I was 14, after a bout of glandular fever (though the process of gaining a diagnosis was also not at all straightforward), and at that time I was completely awash with what felt like hundreds of different symptoms. I felt confused and utterly overwhelmed; a feeling that I again experienced when I started my PhD on the topic some eight years later. I thought there couldn’t be very much research in the area as no one yet had any definitive answers as to the cause of the condition. I was very wrong indeed. There are a vast number of research studies and papers on the topic but, like the condition, much of the evidence is seemingly contradictory. I have spent my research career since – a further ten years – trying to make sense of all of this information and also adding to the evidence with my own work. This will of course change when new research is funded and published, and I’m quite sure that in the next ten years there will be even more clues to the underlying nature of the condition and additional treatment options for people with CFS/ME.


There are different ways to read this book, depending on where you are with your illness. If you simply want to know about treatments and things you can do to improve your symptoms, please skip to Chapters 6–9. Then, when you are feeling less fatigued and symptomatic, you might be interested to learn about the history of the condition and the current understanding of CFS/ME, which can be found in Chapters 1 and 2. Further theories about the development and perpetuation of CFS/ME are outlined in Chapters 3 and 4. It must be stated, however, that this is not an exhaustive discussion of the models of CFS/ME – there are quite a few out there and it would be beyond the scope of this book to include every theory. Chapter 5 talks a bit more about symptoms, while the final chapter, Chapter 10, presents the very encouraging progress that has been made in recent years within the research and medical CFS/ME world. Finally, it is worth noting that the material for this book draws on both current research and practice and real-life experiences of people with CFS/ME. I do hope you find it useful and informative.
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Note to the reader






This is not a medical book and is not intended to replace advice from your doctor. Consult your pharmacist or doctor if you believe you have any of the symptoms described, and if you think you might need medical help.

















1


Chronic fatigue syndrome: what’s in a name?






The wisdom of naming a disorder, the nature of which cannot at present be proved, and which may be due to more than one agent, is debatable.


(Sir Ernest Donald Acheson)




In this first chapter we will take an abridged tour of the history of chronic fatigue syndrome/myalgic encaphalomyelitis (CFS/ME). As you can imagine, an entire book could be written about this, so we will just look at some of the events that influenced the naming of the disorder to try to understand not only how we ended up with the label CFS/ME but also to appreciate that it is not by any means a new condition.


If CFS/ME is not a new condition, has it been called something else in the past? If we look back in time it seems that CFS/ME has been documented as far back in history as the mid-1800s, when there was evidence of an illness that caused fatigue, pain and other symptoms associated with severe exhaustion; this condition was known as ‘neur-asthenia’. This term was coined by the American neurologist George Miller Beard in 1869. Beard saw neurasthenia as an illness where people pushed themselves beyond their physical and mental limits in the burgeoning new world, resulting in total exhaustion of the central nervous system. However, Beard did not believe this to be a long-term illness, perhaps because at the time people were advised to rest and convalesce in order to recover and so the symptoms didn’t turn into a long-term condition.






Myalgic encephalomyelitis


Let’s now fast-forward to the mid-1900s. In 1955, at the infectious disease clinic within the Royal Free Hospital in north London, a number of patients were admitted with a viral-like illness. In the beginning the symptoms seemed quite ordinary – sore throat, slight fever and so on – but then something very strange seemed to happen. A raft of new symptoms started to be reported by the patients, including headaches, problems with memory and concentration and, perhaps most notably, extreme muscle fatigue following the smallest amount of exercise. The doctors could not put their finger on the cause of the illness as some of the symptoms suggested polio but other classic features of the disease – such as muscle wastage – were not found. Some, but not all, patients had abnormal brain activity as demonstrated by electroencephalogram (EEG) results, which led to the conclusion that they were experiencing brain inflammation or ‘encephalitis’.


Then later that same year, 292 people became ill at the hospital with a flu-like illness. The striking thing about this apparent outbreak was that of the 292 cases, only 12 were patients – the rest were hospital staff, mostly doctors and nurses. As so many staff were now ill, the hospital was forced to close, making this outbreak quite famous at the time. In 1956 a leading article published in The Lancet suggested that this illness be understood as ‘a new clinical entity’ and named ‘benign myalgic encephalomyelitis’. This name was suggested because some of the symptoms of people in the Royal Free outbreak seemed to involve inflammation of the nervous system (problems with how messages were transmitted from the brain to the muscles via nerves), hence the medical term ‘myelitis’. In addition there was also the severe muscle pain and tenderness or ‘myalgia’. Therefore this name represents:




benign – people did not die from this illness, although they could certainly be very unwell


myalgic – severe muscle pain


encephalo – disease of the brain


myelitis – inflammation of the nervous system




The term ‘myalgic encephalomyelitis’ or ‘ME’ is commonly used now, especially by charities (Action for ME, the ME Association, ME Research UK). However, there has been much debate about whether this is the correct name for the illness. In 1959, following the outbreak at the Royal Free Hospital and after 14 additional similar outbreaks in Iceland, Australia, Europe, the USA and South Africa, Sir Ernest Donald Acheson investigated the characteristics of these illnesses. Acheson, who died in 2010, was an eminent British doctor and epidemiologist (that is, someone who studies the frequency and distribution of diseases), and was Chief Medical Officer for the Department of Health from 1983 to 1991. In his review he found that more than 1,000 people were affected in these 14 outbreaks, and notably in seven of the outbreaks many nurses and doctors had fallen ill, just as at the Royal Free. The aim of this task was to see if these outbreaks that had been reported all over the world were indeed one and the same illness. This was a tricky exercise, as Sir Donald pointed out:




The difficulties in defining a disorder from which no deaths have occurred, and for which no causative infective or toxic agent has been discovered, are obvious. Recognition has to depend on the clinical and epidemiology pattern. These features must be sufficiently characteristic to separate the disorder from other conditions.




He stated that all the outbreaks shared the following characteristics:






	headache;


	myalgia;


	muscular paresis (or weakness);


	symptoms or signs other than paresis suggestive of damage to the brain, spinal cord or peripheral nerves;


	mental symptoms;


	low or absent fever in most cases;


	no mortality.







Also, more women than men had succumbed to the illnesses, the patients had predominantly normal cerebrospinal fluid, relapses occurred in almost all the outbreaks and all age groups – from late childhood to people in their eighties – were affected. But what was very striking was the proportion of medical staff who became ill: in the outbreak in Florida, 40 per cent of medical personnel had symptoms of this strange illness. The illness did not seem to be spread by food or water, rather by person-to-person contact. However, in all the medical tests that were carried out – for instance blood test, tests to look for bacterial causes, EEGs – there was no clear, identifiable cause that could be seen. But because there were indeed so many similar-ities in terms of the symptoms and the way the illness affected people, Acheson was able to conclude: ‘The disease is recognizable in its epidemic form on clinical and epidemiologic grounds and therefore may properly be considered a clinical entity.’


Because an exact cause could not be found, Acheson suggested that the term ‘benign myalgic encephalomyelitis’ be used until new and more conclusive evidence should come to light, and he quoted Jean-Martin Charcot (1825–93), a French neurologist sometimes referred to as ‘the father of neurology’, to emphasize this point: ‘Disease is very old and nothing about it has changed. It is we who change as we learn to recognize what was formerly imperceptible.’






Mass hysteria


This is, of course, not the end of the story. During the 1960s the name of this condition was still in question and the new evidence that Acheson had hoped for had yet to emerge. Then, in 1970, two British psychiatrists, Colin McEvedy and A. W. Beard, re-analysed the clinical notes from the Royal Free Hospital outbreak and concluded in a paper published in the British Medical Journal that ‘there is little evidence of an organic disease affecting the central nervous system and that epidemic hysteria is a much more likely explanation’. McEvedy and Beard based these conclusions on the facts that: more women than men had become ill; the ‘malaise’ or fatigue was severe even though fevers tended to be mild; there was a lack of positive blood and other laboratory tests. They compared the cases at the Royal Free to those of an epidemic of overbreathing in schoolgirls, which McEvedy had studied a few years earlier. It was pointed out that the two epidemics shared common features, such as feeling hot and cold, perceptual problems, disorientation, pins and needles and bladder dysfunction. The two psychiatrists also went on to look at the 14 outbreaks Acheson had studied and an additional one that had occurred after his review, and stated:




We believe that a lot of these epidemics were psychosocial phenomena caused by one of two mechanisms, either mass hysteria on the part of the patients or altered medical perception of the community. We suggest that the name ‘myalgia nervosa’ should be used for any future cases of functional disorder which present the same clinical picture.




This was very much at odds with Acheson’s statement that ‘no one can seriously contend that every patient in all the outbreaks described in this paper has been hysterical’. These opposing opinions led to a great deal of debate about whether this illness was physical in nature (due to a viral infection) or psychiatric (mass hysteria).






Chronic Epstein-Barr syndrome


During the 1970s and 1980s there were more epidemics, most famously that of 1984 in Lake Tahoe in the USA. This quite exclusive destination was popular with the affluent professionals at the time, the high achievers of the 1980s who worked hard and were handsomely rewarded for their efforts – that is, not people seemingly likely to take time off sick.


I’d read a headline in the newspaper, something about yuppie flu, and I remember thinking as I read it: ‘I don’t even have time to read that article. Those yuppies – I don’t know what’s wrong with them! Boy am I ill! They should know what illness is like!’ I didn’t realize it was the same illness that we all had. (Mary)


Like Mary, many people doubted whether the group of high-flying professionals had a genuine illness. This may be because it wasn’t easy for many people to identify with the condition from media descriptions, while the medics continued to report that all the tests were coming back negative and/or inconclusive. Therefore there was still a great deal of uncertainty as to what the condition actually was, and what it was not. Doctors and scientists started to wonder if the outbreaks were due to glandular fever (known in the USA as infectious mononucleosis), which is caused by a virus called the Epstein-Barr virus (EBV). The symptoms of EBV are very similar to those reported in the epidemics: sore throats, raised temperature, body and headaches and, most tellingly, swollen glands. In some cases the name ‘chronic Epstein-Barr syndrome’ was used, which added yet another name to the mix. But there was a problem with this theory: EBV is a herpesvirus, like cold sores, chicken pox and genital herpes, and by adulthood the vast majority of the population have antibodies to it, which means they should be immune to it. However, herpesviruses can lie dormant in the body and later become reactivated; for instance, shin-gles is a reactivation of chicken pox later in life, usually caused by a strain on the immune system triggered possibly by older age or high levels of stress. If you are someone who is prone to cold sores, you might have also noticed that they appear during stressful times.


Two doctors, Dan Peterson and Paul Cheney, wanted to see if this is what had happened to the people at Lake Tahoe, so they collected blood samples and checked them for active EBV. At first the findings seemed promising, about three quarters of the group showing positive results, but in the end the proportion of those with active EBV was about the same as the general population. So it seemed that the label ‘chronic Epstein-Barr syndrome’ wasn’t accurate after all.


At the time of writing, Paul Cheney still conducts research into CFS/ME and runs a CFS/ME clinic in Ashville, North Carolina. Dan Peterson has also dedicated his career to the study and treatment of CFS/ME and was part of the panel who devised the Fukuda criteria, the most commonly used guidelines (see Chapter 2). In 2005 he helped set up the Whittemore Peterson Institute for Neuro-Immune Diseases in Nevada, which studies CFS/ME and related disorders. Hence these doctors certainly believe there are underlying physiological issues in CFS/ME, but at the time of the Lake Tahoe outbreak EBV didn’t appear to be the answer.






Post-viral fatigue syndrome


I’d actually seen my own GP, who said: ‘You’ve got post-viral …’ What’s it called? Post-viral syndrome. I’d never heard of that. I remember at one point saying: ‘What happens if the virus doesn’t get better?’ He said: ‘Oh, you don’t get viruses like that’! (Caroline)


This search for a virus had sparked some interest though. Because it was the 1980s and the HIV/AIDS epidemic was spreading fast and devastating lives, viruses were getting a lot of attention from scientists, funding bodies and the press. Dr David Bell, who like Peterson and Cheney studied an outbreak (this time in Lyndonville, a town in a rural area of the state of New York), also felt that the condition was caused by a viral infection, and in 1987 he joined a group of researchers interested in retroviruses. In 1991 the group published findings that linked CFS/ME to the human T-lymphotropic viruses 1 and 2 (known as HTLV1 and HTLV2), which are retroviruses. However, consensus was still not reached: different studies often found different culprits. David Bell spent many years treating those with CFS/ME and carrying out research. He is now retired but has conducted a 13-year follow-up of the children in the Lyndonville outbreak, published in 2001, which found that 80 per cent of the children had recovered or adapted to a satisfactory degree.






Chronic fatigue syndrome


As you can see, the picture was becoming more rather than less confusing, the more research was done. There were also names such as ‘chronic fatigue immune deficiency syndrome’ (CFIDS), which is still used in the USA due to the support group CFIDS Association. All these different labels were causing a great deal of confusion and it was hard to tell if they related to one and the same condition or many different ones – the results of research studies were often inconclusive or the findings could not be replicated. Therefore in 1988 a group of expert scientists and doctors met to discuss just that: Was this one or many illnesses? This was organized by the national Centers for Disease Control and Prevention, a prominent health organization based in Atlanta, Georgia and led by Dr Gary Holmes, a specialist in internal medicine and infectious disease, with special expertise in CFS/ME and herpes infections. The group reviewed the published evidence in order to agree a ‘case definition’ – a set of criteria that defines a condition. As they could not see enough evidence for EBV or any of the other viruses, the group settled on the term ‘chronic fatigue syndrome’. This new label reflected the main, outwardly clinical characteristic without alluding to an underlying physical cause and, hence, the definition was based on signs and symptoms rather than diagnostic tests. This was the basis for the Fukuda case definition, which we will discuss in Chapter 2.


In 1992 chronic fatigue syndrome entered the World Health Organization’s International Statistical Classification of Diseases and Related Health Problems as an alternative term for post-viral fatigue syndrome and benign myalgic encephalomyelitis. However, many people use the term ME/CFS or CFS/ME as it is felt that CFS may trivialize a severe and debilitating condition. Therefore in this book we will use the abbreviation CFS/ME. Until we know the exact cause and nature of the disorder, as Sir Ernest Donald Acheson stated in the quote above, none of these labels will be satisfactory.
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