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Preface


Trying to cope with an illness, any illness, is hard enough, but when what you are suffering from is a condition which, even now, some doctors believe to be nothing more than a psychosomatic condition, it can be particularly hard to stomach.


Let me just start then by dispelling any myths about fibromyalgia and myofascial pain syndrome (MPS) and saying quite categorically that they are very, very real. How do I know this? Because having studied for many years in the field of Pain Medicine and worked with sufferers of these and other chronic pain conditions in my roles as consultant in Pain Medicine and Anaesthesia at St Mary’s Hospital, London, and as Director of the London Pain Clinic, I have seen first-hand the devastating effects that they have on my patients.


The people who come to see me for diagnosis and treatment, far from suffering from an imaginary illness, are typically wracked with pain and experiencing everything from chronic fatigue to a wide, complex and frightening array of other symptoms which make even the simplest daily tasks feel impossible. Their lives are filled with frustration as their symptoms come and go, leaving them unable to plan even a day into the future. Frequently they report having visited other doctors, only to be met with scepticism or the inability to diagnose or treat their condition, and typically they are amazed at the degree to which a multi-faceted approach to treatment can decrease their levels of pain and increase their overall quality of life.


Despite being so poorly understood, fibromyalgia and MPS are two of the most prevalent illnesses in the world today. The lack of knowledge which surrounds them, however, means that they can often go undiagnosed and untreated for years, during which time both the mental and physical condition of sufferers can deteriorate considerably. The good news, though, is that with the right care, there is much that can be done to help people with these conditions to improve their quality of life dramatically, and the first step towards that is by doing precisely what you are doing now, educating yourself.


Within the covers of this book, what you will find is not a medical textbook, but an easy-to-read and practical guide to fibromyalgia and myofascial pain. My aim is not to blind you with science or confuse you with lots of medical terminology, but rather to take a straightforward and down-to-earth look at what these two conditions are about and how they might affect different aspects of your life, as well as to consider your options and offer support in terms of getting on with your life.


There really is life after being diagnosed with fibromyalgia or MPS … and yours starts here!


Dr Christopher Jenner MB BS, FCRA
London Pain Clinic





Part One


Fibromyalgia: Understanding the Basics
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What Is Fibromyalgia?


Anyone seeking an answer to the question ‘What is fibromyalgia?’ a few years ago would almost certainly have got a very different response than they would now. While some physicians considered it to be a type of depression or other psychological or emotional disorder, others dismissed it as being a total figment of the imagination, or an illness created by lazy people so that they could avoid doing the things they did not want to do. Even today, some of the less well-informed call it ‘the invisible disease’ and claim that it was invented by those in the psychiatric field for the sole purpose of selling psychiatric drugs. These suggestions, however, are not only wildly inaccurate, but grossly unfair to the millions of sufferers.


Fibromyalgia, or fibromyalgia syndrome (FMS) as it is sometimes called, is an illness which is the subject of much ongoing research. In many ways it is still little understood, but it is a very real and chronic condition nevertheless, and one which is gaining increasing acceptance amongst those in the medical field. Characterised by aches, pains and stiffness which can manifest themselves anywhere in the body, soft tissue tenderness, muscle spasms, severe and persistent fatigue, sleep disturbances and headaches, not to mention sudden and inexplicable memory loss and the inability to think clearly, it can have devastating effects on the daily lives of sufferers, rendering them incapable of carrying out even the simplest of daily tasks that most of us take for granted. While it does not have any visible symptoms, its impact on work, home and family life is frequently anything but invisible.


Many of the difficulties that the medical profession and others have with accepting fibromyalgia as a genuine condition stem from the fact that it is so difficult to diagnose. With a range of symptoms which closely resemble those associated with literally dozens of other conditions, and no single test which can categorically identify it, it cannot be neatly packaged up and labelled. The aches and pains, which are typically experienced at varying levels of intensity, can appear in one part of the body one day, and somewhere completely different the next, making it all too easy for doctors to assume that the symptoms are made up.


A correct diagnosis of fibromyalgia has been known to take years, and even then is often only achieved through a lengthy process of elimination. During this time, the sufferer not only has to live with the painful and frequently disturbing symptoms, but they have to endure the anxiety of not knowing when the next wave will hit them and how severe it will be. As the doctor struggles to identify the problem, they can grow increasingly concerned that the symptoms are all pointing towards some much more serious underlying condition such as multiple sclerosis, although very rarely have patients been found to develop other rheumatic or neurological conditions in addition to fibromyalgia. In many cases, their difficulties are made worse by accusations of hypochondria or a feeling that their illness is not being taken seriously by their physician. In chronic pain, exhausted and yet unable to sleep, and quite often slightly overweight because movement and exercise are so painful, they fear the worst and sometimes sink into depression and anxiety.


Once a correct diagnosis has been made, the bad news is that, as things stand currently, sufferers can expect to face a lifetime of pain and fatigue, which will inevitably take its toll on the quality of life unless appropriate help and treatment is sought. As yet, no definitive cause of fibromyalgia has been identified and so there is no known cure. Looking on the bright side, however, there is no evidence to suggest that it has any effect on normal life expectancy and pain can be effectively managed and minimised through the use of medication and a range of traditional and alternative treatments and therapies, as well as by lifestyle adjustments to address, amongst other things, diet, exercise and stress management.


Accepting a diagnosis of fibromyalgia, understanding how the condition can affect sufferers in a physical, emotional and psychological sense, and learning how to deal with the illness are absolutely key to minimising its effects on everyday life. Throughout this book, you will not only find a great many suggestions which sufferers have found immensely useful in helping them to live with fibromyalgia, but also sections which deal specifically with the impact that it can have on various aspects of life.
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How Common Is Fibromyalgia and Who Does It Affect?


Fibromyalgia is a common and widespread condition which is believed to affect hundreds of millions of people around the world. Because of difficulties with diagnosis and the fact that many cases almost certainly go unreported, the exact numbers of sufferers cannot easily be established, but here are some of the most commonly quoted rates of incidence for the UK, the USA and the world.



UK Incidence


The prevalence of fibromyalgia in the UK has never been accurately measured and the reported figures are based on estimates derived from US and worldwide statistics. The NHS, who base their estimate on international statistics, however, put the percentage of sufferers in the UK at between 2% and 4.5% of the population. With the population of the UK reported to be a little over 61,414,000 when the figure was calculated (and at the time of writing), this would mean that anywhere between 1.2 million and 2.8 million individuals in the UK could be affected by the condition.



US Incidence


Most of the statistics for the USA show that between 3 and 10 million of the nation’s population suffer from fibromyalgia. At the time of writing, the National Fibromyalgia Research Association estimates that somewhere in excess of 6 million Americans are sufferers, and possibly as many as 10 million, which equates to 2—3.2% of the population. The National Pain Foundation, meanwhile, puts the figure at around 2% or 6 million individuals, and the American College of Rheumatology estimates 3—6 million. The National Women’s Health Information Center, which is part of the US Department of Health and Human Services, estimates that the true figure could be as high 8 million.


The highest figure of all to come out of the USA is based on a review of claims records for a national health insurance database. The review, which was conducted by a team of researchers from the University of Utah Department of Family and Environmental Health, identified 2,595 cases of fibromyalgia in a total of 62,000 subjects. This would indicate a rate of incidence of 4.2% which, when applied to the current population in the USA, would put the total number of sufferers at almost 12.9 million.



Global Incidence


The global estimates for the prevalence of fibromyalgia vary hugely, with one source alone quoting anywhere between 0.7% and 4.5% of the world’s population being affected. The National Fibromyalgia Association, however, puts the figure at between 3% and 6%, which would account for somewhere between 200 and 400 million people worldwide, based on an estimated global population of 6,816,322,780 in April 2010.
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Generally speaking, fibromyalgia is no respecter of worldwide location, ethnic origin, gender or age, and cases have been reported in all age groups from children right through to senior citizens. It does, however, have some very significant preferences.



The Gender Issue


Although no explanation can yet be offered as to why, the vast majority of people with fibromyalgia are known to be women, with most sources estimating that females make up between 80% and 90% of the total number of sufferers. These figures seem to be broadly consistent regardless of where in the world the individuals live or originate from, although some research does suggest a higher incidence in African-American women.


Various suggestions have been put forward as to why women are more prone to fibromyalgia than men, and researchers are looking into the role that hormones, differences in the immune systems of men and women, brain chemistry and genetics might play in order to shed some light on this issue.



The Age Issue


The symptoms of fibromyalgia typically appear between the ages of 20 and 55 but, as noted previously, there are also reported cases of the condition appearing in children, adolescents and the elderly. While some studies have indicated a peak in the number of reported cases at around the age of 35, others suggest that symptoms more commonly present themselves between the ages of 40 and 55.



Why Women?


One thing which appears to be significant about the incidence of fibromyalgia in women is that whilst the onset most commonly occurs when they are at child-bearing age, the majority of cases present themselves at middle age. With the average woman beginning menopause at between 40 and 55, some studies have shown a relationship between the declining levels of oestrogen which are experienced at this time and the onset of the condition. In addition, those women who are at the post-menopausal stage often report more severe fibromyalgia symptoms than those who are pre-menopausal, and many of the symptoms which are caused by the significantly lower levels of oestrogen left in the body are common to those of fibromyalgia, including sleep disorders, depression and anxiety.


Another theory concerning hormone levels and fibromyalgia relates to the use of the birth control pill, which of course a greater proportion of women of childbearing age take now than in the past. While some have questioned whether the build-up of the effects of taking high dosage oestrogen pills could actually be a cause of the condition, others have noticed that discontinuing use of the pill has helped to alleviate symptoms such as headaches, muscle cramps and fatigue.


Interestingly, there could also be a link between genes, oestrogen and fibromyalgia. Some research has found that four different gene variants exist in higher levels in individuals who suffer from fibromyalgia, one of which is a variant of the oestrogen-sensitive COMT gene. Perhaps even more significantly, the COMT gene, which the popular press nicknamed ‘the pain tolerance gene’, has been shown to demonstrate variations which affect people’s responses to pain. Scientists in Germany and the United States have also discovered evidence that a variant of the COMT gene may also make some individuals more prone to anxiety disorders, which of course many fibromyalgia sufferers are also more susceptible to.
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Fibromyalgia – The Key Symptoms


Fibromyalgia, as we have already mentioned, is notoriously difficult to diagnose, not least because the symptoms are wide-ranging, unique to each individual and highly unpredictable. Many sufferers, however, do experience the majority of the most common symptoms, and these are the ones that we are going to look at in this chapter. In addition to these, however, there are a whole host of other medical problems which are linked to fibromyalgia and are commonly experienced by sufferers of the condition, and these will be considered in Chapter 4.



Musculoskeletal Pain


Widespread and extreme pain, which can affect any of 18 different muscle groups located around the body but is most commonly felt in the neck, back, shoulders, pelvic region and hands, is one of the most classic symptoms of fibromyalgia. Although the pain actually originates from the muscles, tendons and ligaments, sufferers often feel as though it is coming from their joints. Joint pain, however, is known as arthritis, and extensive research has shown that sufferers of fibromyalgia do not have arthritis.


The type of pain that fibromyalgia sufferers experience knows no bounds. It can be an ache which is felt deep inside the muscles, a throbbing pain, a sharp, stabbing pain or even a burning sensation which may feel like severe sunburn. Pain symptoms are quite often worse first thing in the morning and are present even when the sufferer is resting. Generally though, they are more noticeable when the muscles are being used, particularly for repetitive activities.


In their attempts to describe fibromyalgia pain, some have likened it to that experienced during a severe bout of flu, when every muscle in the body feels as though it is in agony. In reality, however, the intensity of the pain does change, so that sometimes it will feel worse than this, and at other times slightly better.



Heightened Sensitivity to Pain


Fibromyalgia, as well as giving rise to widespread and localised pain, can also cause sufferers to experience extreme sensitivity to pain, something which led Swedish researchers Thomas Lundeberg and Irene Lund to ask the question, ‘Did “The Princess on the Pea” suffer from fibromyalgia syndrome?’ The ‘Princess on the Pea’ is, of course, the literal translation of the title of Hans Christian Andersen’s famous fairy tale which we know as ‘The Princess and the Pea’, a story in which the main character is declared a princess because of her ability to feel a pea which was placed under 20 mattresses. Not only did the poor woman suffer from a heightened sensitivity to pain, but also from the fatigue and sleep disturbances which are also typical of the condition.


For some people, this increased sensitivity is felt all over the body, to the extent that even the slightest touch is acutely painful. In addition, however, a knock or bump can send pain thresholds through the roof, with the soreness lasting for much longer periods than it would for a non-sufferer.


Although the relatively few specific studies which have taken place to date have shown no conclusive evidence of this, there is also a theory that fibromyalgia patients may suffer from a more generalised sensory amplification, making them more sensitive to touch, sound, heat and electrical stimulation. Certain other things too, such as specific types of food, bright lights and smoke, are also believed to aggravate fibromyalgia symptoms, and sufferers have also been known to experience tinnitus, a condition in which a person has the perception of a noise in one or both ears which comes from inside the body.



Stiffness


Stiffness of the muscles, tendons and ligaments, particularly upon waking, is believed to affect around 90% of fibromyalgia sufferers. Although the symptom is more commonly felt first thing in the morning, it can also appear after other extended periods of inactivity. Usually it lasts at least 30 minutes up to several hours, but in some cases it carries on throughout the day and into the evening too.


Although morning stiffness can affect any part of the body, the arms, legs, hands, feet and back are normally the most prone. The tightness in the muscles which is typically felt can make it very difficult to sit, stand or rest for any length of time, so even sitting at a desk or taking a short car journey can cause certain areas of the body to feel as though they have seized up. When the symptoms kick in, movement becomes restricted, making it hard for sufferers to go about their normal daily activities, and often the stiffness will be accompanied by a dull, throbbing ache.


Although some say that sleep disorders contribute to the severity of morning stiffness, it is not clear whether sufferers are simply more aware of the stiffness because they keep waking up, or whether they keep waking up because of the stiffness. When a person suffers both sets of symptoms, however, it certainly feels very much like a vicious cycle.



Soft Tissue Tenderness


As well as widespread pain in the muscles, tendons and ligaments, fibromyalgia also causes tenderness in the soft tissues of the body, known as tender points. In response to even the slightest pressure, these tender points generate deep, aching sensations or pain which is described as gnawing, radiating, shooting or burning and can be at either higher or lower levels of intensity.


The tender points which are a characteristic of fibromyalgia are not the same as the trigger points which are seen with other pain syndromes such as myofascial pain syndrome. In the case of tender points, the pain is felt where pressure is applied, whereas trigger points create referred pain in adjacent or distant sites in the body.



Numbness and Tingling


An estimated 25% of fibromyalgia sufferers experience tingling, numbness, a prickling or ‘pins and needles’ sensation or a burning feeling as part of their range of symptoms. While these can strike any area of the body, including the face, they most commonly affect the arms, legs, hands and feet. The numbness is not necessarily felt throughout an entire limb, however, and might only affect, for example, the area between the shoulder and the elbow or between the knee and the ankle.


As you might imagine, numbness and tingling, particularly in the hands and feet, can have a huge impact on normal daily life. Lifting things can be a challenge, and even walking normally presents the fear of turning, or even spraining or breaking an ankle. Many who experience these symptoms can, quite understandably, also find it impossible to drive, and many different types of work cannot be carried out while the sensations are being experienced.


Fibromyalgia numbness and tingling sensations can appear and disappear suddenly and without warning, and sufferers can often find them frightening because of the fact that these can also be symptoms of other much more serious medical conditions. For this reason, it is important that doctors rule out any other possible causes before making the assumption that the symptom is directly attributable to fibromyalgia.



Muscle Spasms


Like so many of the symptoms of fibromyalgia, muscle spasms can come and go at any time and occur anywhere in the body, although most sufferers complain of muscle contractions in the legs, back and buttocks. In some cases, they might be little more than an annoyance, but in others they can be extremely painful and can make getting a good night’s sleep impossible. Quite often, where they appear in the neck, they can lead to a headache which is generally only felt on one side of the head, as well as to feelings of nausea.


Generally speaking, muscle spasms can be caused by a reduced blood flow to the affected area, or when muscles have become overworked, tired and deprived of oxygen. Small tears in the fibres of the muscles can also lead to spasms, as can a deficiency in certain types of vitamins. Again, it is important to rule out other possible causes so that appropriate and effective action can be taken to minimise the effects of muscle spasms.



Cramps


You do not have to have fibromyalgia to appreciate the pain of muscle cramps, but for those who do suffer from the condition the pain can be extreme and long-lasting. Often experienced in the legs and feet, cramps can endure for hours at a time and can severely impact on the ability to sleep.


Although in many cases cramp can feel like a static pain, some have described fibromyalgia cramp as pain which builds and then releases. When experienced, for example, on the inner thighs, this can feel just like the contractions experienced in childbirth, with every bit the same intensity.



Chronic Fatigue


For many fibromyalgia sufferers, chronic fatigue is the most debilitating of all the symptoms. Regardless of how many hours they have slept or of the quality of their sleep, they can feel constantly exhausted and drained of energy. Frequently, they will complain that their limbs feel heavy, making it an effort to stand, let alone move.


Depending on the individual or the nature of the particular ‘flare-up’, chronic fatigue can be a daily problem or a more occasional one which comes on very suddenly. When it does strike, however, it can make ordinary daily activities such as going to work and doing the housework an extreme challenge, if not impossible. In some cases, people who are experiencing chronic fatigue may even appear to be nodding off whilst in a sitting position, which can make driving or operating machinery particularly hazardous.


Some of the symptoms of fibromyalgia are so similar to those of chronic fatigue syndrome that many believe the two conditions to be linked.



Sleep Disorders


Sleep disorders are another very common symptom of fibromyalgia, with sufferers reporting difficulties in getting to sleep and/or staying asleep. Because what sleep they do manage to achieve does not restore their bodies, they can often wake up feeling completely exhausted. This can be the case even if they appear to have slept for many hours.


Good, regenerative sleep happens in four recognised stages which run from drowsiness and light sleep to the deeper stages of phases 3 and 4. Phase 4, which is the stage when we are in a deep sleep, is particularly important to our bodies because it is then that essential hormones are released which contribute towards the growth and repair of our muscles. Those who suffer from fibromyalgia, however, frequently suffer interruption to phase 4 sleep or do not manage to achieve it in the first place.


What is particularly interesting about sleep disorders is their link to many of the other symptoms of fibromyalgia. Whilst chronic fatigue might be an expected outcome of poor sleep patterns, studies have shown that aches and pains, stiffness and tenderness in the body can all be reproduced by disrupting stage 4 sleep in otherwise healthy subjects.



Alpha EEG Anomaly


Although many consider sleep disorders to be an associated symptom of fibromyalgia, there are those who believe that alpha EEG anomaly could actually be a cause of the condition, simply because such a high proportion of sufferers experience it.


Basically, alpha EEG anomaly occurs when sudden bursts of brain activity happen when the brain should be in deep sleep, something which can be measured on an EEG monitor. While sufferers do not have any difficulty in getting to sleep, when they reach the stage of deep sleep, their brains behave as though they are awake, leaving them feeling drained and exhausted as a result.



Sleep Apnea


Sleep apnea is another very common sleep disorder to affect sufferers of fibromyalgia, and in this case the disorder causes the individual to stop breathing momentarily. While it only happens when the person is asleep, it can affect some so badly that it causes them to wake many times during the night. The gaps in breathing can last for just a few seconds, but in more severe cases they can be as long as a minute.


There are actually two different types of sleep apnea. Obstructive sleep apnea occurs because of a collapse in the airway due to snoring or being overweight, and general sleep apnea, which is much less common, is believed to be caused by a defect in the central nervous system, which essentially means that the brain forgets to tell the lungs to breathe. Although in the first case sufferers may not remember waking up in the night, in the latter they usually do.


In many cases, people who suffer from sleep apnea are not even aware of it and typically it is a partner who notices that they keep waking up. Whilst they might not notice it themselves, however, it clearly still disrupts their sleep patterns and robs them of the essential restorative sleep that they need.



Cognitive/Memory Impairment


Cognitive dysfunction, brain fog and fibro fog are all terms which are used to refer to the state of confusion, poor concentration and sudden and inexplicable short-term memory loss which is commonly reported by sufferers of fibromyalgia. Despite having to deal with extreme amounts of pain as part of their condition, this brain fog is often what sufferers find most disconcerting as it not only leaves them feeling more than a little crazy, but can even be downright dangerous. Feelings of listlessness or lapses in concentration when driving or operating machinery, for example, can lead to tragic consequences.


Some of the most common ways in which brain fog affects fibromyalgia patients include:


▪   Language difficulties – difficulty in remembering names and common words and the use of incorrect words. These symptoms can make speech sound slow, confused or, in the worst cases, virtually incoherent
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