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				Fibromyalgia: Your Treatment Guide




				Christine Craggs-Hinton, mother of three, followed a career in the Civil Service until, in 1991, she developed fibromyalgia, a chronic pain condition. Christine took up writing for therapeutic reasons and has, in the past few years, produced more than a dozen health-related self-help books for Sheldon Press. She also writes for the Fibromyalgia Association UK and the UK Fibromyalgia magazine called FaMily. A few years ago, Christine and her husband moved to the Canary Islands where she works as the agony aunt and health writer for a local newspaper.
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				I thank you all for the wonderful feedback I received from my previous fibromyalgia books – it has inspired me to write this one. I know from personal experience how challenging life is when you have fibromyalgia, and I have worked hard to give my very best help and advice. Don’t ever think you have tried every option. There is always another door to open, somewhere along the way.


		

		


	

		

		Note to the reader




				Every effort has been made to ensure that the information in this book is accurate and current at the time of publication. The author and the publisher cannot accept responsibility for any misuse or misunderstanding of any information contained herein. The opinions and suggestions in this book are not intended to replace medical opinion. Indeed, the overview of prescription drugs is intended only to familiarize you with the medications most commonly prescribed for fibromyalgia and with those that are newly developed. This information is certainly not meant to replace medical advice and treatment. If you have concerns about your health, please seek a professional opinion.




		


	

		

			 


			 


			 


				We now suspect that the biblical Job had fibromyalgia. He wrote: 


				

			    I have been allotted months of futility, and nights of misery have been assigned to me. When I lie down I think, ‘How long  before I get up?’ The night drags on, and I toss and turn until dawn … And now my life ebbs away; days of suffering grip me. Night pierces my bones; my gnawing pains never rest.


				(Job 7.3–4; 30.16–17)


				


		

		


	

		



				Introduction




				Good health is something we take for granted, until we no longer have it. A small percentage of us develop long-term conditions such as fibromyalgia in which we hurt all over, feel lacklustre and tired, find it difficult to achieve anything and can feel out of control. The best treatment strategy is not to fight the illness, but to go along with its demands until you have armed yourself with the tools with which to make positive changes. The best tool you can have available is self-education, where you learn for yourself as much as possible about what’s wrong and find out what can be done for the very best outcome. Then inch by inch, step by step, you can move towards taking control once more. 


				Taking control involves learning how to use ‘pacing’ so you don’t overtax yourself, thinking twice before committing yourself, and turning ‘should do’, ‘ought to do’ and ‘must do’ into ‘will maybe do’ or, better still, ‘I’ll see how things go before I make a decision’. For the people who ignore the challenge of making positive changes to their lives – lives that must, for now, incorporate a certain amount of pain – every action is a chore, every thought may be dark. Those people are also liable to move further away from getting back their lives.


				Living with fibromyalgia isn’t easy, as I myself know. It’s a trial to change patterns of thinking and behaving, it’s a trial to motivate ourselves to eat more healthily and start a gentle exercise routine. It doesn’t help that when we make the effort to exercise we are rewarded by increased pain the next day and have no choice but to stay in bed, perhaps for weeks. Neither does it help that when we take the recommended medications and herbal remedies, we react badly and have to give them up. Is it worth all the effort, we might ask ourselves. We know deep down, though, that it is, for we are more than a bunch of symptoms, more than the façade we present to the world. We should therefore not only acknowledge the things that are important to us, but also think of things we can do, that are within our scope, that help us feel good about ourselves. Achievements, whether they are large or tiny, add positivity to life, raise our self-esteem and make us feel less of a drain on others. 


				I have had fibromyalgia for 20 years now, and in the early years struggled to accept the new me – that is, the me who could no longer work, ‘play’ or be relaxed with the people around me. The unremitting pain, which filled my mind as well as my body, was at last tempered by a series of analgesic trigger point injections, and in the pain lull I experienced I steeled myself to start using the pacing technique. This meant listening to my body, being careful not to overdo things and incorporating regular rest periods into my day. I also improved my diet and embarked upon an exercise routine, self-tailored to my particular strengths and weaknesses. And how well I remember the way my body suffered in response, the despondency I felt, the fear I succumbed to at the thought of trying to exercise again; but I succeeded in the end. I had to start out in a ridiculously small way – just circling my shoulders, then raising each arm in turn to the level of my head, making sure to rest afterwards. It took two or three years to significantly build up from there, and although my daily session still consists mainly of simple stretches, I spend 20 minutes doing them, which would have seemed miraculous before. Even more impressive is the fact that I can walk up to four miles once a week, which I usually do, with shorter walks in between.


				Yes, exercise has made a great difference to my health and stamina, as has pacing and eating mainly a nutritious, well-balanced diet. Actually, lots of things in combination have helped, such as the medications I take, the positive outlook I’ve tried to adopt, as well as lots of smaller things – all of which combine to make my life more fulfilling. I doubt that I would have written 20 books if I hadn’t had fibromyalgia, but once I began looking for something to attempt within my physical scope, writing seemed my obvious choice. You see, not only have I always loved writing, but I was taught to touch type at school, so I wouldn’t need to strain my neck in looking down at the keyboard. I only hope that the things I have learned over the years can be of some benefit to others. 


				This book contains information about the neurological dysfunctions in fibromyalgia, and details of the best medications and self-help therapies currently available. It also discusses advances in the field and most promising treatments of tomorrow. The numerous symptoms associated with fibromyalgia are explored, with advice on how best to treat each one. 


				


				    When one door closes, another opens; but we often look so long and so regretfully upon the closed door that we do not see the one which has opened for us.


				(Alexander Graham Bell)
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				Fibromyalgia – an overview






				Fibromyalgia syndrome is a chronic (long-term) pain disorder. It is characterized by the following:


				•  a lowered pain threshold


				•  diffuse pain in the muscles, tendons and ligaments (the soft tissues)


				•  extreme tenderness in certain areas


				•  difficulty achieving restorative sleep


				•  fatigue


				•  an array of sensitivity problems, such as dry mouth, dry eyes, food intolerances, chemical sensitivities, sensitivity to certain medications, sensitivity to cold or heat


				•  miscellaneous additional symptoms such as irritable bowel syndrome, irritable bladder, headaches, anxiety and depression.


				The primary symptom of fibromyalgia is persistent pain in the soft fibrous tissues, namely the muscles, tendons and ligaments. Fortunately, the joints are not involved, and there is generally no soft tissue inflammation. The disorder is not degenerative either, which means that unlike most other pain conditions, you do not automatically get worse. Neither is there any evidence of it reducing lifespan. This doesn’t mean that fibromyalgia (sometimes known as FM, for short) is not a serious condition – it can be, for the symptoms are incapacitating in a number of cases. 


				The pain of fibromyalgia can arise anywhere in the body. Some people say that at times they ‘hurt all over’, and at other times the bulk of the pain migrates from one area to another, for no obvious reason. However, it’s slightly more common to have specific problem areas, which are usually those favoured in some way or temporarily subjected to a certain amount of stress. As a consequence, the muscles feel as if they have been ‘pulled’ or overworked. The shoulder and arm of a person with fibromyalgia may throb and burn, for instance, after carrying home a bag of shopping or simply reaching up to take a jar from a shelf. Some people with fibromyalgia experience extreme soreness after carrying out the smallest of tasks, the slightest of movements, which clearly has significant impact on their emotional state and quality of life. Others, though, if they employ great care, are able to hold down a paying job and enjoy a fairly good social life.


				The word fibromyalgia is made up from ‘fibro’, meaning fibrous tissues such as the tendons and ligaments, ‘my’ meaning muscles, and ‘algia’ meaning pain. The term fibromyalgia has been used for over 30 years; before that the condition was known as fibrositis or rheumatism. It must be said, though, that ‘fibromyalgia’ doesn’t accurately describe the condition, for although the pain is felt in the soft tissues in the peripheral (outer) areas of the body, there is no evidence that it arises as a result of problems there. Researchers actually believe that the symptoms come from subtle changes in hormones in the brain and central nervous system. I will discuss these hormones in more detail in further chapters.


				Just as each person the world over is different, fibromyalgia is experienced differently by each individual, no matter where they come from or what they do. However, one thing we all have in common is that our pain is an exaggerated response to whatever stimulus caused it, an overreaction in protest to carrying out work. The condition reminds me of a hormonal adolescent throwing a tantrum after being made to do a job! Adolescents grow out of this phase as their hormones settle down, but there’s no such luck with fibromyalgia. Our hormones remain out of balance and continue giving the overreaction. Indeed, fibromyalgia is, in most cases, a fixed, persisting condition for which there is as yet no absolute cure. It’s only fortunate that there are many treatments of both the chemical and natural variety that can vastly reduce the condition’s severity, and these are the focus of this book.


			The full name of our condition is ‘fibromyalgia syndrome’ – the word ‘syndrome’ meaning that the disorder comprises several health problems, all neatly wrapped up with the one label slapped on it (see pages 49–74 for information about symptoms). Pain is obviously the main symptom – the one posing the greatest challenge – but there are many more associated health issues, which vary considerably from person to person and come and go over time. Given the right treatment, some symptoms disappear altogether in many people. 


				A sudden exacerbation of symptoms is known as a flare-up. Medical professionals say that on average most people have two major flare-ups a year, lasting around one month each time. However, some of us have repeated flare-ups while others go a full year without one. The situations most likely to trigger a flare-up are probably known to you quite well already. They are: 


				•  when your stress levels are high;


				•  when you have overexerted yourself;


				•  in changes of weather, usually when the temperature drops or it becomes quite damp – for some people, a change to hot, muggy weather is a trigger.


				Because symptoms can be numerous, and on the face of it unrelated, it’s not unusual for people with fibromyalgia to suspect others believe they are hypochondriacs. It doesn’t help that no one, not even close friends and family, can actually see how much we hurt, the exhaustion, the headaches, the brain fog, the dry eyes and mouth. And because fibromyalgia is an invisible condition, other people may struggle to trust our explanations. They can even suspect that we’re ‘putting some of it on’, or even ‘faking it’ altogether, perhaps for attention. If, like me, you have encountered suspicion, you’ll know how distressing it is. But when the people around begin to understand, to take you at your word, the relief is terrific. It’s even greater when the medical profession finally presents you with a name for your ‘problems’, for it feels that at last there’s a real and solid reason for the way you feel. Now you can actually tell people what’s wrong, ask them to read about the condition on the internet, or even loan them a book on the subject. 


				The typical delay in diagnosis is often due to the tremendous variability in fibromyalgia symptoms between one patient and another. The symptoms can, in fact, give rise to a great deal of medical perplexity. We can only be thankful that, in the main, our medical professionals now know much more about the condition and are increasingly aware of how common it is. As a result, correct diagnoses are being arrived at much earlier than ever before.


				Statistics from rheumatology clinics indicate that the prevalence of fibromyalgia ranges from 1.3 to 7.3 per cent of the population. Statistics also show that the condition is seven times more likely to occur in women than in men, which is probably owing to hormonal differences between the sexes.


				Happily, fibromyalgia is one of the few long-term conditions where very positive results can be seen. These results have to be worked for, however. People who do nothing to improve their condition may only get worse over time. Medical help is no doubt of great importance, but whether we improve or not can depend on our own attitudes and behaviour. I understand very well that some unexpected sledgehammer can knock us down at any time – that’s fibromyalgia. It’s how we respond to such an ‘attack’ that seems to matter, in the majority of cases.


				


				


				Fibromyalgia symptoms


				The chief symptoms linked with fibromyalgia include the following:


				•  persistent soft tissue pain


				•  sleep problems and fatigue


				•  anxiety and depression


				•  irritable bowel syndrome and irritable bladder


				•  headaches and migraine


				•  multiple sensitivities in relation to chemicals, food, medications 


				•  foggy brain (causing memory loss, poor concentration, word mix-ups and so on).


				See Chapter 2 for in-depth information about fibromyalgia symptoms.


				


				


				Why does fibromyalgia arise?


				As fibromyalgia often occurs following physically or emotionally stressful events, it has been described as a ‘stress syndrome’. The condition is certainly exacerbated by such things. In my own case, a whiplash injury incurred in a traffic accident triggered repeated problems in my neck, such as trapped nerves, and on two occasions a prolapsed vertebral disc. At the same time I was incredibly stressed due to a failing marriage. I therefore experienced both physical and emotional stressors prior to fibromyalgia taking hold. I suspect that the greater the stressors, the more severe is the resultant fibromyalgia.


				The main triggers of fibromyalgia are now thought to be as follows:


				•  Genetics – according to various studies, fibromyalgia is common in families, often following the female line and sometimes skipping a generation. Researchers have concluded that if one parent has fibromyalgia, the female offspring have a 50 per cent chance of developing it, but only if they experience a triggering incident. Important research into the influence of genes and environment on the development of fibromyalgia is now under way and we hope to have the results quite soon.


				•  Trauma – an injury is often the triggering factor, and a whiplash injury is 13 times more likely to result in fibromyalgia than an injury in other areas. The trauma is believed to instigate neurological and biochemical changes in first the muscle and then the central nervous system (which consists of the spinal cord and brain). The outcome is chronic pain, as described in greater detail in later pages. Fibromyalgia caused by trauma is known as post-traumatic fibromyalgia.


				•  Extreme stress – when an individual is subjected to extreme stress for a prolonged period, the hormones get out of balance and start to amplify pain.


				•  Rheumatic and connective tissue disorders – ‘secondary’ fibromyalgia can arise when certain disorders are already present. Such disorders include rheumatoid arthritis, polymyalgia rheumatica, Sjögren’s syndrome and lupus. The reason why secondary fibromyalgia arises may be genetic in nature. Some experts link its development to chemical exposure.


				•  Infection – in some cases, fibromyalgia is apparently triggered by a viral infection such as influenza, bronchitis, the Epstein-Barr virus and even the common cold. Yeast infections, parasite infections, the human Herpes 6 virus and salmonella can also be triggers. The subsequent inflammatory or autoimmune changes may start the nosedive into fibromyalgia.


				•  Chemical exposure – inhalation of certain toxic chemical fumes can be a trigger. Experts believe that the exposure causes the body to become overburdened, bringing about changes in the pain processing centres and upsetting hormone levels. The culprits are often vaccinations, pesticides, petroleum oils, paint thinner, cleaning solvents, dyes, gases and fumes, and agents used in chemical warfare. 


				


				

				Muscle spasm


				If you have fibromyalgia and have experienced an injury, or managed to overwork one part of your body, the result is often a muscle spasm in that area, meaning a tight and painful contraction (squeezing) of the muscles. Muscle spasms are the body’s means of protecting a damaged area, limiting movement until the area repairs itself. Unfortunately, in fibromyalgia the repair work can take place incredibly slowly, making the spasm reluctant to release its grip. Sometimes a bunch of muscles in spasm will trap a nearby nerve and ‘refer’ pain and perhaps numbness to a further area – for example, a trapped nerve in your lower back can send a sharp pain down one leg and cause some numbness, and a trapped nerve in your shoulder can cause prickling and numbness in your fingers. 


				Unfortunately, prolonged muscle spasm causes the muscles to become ropy in consistency. They lose their natural elasticity and ability to become energized, making us feel very weak. When the muscles are then used in any way, they protest very strongly, sending out a burning, throbbing type of pain. Normal muscles, on the other hand, are soft, smooth and feel like strips of gelatine. They receive plenty of oxygen, glucose and other nutrients and quickly recover after use. 


				Many people with fibromyalgia are able to improve their condition by having regular massages, hot and cold therapy, carrying out an exercise routine and so on. They often find that the spasm returns surprisingly easily, though, on overworking the muscles. It takes a dedicated regime of pacing, exercise and various other treatments to gradually strengthen the muscles so that they no longer respond so disastrously to overwork. The advice in this book is largely aimed at strengthening your muscles so that they are more able to cope with the demands of a reasonably normal lifestyle.


				

				

				Diagnosing fibromyalgia


				As yet, no laboratory tests are capable of diagnosing fibromyalgia. Your doctor has no choice but to listen to you, observe you, examine you and use his or her medical knowledge, fitting together the pieces jigsaw-style – hopefully correctly – to make a clear picture. 


				To help your doctor assemble the right picture, he or she needs to know all your symptoms. You must therefore make sure that you relate exactly how you have been feeling in the last three months; write down things beforehand if that will help. Your problems may appear vastly unrelated to you, but to your doctor with his or her medical training and ongoing medical reading (one hopes), the pieces should gradually slot together, precisely as they should. 


				In the physical examination, your tender points will be assessed. Swellings, spasm and weakness will then be looked for.


				


				Long-standing symptoms


				It’s important that you mention to your doctor any long-standing symptoms – anything that appears to you as different from the norm, for some people have had fibromyalgia since childhood. If you always sensed something was wrong, felt you were different from others, here is your chance to put forward your case. 


				

				The examination


				During the brief medical examination, your doctor will press firmly with a thumb on various parts of your body. People with fibromyalgia have areas of tenderness in specific locations, usually at junctions of muscle and bone. These ‘tender points’ are often exquisitely painful when pressed. Otherwise they may or may not be painful. As the degree of pressure used would not normally cause pain, it is a good, but not foolproof, indicator of the condition.


				In 1990, the American College of Rheumatology defined the official criteria for the diagnosis of fibromyalgia. It is:


				1  a history of pain in both sides of the body, pain above and below the waist, pain along the spine; and


				2  pain or tenderness in 11 out of 18 tender points, sited at specific locations in the body (see Figure 1).
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				Myofascial pain syndrome


				In many, the tender points are confined to one area of the body, such as around the shoulders or in the lower back. This indicates the presence of myofascial pain syndrome (known as MPS), a condition of localized severe chronic pain. In fact, the pain of MPS is often the worst part of fibromyalgia, as it is common for a person with fibromyalgia to also have MPS, particularly if their fibromyalgia was triggered by an injury. I have MPS in my upper back, shoulders and the base of my neck, which arose in the few years after my whiplash injury. It is the area of which I have to be most careful and which causes me the most difficulty.


				Unfortunately, many doctors still fail to diagnose MPS.


				

				Conditions similar to fibromyalgia


				In some cases, tests are advised to rule out diseases with similar symptoms to fibromyalgia, such as arthritis, multiple sclerosis, lupus and an underactive thyroid gland. 


				I should add that until the diagnosis is made, it’s common for people with fibromyalgia to worry that they are in the early stages of a more serious and perhaps terminal disease, such as cancer. Also, many start to wonder whether they are going mad. After all, it’s not usual to hurt so much for no obvious reason and have a whole plethora of other mysterious ailments. It doesn’t help that others may mistrust your assertions of pain and so on, and that even your doctor seems unsure of what’s wrong. The fibromyalgia diagnosis comes as a terrific relief, therefore.


				

				Your doctor


				Fibromyalgia is not included in the National Institute for Health and Clinical Excellence (NICE) guidelines for recognized health conditions. As a result, some doctors still don’t appreciate the complexities of the condition, or its many quirks. Fibromyalgia is now briefly described to students in medical school, but a doctor who left medical school before 1990 may not yet be familiar with it. That said, plenty of older doctors keep up to date with the latest medical news. In the end, the best doctor for you is the one who listens to you, works with you and offers the most useful treatments.


				

				A rheumatologist


				If your doctor is unable to make a definitive diagnosis, or your symptoms are not responding to conventional treatments, you may be referred to a rheumatologist at your local hospital’s outpatient department. A rheumatologist is a specialist in disorders of the joints, muscles and other soft tissues.


				After osteoarthritis, fibromyalgia is the second most common diagnosis made by rheumatologists. The condition therefore accounts for a large proportion of rheumatology outpatient visits. The usual age of fibromyalgia onset is between 30 and 60 years old, but it can develop at any age.


				

				In the long term


				Long-term rheumatology care has shown that it’s unusual for people with fibromyalgia to develop another rheumatic disease or neurological condition. It is common, though, for a woman with fibromyalgia who is both very out of condition and post-menopausal to develop osteoporosis, which is a gradual weakening of the bones due to calcium loss. 


				If you think that you are at risk of osteoporosis, ask your doctor to refer you to a local hospital for a bone density scan. In cases of calcium loss – that is, where you already have osteoporosis or are at risk of getting it – good treatment is available, and will include vitamin D tablets which aid the delivery of calcium into the bones. You should also consume a high-calcium diet and take as much exercise as the climate and your condition allows. Being out in the sun helps, too, but of course this is limited by the good old British climate.


			People who already have a well-established rheumatic condition such as arthritis, rheumatoid arthritis, lupus or Sjögren’s syndrome may go on to develop fibromyalgia at some point, as discussed on page 5. 
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Figure 1 The 18 tender points used to
establish a diagnosis of fibromyalgia
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