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Dedication


This second edition of my book is dedicated to:


All the severe ME/CFS and fibromyalgia patients around the world who are suffering from these cruel conditions, unable to read this book, listen to any music, enjoy the company of friends, eat normal food, watch a film on TV, have a decent night’s sleep, and who are, or have been, stuck in bed often in a darkened, silent room existing day after day, month after month and year after year in pain and with dozens of severe physical and cognitive symptoms…


Linda, Jacques, Bliss, Elizabeth, Dave, Beverley, Tatiana, Freya, Joanna, Jean and her three brave sons Felix, Francis and Fabian, and all the 25% group plus the #MillionsMissing worldwide network


… this is for you!
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Invisible symptoms


By Dr Lisa Riste


My chronic fatigue syndrome


Is sometimes called ME


The thing that’s most frustrating


Is that others cannot see


They can’t imagine the fatigue


That seeps deep into my core


Leaves me without energy


Flat-lining on the floor


When I walk around a bit


It’s like I’m wading through mud


But I try to keep on moving


I just really wish my body would


My muscles ache from activity


Doesn’t matter what I try


I try to avoid ‘boom and bust’


’Cos tomorrow I’ll know why


Although I spend hours sleeping


I always wake up feeling tired


It’s like I’m battling nightly


Holding back the Sandman’s tide


And when I do eventually


Escape off into my dreams


It’s into a world of nightmares


With scenes that are surreal


And though I’ve been labelled


‘Depression’ was their name


But with these invisible symptoms


You’d feel pretty much the same


So whilst my body’s switched off


Wish I could read or watch TV


But brain fog forces me to pause


Then replay the story of my ME


Dr Lisa Riste is a research fellow at the University of Manchester. Her poem is based on the combined symptoms of the hundreds of patients spoken to over the years in two major NHS trials in the North West of the UK.





Foreword


In this Second Edition of his comprehensive review of the treatments available for ME/chronic fatigue syndrome (ME/CFS), Dr Perrin has given the reader fresh insights into the ways that this complex condition can be managed, based on more than 30 years of clinical work and research in this area.


Dr Perrin has described all of the theories relating to the underlying mechanisms so far implicated in the development of ME/CFS, while also looking in an evidence-based way at the treatments available across the world. It is particularly helpful to have case histories built into the narrative, which bring a revealing and moving human perspective to the work.


In the time of Coronavirus-19, when a significant number of people are experiencing long-term fatigue-related symptoms following a Coronavirus infection, and in some cases developing post-Coronavirus-19 ME/CFS, this work is particularly pertinent.


There is a clear exposition of the differential diagnoses to be considered. The role of nutrition and lifestyle in addition to formal therapeutic strategies is clearly explained. The ‘question and answer’ and ‘A to Z of symptoms’ sections towards the end of the book are both very helpful for clinicians and patients alike. Above all, Dr Perrin’s book provides a torch to light the path towards more effective treatments for this condition, including the adoption in due cause of the Perrin Technique by the National Health Service in the UK and by other publicly-funded health services/insurance-funded health programmes across the world.


For anyone who is involved in the diagnosis and management of ME/CFS, this is an essential read and a seminal reference text.


Dr Adrian Heald
Consultant Physician
Salford Royal Hospital, UK


Dr Adrian Heald is currently lead physician of the Chronic Fatigue Service at Salford Royal NHS Foundation Trust where he is a Consultant Physician in Diabetes and Endocrinology. He is also an Honorary Research Fellow at the University of Manchester and Visiting Tutor at St Peter’s College, Oxford. He obtained his medical degree from St Peter’s College, Oxford and trained at the John Radcliffe Hospital, Oxford. He then moved to Manchester, where he qualified in psychiatry before broadening his field of expertise to cover endocrinology. He is a member of the Royal College of Psychiatrists and the Royal College of Physicians, and was awarded a DM Thesis by Oxford University in 2005.






Dear Reader,


If you are a patient reading this book and wish to start the Perrin Technique, please try to find a practitioner near to you who is a trained and licensed Perrin Technique practitioner if possible. If there are none in your neighbourhood, seek out a practitioner trained and experienced in both cranial techniques and manual therapy but preferably an osteopath, physiotherapist/physical therapist or chiropractor. They should be able to follow the instructions in this book and help. It is better not to rely just on the self-massage and exercises. Although they may help, it is always best to do the whole treatment programme under the direction of a qualified practitioner to improve your outlook and to confirm the diagnosis.


I wish you every success with your treatment and progress to better health.


Raymond Perrin








Introduction


Thou shalt make me hear of joy and gladness; that the bones which thou hast broken may rejoice.


The Bible, Psalm 51:8




Case: Jen’s story


Dr Perrin’s treatment was a ray (no pun intended) of light in the darkness of my world.


I became ill when I was 12 and was forced to drop out of school. By 15, I had spent four months in hospital, and when I was released, it was because the doctors could do nothing else for me. I was unable to eat, speak, or move. I was completely bedbound, tube-fed, isolated, and in constant pain. My paediatrician had very little hope that I would ever recover and said that I was the sickest patient on his caseload. My future looked bleak.


My best friend, who also had ME, recommended Dr Perrin’s treatment after she had recovered under his care. I was almost 18 at the time and had spent three years in bed, so we were desperate for any kind of treatment. Prior to Dr Perrin’s treatment, I had been recovering, but progress was glacially slow. I was able to speak, eat and drink when I met him, but I was still bedbound, unable to turn myself over in bed, and taking a cocktail of medication, some of which were to counter the side effects of other medications to deal with pain and nausea.


Everything that he explained when he came made sense. I fitted all of the risk factors of people likely to get ME and all of the physical indicators. He was able to explain my symptoms before I told him them: right down to why I had stretch marks on my legs (which he hadn’t seen). It was refreshing to listen to someone who understood my illness, believed in it, and knew how to treat it.


The treatment itself started off as somewhat scary. After my first treatment, my brother came to see me and said that I looked spaced. I was. All of a sudden, brain fog was worse than ever all over again, and I was slipping back to where I had been when I was at my worst. If my friend hadn’t done the same treatment and come out of the other side, I would never have continued with it. I had muscle spasms, experienced every illness I’d ever had in reverse order, and I was back to not being able to speak. It was awful to lose what I had so painstakingly gained little by little over several years.


But then, after about a month, I started getting better. Not at the previous glacial pace, but quickly. On my 18th birthday, just nine months after starting the treatment, and after over three years of being bedbound, I took my first steps. I was no longer taking medication for pain, and I was going from strength to strength.


I’ve never looked back since starting the treatment. My improvement was constant and now, although I might have to be careful not to overdo it, nobody would ever guess I had been so ill. I would recommend this treatment to anyone with ME.


Jen Turner


Lancaster, Lancashire, UK





The second edition of my book continues to describe a journey of discovery that started as a consequence of an event in 1989, which some would say was fate, others luck. A simple appointment for back pain led to a former cyclist changing my life forever and helping to improve the lives of countless people around the world. This book has been written as an informative guide for people who suffer from myalgic encephalomyelitis (ME) also known as chronic fatigue syndrome (in this book ME/CFS), and in this edition I also welcome readers with fibromyalgia syndrome (FMS), to understand how it is very much a disorder on the same spectrum as ME/CFS, with some differences. I also reveal the trials and tribulations of the innovative research into the disease that led to the formation of the Perrin Technique and how research around the world over the last decade has validated everything I wrote in the first edition.


Many ideas have been put forward to explain the cause of chronic fatigue syndrome (ME/CFS) but, as yet, nobody has offered a universally accepted theory that has led to a successful treatment programme. As an osteopath, trained in the manual diagnosis and treatment of the body, I have discovered a probable physical cause of the disease. The details of my theory are contained within this book, interspersed with the background story of the research itself.


There was little known evidence in 1989 for the concept of ME/CFS having physical causes, and thus I have spent over 30 years researching the medical facts, conducting three clinical trials and discovering plenty of scientific evidence linking ME/CFS with emerging scientific studies to support my hypothesis. The results of this continuing research will help you to understand the underlying cause of the disorder and, more importantly, how to help beat the condition.


The first edition of The Perrin Technique, published in 2007, has been read by thousands of patients whose main comment was that ‘It makes sense’. However, this means very little in the scientific world. Many theories have been eventually shown to be wrong however real they might have seemed at the time. An example of this is the static or stationary universe theory, which was a model proposed by Albert Einstein in 1917. It was later disproved by Edwin Hubble who showed that the universe is constantly expanding, demonstrating that even scientists as great as Einstein can sometimes be wrong.


What is needed is evidence that stands up to scientific scrutiny and debate as well as the rigour of well-conducted controlled clinical trials. This second edition provides much new evidence to support the theories hypothesised in the first edition. This latest evidence will hopefully satisfy even the most sceptical reader that my theories are not just some ‘wacky’ ideas of an alternative quack but based on sound research and backed by the current medical understanding of how the body actually works.


I’m no Einstein and I haven’t all the answers for everybody and, most importantly, I am not offering a cure. ME/CFS and fibromyalgia syndrome are chronic illnesses and chronic in medical terms means lifelong. What I can say is that this approach helps most sufferers of ME/CFS and fibromyalgia improve their quality of life. Some improve a little and some become symptom free. Some have had no symptoms for over 25 years since receiving their treatment; however, the process that led to the disease can reoccur so the patient, once better, needs to follow the guidelines included in this book to hopefully prevent any relapse from happening.


In this new edition every section and chapter of the book begins with stories written by patients in their own words who have been helped by the Perrin Technique. With their permission their real names and their hometowns have been included to add veritas to their testimony.


I have also included a much more comprehensive guide to the manual treatment of ME/CFS and fibromyalgia that should prove helpful to both practitioner and patient. This approach to fighting the disease has already helped thousands around the world and will, I hope, improve the health of millions of sufferers in the future. I have also written an explanatory guide to other approaches in the diagnosis and treatment of these complex disorders.


For those readers who are not familiar with all of the medical and scientific terms in the book, there is an updated glossary at the end. This should enable the patient, as well as the practitioner, to fully understand my approach and to benefit from treatment for the debilitating conditions of ME/CFS and FMS.


In this new edition there is also an FAQ (frequently asked questions) section in Chapter 11 and an appendix entitled ‘The ABC of symptoms’ (page 367), which is a comprehensive list of all the possible symptoms that can present in patients with ME/CFS and FMS. I am constantly asked by patients: ‘I have a symptom that my doctor can’t explain… could it be due to my illness or is it due to something completely different?’. Together with a short explanation for each symptom when viewing these conditions as neurolymphatic disorders, I hope the ‘ABC of symptoms’ will be an invaluable quick reference guide to clinicians and patients alike.


Raymond Perrin


Manchester, UK, July 2020





Chapter 1


The basics: How the Perrin Technique works


Success is neither magical nor mysterious. Success is the natural consequence of consistently applying the basic fundamentals.


Jim Ron (1930 – 2009) American entrepreneur and author




Case: Olivia’s story


When I think back to early 2004, I was a healthy 12-year-old girl with a passion for life. I took part in many extra-curricular activities and was thoroughly enjoying my first year at secondary school. I loved being outdoors and was naturally very energetic. I was in the school netball team, often played in football matches, went swimming, attended weekly dance lessons and regularly went quad-biking on the weekends – I felt like I had unlimited energy.


It was during the summer holidays that year that I became rundown with a virus; it cleared up after a week or so. Not long after that I had a quad-bike accident, I was thrown off the vehicle at speed. The new school term started a couple of days later. By the second day, I felt too fatigued to play in the school football team and I noticed I didn’t have the strength to walk to school assembly. Simple things suddenly became a real struggle. The following morning, I was unable to get out of bed. The return to the school routine seemed to be the straw that broke the camel’s back. I was overcome with exhaustion and my body ached all over. This was September 2004 and I wouldn’t return to school again until September 2006.


My mother took me to see my GP, as well as a private consultant. After numerous and extensive blood tests all came back clear, both came to the conclusion that I was suffering from post-viral fatigue and expected me to be back at school soon. Many months later, and continuing to deteriorate, my GP diagnosed me with ME/CFS. I was told there was no cure and sent on my way feeling helpless and in absolute despair. The realisation that this was how my life was going to be was unimaginable.


Given the severity of the symptoms, I was confined to my bed. Most days I didn’t have the ability to speak, my mind felt numb and unable to form thoughts. I couldn’t lift my own spoon for breakfast. A slice of apple was too heavy for me to pick up to eat. Visual stimulation was now extremely difficult. I was no longer able to watch TV, listen to music or engage in any conversation. Listening to noise was impossible, it was a sensory overload. I was also overly sensitive to smells. There was such unrelenting pain and I had insomnia. Thinking back, I didn’t clean my own teeth for about 12 months; how could I grip the brush or raise my arm? Bathing also took a back seat; I didn’t shower for many months as the task was just too much.


In the summer of 2005, with no improvement in my symptoms whatsoever, a friend of a friend recommended the Perrin Technique to my mother as it was helping someone they knew. We booked a visit to The Perrin Clinic and despite how unbearable the trip would be for me, my mother and I knew it was essential to try and find help. At my first appointment, Dr Perrin confirmed the diagnosis of ME. In addition, he had a wealth of knowledge about the condition and was able to explain the science behind all of the complicated symptoms I was experiencing. More than that, he had answers and a treatment programme to alleviate the symptoms. There was finally hope that one day my life would return to normal; it was a huge relief to finally meet someone who fully understood the condition.


Treatment at The Perrin Clinic started off at once a week. My sister printed a daily checklist to ensure I adhered to the many elements of the treatment protocol (self-massage, rotation exercises, supplements, contrast bathing).


Slowly my symptoms started to improve, and a milestone change was going from not having enough energy to even speak, to being able to engage in conversation with my family. I could feel my personality gradually returning. My sleep began to return to normal. My cognitive function was improving: I noticed I became bored with resting.


Pacing is a crucial aspect of the Perrin Technique and even though I felt I was now able to do more, I had to be extremely careful to keep activity to an absolute minimum so as not to affect my recovery. The most important thing I learnt from Dr Perrin was the 50% rule – to do only half of what I was capable of, and that if doing something twice over will exacerbate symptoms, then doing it once is too much (this wasn’t easy to stick to, but effective!).


It was Spring 2006 and with invaluable advice from Dr Perrin, a plan was put in place for my return to education. I initially began with a visit from a home tutor, once a week, which allowed flexibility in case I became fatigued. After this went well, I was finally well enough to begin thinking about returning to school. My visits to the clinic gradually reduced as I improved, and I maintained the daily home treatment routine. In September the same year I started at school with a one-hour lesson a week, ensuring that lesson was held on the ground floor. I very gradually built this up, an hour at a time each week, and didn’t take part in any physical activity such as PE. By the New Year I was in school full-time, albeit on a reduced timetable as I took a couple less GCSEs than I had originally planned to prioritise my health.


However, it wasn’t all plain sailing, balancing school and pacing. With me now attending lessons it was important to be careful about other strains, so I asked for help carrying my bag and books between lessons. It was also arranged with the school that I was exempt from homework assignments; then I could rest after school. I restricted my social life; I wouldn’t often go out but when I did, I used a wheelchair. All of this was to ensure I kept within the ‘doing half’ rule, to avoid bringing on an onset of symptoms and undoing the progress I was making with the treatment – every little truly did help.


It was a great feeling to be back in school full-time. I was slowly able to have an increase in social activity and live life like a normal teenager. It was great to be able to spend time with my friends, building relationships that I had not been well enough to keep up with for a long time. I enjoyed simple things such as being able to chat on the phone; previously mental activity such as this would have drained me.


By July 2008, I was thrilled to have successfully sat my GCSEs and was back to quad-biking again on weekends. I still received treatment but only visited the clinic once every couple of months. It was at this time I felt confident enough in my abilities to take part in a school trip to Kenya – a four-week expedition that would include building schools, camping, climbing Mount Kenya and extensive travelling around the country. In particular, summiting Mount Kenya gave me a huge sense of relief and achievement. Afterwards I didn’t feel any ME symptoms; I was just like everyone else. I remained vigilant, however, to lessen the strain wherever possible (not carrying my own luggage, sitting out of strenuous labour, having a rest day on the mountain).


Although I had made so much progress, I did have a relapse later that same year. There was the emotional toll of my parents’ divorce combined with the stress of A levels which triggered symptoms again. I was disappointed but had improved before, using solely the Perrin Technique, so had faith that it would definitely be possible again. I decided to put my studying on hold indefinitely until I was discharged from The Perrin Clinic. It was a very difficult decision to prioritise my health rather than trying to keep up with my peers, but it was worth the sacrifice to one day be free of ME. Within six months I had recovered from the relapse and ever since then I have been symptom free.


It has been seven years since my last appointment at The Perrin Clinic, which was a huge milestone in my life. After being discharged I finally felt free to push my body to its limits without the return of any symptoms. I was so excited to be able to work full-time. I have held positions that involve long commutes, stressful environments and, at times, 24-hour shifts, all without needing any treatment whatsoever. I have been able to take holidays and do lots of travelling, finally able to live life to the full. It is the best feeling in the world. I enjoy every moment, knowing how different my life is because I found the Perrin Technique.


I am so grateful for the work of Dr Perrin; with the Perrin Technique you can live in hope. I have seen first-hand how, for those who are aware of the Perrin Technique, ME is no longer seen as a prison-sentence – the despair is replaced with hope and there is a life out there ready to be taken back.


Olivia McDonald, Lancashire, UK





If you don’t enjoy reading or, because of ME/CFS or fibromyalgia you are unable to concentrate on long texts, this one chapter is for you. It sums up my theory of diagnosis and treatment of these complex diseases. After this chapter, I advise those needing to keep their reading to a minimum to skip to Chapters 10 and 11, which include the Perrin Technique treatment plan (Chapter 10). This will hopefully guide you, the patient, along your own individual road to recovery.


If, after reading this and the final chapter, you wish to fully understand the complexities of diagnosis, pathophysiology and treatment of ME/CFS and fibromyalgia, the rest of the book is waiting to be read. I endeavour to keep the explanations as simple as possible in this first chapter.




Case: Mr E


My theory for the diagnosis and treatment of ME/CFS started with one patient: this case was the first and perhaps the most dramatic of all the ME/CFS patients I have treated. In 1989 an executive, who shall be referred to as Mr E, walked into my city-centre practice, in Manchester, where I ran a clinic specialising in treating sports injuries. He had been a top cyclist, racing for one of the premier teams in the north west of England.


He had suffered from a recurring, low back pain, which, after examination, I had diagnosed to be a strain of the pelvic joints. While treating his pelvis, I noted that his dorsal spine was particularly restricted. I enquired whether or not he had any problems in his upper back, and he acknowledged that for years, during his cycling, he had experienced a dull ache across his shoulders and at the top of his back. This in itself was nothing significant, as it was very common to find cyclists with pelvic problems and a stiff and disturbed curvature in the thoracic spine (the upper part of the backbone between the waist and the neck). What was interesting was the fact that, for the past seven years, Mr E had been diagnosed with ME/CFS.


Mr E complained of tingling in both hands and a ‘muzzy’ feeling in his head. He suffered general fatigue and an ache in his knees, as well as the pain in his back and shoulders. He had been forced to stop racing since the onset of the disorder.


This patient was one of many who came to me after being diagnosed by their doctor, or specialist, as suffering from ME/CFS. As I have said, he originally attended for treatment to his lower back. At that time, although I had helped other patients with ME/CFS, I had done no research into the disease, and I had no specific treatment programme for the disorder.


With only five treatments, Mr E’s back was better, but, most incredibly, the signs and symptoms of ME/CFS had drastically improved. He was symptom-free after a mere two months from the start of treatment. After many years he continued to remain healthy and the last news I heard of him was that he had moved to Holland, cycling with the same power and zeal that he used to enjoy prior to his illness.





It was after helping this patient that I realised that there must be a correlation between the mechanical strain on the thoracic spine and ME/CFS. Although I had not set out to help the fatigue signs and symptoms in this patient, I had done exactly that by improving the posture and increasing movement in the spine. My thoughts turned to the other ME/CFS patients that I had treated for back pain and biomechanical strain. The restriction of the dorsal spine was a common factor that could not be ignored.


Since 1989, thousands of patients with signs and symptoms of ME/CFS have visited my clinic and also practices all over the world run by practitioners trained in the Perrin Technique. None of them has presented with exactly the same symptoms but all have shared common structural and physical signs. This cannot be dismissed purely as coincidence. So, what is really going on?



The Perrin Technique: the facts



Fact 1: Fluid flow



A fluid flows around the brain and continues up and down the spinal cord: this is the cerebrospinal fluid (see Figure 1). This fluid has many functions – for example, as a protective buffer to the central nervous system and for supplying nutrients to the brain. However, one function has been discussed in osteopathic medicine since the 1860s1 but has received significant scientific attention only in recent years2, 4, 5, 6, 7, 8, 9, 10, 11, 12, 13, 14, 15, and that is the role it plays in the drainage of large molecules, including many poisons (toxins), out of the central nervous system into the lymphatic system.


The lymphatic drainage of the central nervous system was actually postulated as early as 1816 when the Italian anatomist Paolo Mascagni speculated that there were lymphatic vessels at the surface of the human brain16.


This system, which I have referred to since 1989 as ‘neuro-lymphatic drainage’, has now been proven to exist by a brilliant group of scientists in the USA and Europe who have termed this drainage ‘the glymphatic system’, as it has been shown to drain toxins from cells known as the ‘glia’ of the brain to the lymphatics17, 18, 19, 20.




[image: illustration]


Fig. 1 Flow of cerebrospinal fluid (CSF) and the position of the hypothalamus. CSF diffuses superiorly around the brain and inferiorly around the spinal cord, flowing down the subarachnoid space (SAS) to a cistern at the base of the cord and then most travels back to the brain. However not all of the CSF in the lumbar cistern returns to the cranium; some is absorbed into lymphatics along the perivascular spaces in the spinal nerve roots.





In fact, not only is there visual evidence of the drainage system detailed in the first edition of this book, but actual lymphatic vessels have been discovered in the membranes of the brain in both animal and human studies, which can now be visualised by MRI scanning – see Figure 17 (page 233)21.



Fact 2: Getting the toxins out



The lymphatic system is an organisation of tubes around the body that provides a drainage system secondary to the blood flow. Why does the body need a secondary system to cope with poisons or foreign bodies in the tissues? Are the veins not good enough? The answer in one important word is ‘size’. The blood does process poisons and particles which enter the blood circulatory system via the walls of the microscopic blood vessels known as the capillaries. Their walls resemble a fine mesh which acts as a filter, thus allowing only small molecules to enter the bloodstream itself. When the blood reaches the liver, detoxification takes place, cleansing the blood of its impurities.


Larger molecules of toxins often need breaking down before entering the blood circulation, and they begin this process of detoxification in the lymph nodes on the way to drainage points just below the collar bone into two large veins (the subclavian veins), with most of the body’s lymph draining into the left subclavian vein (see Figure 2).


The capillary beds of lymphatic vessels, known as terminal or initial lymphatics, take in any size of molecule via a wall that resembles the gill of a fish, opening as wide as is necessary to engulf the foreign body. The lymphatics also help to dispose of some toxins and impurities through the skin (via perspiration), urine, bowel movements and our breath. Once toxins have drained into the subclavian veins, they eventually find their way into the liver and, as is the case with normal circulatory toxins, are broken down by the liver22.
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Fig. 2 The thoracic duct (the central lymphatic drainage system into the blood).






Fact 3: The pumping mechanism



Since 1622, when Italian physician and anatomist Gasparo (Gaspere) Aselli (1581– 1626) discovered the lymphatic system, it was thought not to have a pump of its own. Its flow was believed to depend on the massaging effect of the surrounding muscles and the blood vessels lying next to the lymphatics, akin to squeezing toothpaste up the tube. However, now we know that the collecting vessels and ducts of the lymphatic system have smooth muscle walls23 and Professor John Kinmonth, a London chest surgeon, discovered in the 1960s that the main drainage of the lymphatics, the thoracic duct, has a major pumping mechanism in its walls24, 25, 26 and that this is controlled by the sympathetic nervous system27. If there is a disturbance of the sympathetic nervous system, the thoracic duct pumping mechanism may push the lymph fluid in the wrong direction and lead to a further build-up of toxins in the body.



Fact 4: The sympathetic nervous system



The sympathetic nervous system is part of the autonomic nervous system, which deals with all the automatic functions of the body. Although it is known for being the system which helps us in times of danger and stress, often referred to as the ‘fight or flight’ system, the sympathetic nervous system is also important in controlling blood flow and the normal functioning of all the organs of the body, such as the heart, the kidneys and the bowel. We know it is vital for healthy lymphatic drainage. In ME/CFS and FMS sufferers, the sympathetic nervous system will have been placed under stress for many years before the onset of the signs and symptoms. This stress may be of a physical nature due to postural strain or an old injury, or it may be emotional stress, or environmental, such as pollution, or due to stress on the immune system due to infection or allergy (see Figure 3).


The sympathetic nerves spread out from the thoracic spine to all parts of the body. The hypothalamus, just above the brain stem, acts as an integrator for autonomic functions, receiving regulatory input from other regions of the brain, especially the limbic system which involves emotion, motivation, learning and memory (see Figure 1). Significantly, the hypothalamus also controls all the hormones of the body.




[image: illustration]


Fig. 3 Long-term build-up of internal and external stress.






Fact 5: Biofeedback



The hypothalamus controls hormones by a process called biofeedback. This mechanism can be explained with the following example. If the sugar levels in the body are too low, it may be due to a rise in the hormone insulin, which is produced in the pancreas, which lies in the upper right side of the abdomen beneath the liver. Insulin, like other hormones, is a large protein molecule that travels through the blood and stimulates the breakdown of sugar. It passes from the blood into the hypothalamus, which will calculate if more or less insulin production is required and, accordingly, send a message to the pancreas to make the necessary adjustments.


The region of the hypothalamus is one of a few sections of the brain that allow the transfer of large molecules into the brain from the blood (known as circumventricular organs). In all other parts of the brain there is a filter known as the blood–brain barrier (BBB) that separates the blood from the cerebral interstitial fluid and which was first hypothesised in 190628. In the circumventricular organs there are natural gaps in the BBB.


The BBB contains tight junctions that prevent toxins and other harmful material entering the brain’s cells from the blood. However, protein transport molecules that can cross the BBB can carry these huge protein molecules, enabling the biofeedback mechanism to work and allowing the transfer of hormones into the brain. The unit of molecular size is the Dalton and water molecules, which are only 18 Daltons, are small enough to naturally pass through the BBB via channels within membrane proteins known as aquaporin. Due to the tight junctions in the BBB, the transport of larger molecules is limited through the endothelial cells between the blood and the brain’s tissue. The same arrangement is present in the blood–cerebrospinal fluid barrier, which restricts the circulation of macromolecules between the blood and cerebrospinal fluid. Evidence in the past decades suggests that these barriers are also subject to toxic damage from neurotoxic chemicals circulating in blood. The ageing process and some disease states render barriers more vulnerable to damage arising inside and outside the barriers. Hormones are very large protein molecules, and the hormone insulin, which we know has receptor sites on the hypothalamus, is 5808 Daltons, which is huge compared with the water molecule and yet it is able to enter the brain29, 30.


Unfortunately in many disease states, further gaps in the BBB plus dysfunctional protein transporters mean that large toxic molecules can invade the brain and wreak havoc on the normal functioning of the central nervous system31, 32, 33, 34, 35, 36, 37, and, as we will see later in this book, in ME/CFS it has now been proven that many immune cells that are pro-inflammatory do just this38.



Fact 6: What goes wrong



The central nervous system, composed of the brain and the spinal cord, is the only region in the body that for hundreds of years was believed to have no true lymphatic system. Since we now know the lymphatics exist to drain large molecules, what can the central nervous system do if attacked by large toxins? It has now been demonstrated that the cerebrospinal fluid (see Fact 1) drains toxins along minute gaps next to blood vessels, called paravascular spaces and these transport the toxins into fluid in spaces within the arterial walls known as perivascular spaces (also known as Virchow-Robin spaces), and then onto the lymphatic system outside the head through perforations in the skull. We also now know that, as well as through the cranial perforations, drainage occurs from the perivascular pathways into newly discovered true lymphatic vessels in the outer layer of the meninges, the membranes surrounding the brain21. The lymphatic vessels found in the head and around the spine take the toxins away via the thoracic duct and right lymphatic duct (see Figure 2) into the blood and the liver where they are broken down39.


This drainage mechanism has now been filmed, with the largest amount draining through a bony plate situated above the nose (known as the cribriform plate, see Fig. 4)3, 12, 14, 15. The toxins then drain into lymphatic vessels in the tissue around the nasal sinuses. There is further drainage down similar channels next to blood vessels supplying other cranial nerves, especially the optic, auditory and trigeminal nerves in the eye, ear and cheek respectively, and also down the spinal cord outwards to pockets of lymphatic vessels running alongside the spine4, 5, 7. It has been shown that perivascular spaces enlarge in patients with cognitive problems40, and this can be seen on a scan taken of the brain of one of my patients (see Figure 5). The radiological report on the scan stated ‘the hyperintensity in the parahippocampal gyrus was most probably an enlarged Virchow-Robin space’.
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Fig. 4 Superior view of the cribriform plate with observed perforations.
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Fig. 5 Hyperintensity (marked by white arrow) in the parahippocampal gyrus





Fact 7: Build-up of toxins


In ME/CFS, I believe it is these drainage pathways, both in the head and the spine, that are not working sufficiently, leading to a build-up of toxins within the central nervous system. The reasons for drainage problems can vary from patient to patient. It may be trauma to the head from an accident; it may be hereditary or due to a problem at birth. The spine may become out of alignment – especially in very active teenagers – which can lead to a disturbance in the normal drainage (see Figure 6). If the spine and brain are both affected, the increased toxicity will disturb hypothalamic function and thus will further affect sympathetic control of the central lymphatic vessels. This in turn pumps more toxins back into the tissues and the brain via the aforementioned perivascular and paravascular spaces, which further affects hypothalamic and sympathetic control. With this, a vicious circle (see Figure 7) has started41, 42, 43.
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Fig. 6 Restricted drainage of toxins from the central nervous system.
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Fig. 7 The downward spiral into ME/CFS.






Conclusion


ME/CFS is very much a biomechanical disorder with clear and diagnosable physical signs, including disturbed spinal posture, varicose enlarged lymph vessels and specific tender points related to sympathetic nerve disturbance and backflow of lymphatic fluid. The fluid drainage from the brain to the lymphatics moves in a rhythm that can be palpated using cranial osteopathic techniques. A trained practitioner can feel a disturbance of the cranial rhythm in ME/CFS sufferers43, 44.


The Perrin Technique helps drain the toxins away from the central nervous system and incorporates manual techniques that stimulate the healthy flow of lymphatic and cerebrospinal fluid and improve spinal mechanics. This in turn reduces the toxic overload to the central nervous system which subsequently reduces the strain on the sympathetic nervous system, which ultimately aids a return to good health.





Chapter 2


ME/CFS: What it is


Life is not what it’s supposed to be. It’s what it is.
The way you cope with it is what makes the difference.


Virginia Satir (1916 –1988) American author and therapist




Case: Heather’s story


I was 19 years old and living a very active life when I suddenly got ill. I was working part-time as a cleaner and doing a lot of voluntary work which involved a considerable amount of walking. I always enjoyed walking, had had a dog since I was 10 years old and lived in a beautiful but very hilly area, so thought nothing of walking up and down hills most days.


Suddenly, I needed to rest in the middle of the day, just to get through the day; then just resting wasn’t enough, and I went from this very active lifestyle to crawling up the stairs on my hands and knees and barely being able to dress myself and get downstairs to the sofa, where I then needed to lie to ‘recover’ from the effort of getting dressed. I knew I wasn’t well… but what was wrong?


I was actually quite fortunate in one way, in that I got a diagnosis quite quickly. Having heard other people’s stories later on, I realise that just getting the diagnosis itself can be a very frustrating journey, let alone working out how to get better.


This was towards the end of 1995, so ‘yuppie flu’ was in all the news at this time. My local General Practice got a new doctor who had just completed a study of this ‘yuppie flu’, and so he diagnosed me with chronic fatigue syndrome, or ME. So, I did get a diagnosis, but no real way to treat it, or how to deal with it. The only advice given was to gradually increase activity to try to get back to my former state. I remember timing myself hoovering, and then having to rest on the settee to recover, so I don’t think this advice really worked!


Gradually you learn how to live with it; I had to give up work, both the cleaning and the voluntary work. At 19 years old, I was suddenly at home a lot and in bed a lot! Time passed, I met and married my husband and I moved. We got a home in the area he grew up in, as he had work there. I was able to stay at home, and just care for the house in between resting a lot.


It was now early 1999 and in the local church we both attended was another young couple; they had been married a year longer than us, and were a couple of years older. She had also been diagnosed with ME. In reading everything she could about it, she had discovered what was then a very ‘new’ treatment, which had had some success, but was still so new it was not really recognised by the mainstream medical profession. She showed me an article about Mr Raymond Perrin, an osteopath from Manchester. He had treated a patient who was a cyclist. He had advised the cyclist that he could help him with his lower back injuries etc, sustained from years of cycling, but he could not help him with his ME. However, after some time, the cyclist said he felt like the treatment was working on his ME, and he was getting better. This beginning led to Mr Perrin doing more research on ME, and in particular the lymphatic system. He had developed a treatment which did indeed seem to have some success on various patients. I must admit that, on hearing about this initially, I was somewhat sceptical as I didn’t believe in so-called ‘miracle cures’. However, our friends were enthusiastic, and my husband wanted to see if I could improve my health, even by a small amount, so we agreed to go together one day, the four of us (both couples). We drove over to Manchester to what is now The Perrin Clinic.


We met Mr Perrin, who took over an hour to do an initial diagnosis and explain the treatment. At that first session he gave me a score of 3 out of 10 (on a scale of 1 to 10, 10 being good health) and told me if I followed his treatment, I could get better, and it could take approximately two to three years.


So, I settled into a pattern of treatment. I initially went to Mr Perrin’s every six weeks, and in between visited another osteopath, whom Mr Perrin had trained. This osteopath was in Leeds, so it was much easier to get to for weekly treatment, as obviously travelling at that point was very exhausting. Gradually, very slowly at first, I started to see improvement. Appointments went from weekly to fortnightly, and check-ups with Mr Perrin went from every six weeks to every three months.


The summer of 2002 came; I was gradually feeling better and starting to build up my stamina and my immune system. My husband was by then working delivering papers. I would go and meet him later in the day, towards lunchtime, and walk round all afternoon delivering newspapers (using a paper trolley – I could not carry a bag). At first I only managed an hour or so, then I would sit in the car for a while, then do a little more; all that summer I slowly increased my stamina.


We then asked Mr Perrin whether he felt it would be advisable for me to try working. He said I should look for part-time work only and VERY slowly increase the hours, seeing how I went first. I was by this time now going for 6-monthly check ups with Mr Perrin.


So, I then got the first job I had had since I was 19. Obviously, I did not go back to cleaning work! I found an evening job in a call centre, starting on 15 hours a week, Monday, Wednesday, Friday evenings, 4–9pm. This was a good place to start for me. After years of ME, getting up in the mornings was still very hard work. It took me years to overcome that, so an evening job was ideal for my circumstances at the time. In those first few months I had to work on building up my immune system. I vividly remember working with vitamin C, echinacea and cough sweets lined up on my desk, as I got sore throat after sore throat when I first went back to work. Very slowly I increased my hours; I did the 15 hours for eight months, and then went to 20 hours and so on. My last check up with Mr Perrin was sometime in 2003, when he gave me 9.5 out of 10. He said I would never be a 10, as I would always have a residual weakness towards ME.


Time passed, as it does, my health was reasonably okay and I gradually increased my hours at work, until I was doing 32 hours a week, something I would never have thought possible years before.


Then in 2012 I started to have panic attacks and anxiety, something I had never had before, and this resulted in another diagnosis in 2013.


Mid-2015 and I definitely felt unwell again, by this time I was clearly intolerant to various foods but was struggling to pin down which foods and solve the issues. I was now having IBS-like symptoms and had put on weight, and generally felt unwell. Towards the end of 2015, I was again struggling to manage a full workload, and was back to doing a lot more resting, and less activity, though I somehow still held onto my job.


A lot of things then happened in quick succession. I was made redundant from the same job I had now held from 2002 to 2015. I was getting no real answers about the IBS-like symptoms, the weight gain and general fatigue. I still felt at this point that it was not the ME that had come back, as it ‘felt different’ from the last time, perhaps because I was focusing on the food issues this time round, which was definitely a different problem from the first time I got ill. That time I was 19 and had no issues at all with food. Then in late 2015, when I was still looking for work, my husband said, ‘Why don’t we go back to Mr Perrin and just get a check up. We can rule out if the ME has come back, and that might help then see if there was some other issue, which the GP or hospital could help with?’


So, in February 2016 I got an appointment with Mr Perrin. He did a check up for me and said that yes, unfortunately the ME was back. Not quite as badly as the first-time round; this time he gave me 5 out of 10. He also explained why I had more food intolerances, and how going gluten free could help the ME.


In the time since I had last seen him, he had gained his doctorate and was now Dr Perrin, and had had some of his research published and his theories proved. There were also a LOT more success stories now for The Perrin Clinic. Dr Perrin now explained that going gluten free would help my body recover better from the ME, as it was spending time breaking down the gluten being consumed and could instead use its limited energy to help repair itself.


I explained to Dr Perrin about the search for work, and how I did need to work this time round. He said I MUST get a part-time job only, preferably 20 hours or less. (This was his opinion about my work from a health point of view.) The very same week I saw Dr Perrin and learnt the ME had returned, I was offered a part-time job, exactly 20 hours! This job was Monday to Fridays 10 am to 2 pm, more call-centre work, for a different company this time. On really bad days, I made it to work for the four hours, came home and crawled back into bed.


So, a lot of things happened in early 2016. I found out my ME had come back, I got a new job and I went gluten free. I was now back to having regular appointments with Dr Perrin, and treatment from another physiotherapist, who had trained with Dr Perrin, in between times. In 2017, I was making slow progress, and I only increased to 6 out of 10 that year. Dr Perrin explained that working part-time this time round, during recovery, was slowing my progress. In keeping up the treatment, I would recover, but more slowly. I went mostly dairy free in 2017; using lactose-free products eliminated some of the IBS-like symptoms, but not all.


In 2018, as well as keeping up my treatment with Dr Perrin, I decided to do Slimming World. (I am not recommending any diets or treatments, just telling my story and what worked for me). My weight loss was VERY slow, partly because due to the ME and my stamina; my main exercise was only walking. But after some tough initial times, getting used to the new way of eating, I noticed something unexpected. My panic attacks and anxiety dramatically decreased (very noticeably so), and my IBS-like symptoms all but disappeared. Clearly for me, reducing processed foods and sugar helped both these things. I now cook from scratch and enjoy mostly fresh, unprocessed foods, a personal choice that works for me.


The last check-up I had with Dr Perrin was January 2019, when he gave me an 8 out of 10. I continue to make good progress and have been happy to be feeling noticeably better since mid-2018.


The years of on-and-off illness have left their mark. I find it hard to differentiate between ‘normal’ tiredness and the ME feeling, and I still even now have to rest on certain days at certain times. But I will always be grateful to Dr Perrin for getting me well enough to work for 13 years, and to enjoy at least most things a normal 20 to 30-year-old should be able to do. After being ill from such a young age, it was precious to me, to have better health in my 20s and 30s. Thank you.


Heather Kaye, Leeds, Yorkshire, UK


Patient of Dr Perrin and Sylveen Monaghan, Chartered Physiotherapist and Licensed Perrin Technique Practitioner.





Chronic fatigue syndrome affects the communication between the internal organs and the musculoskeletal components of the body. This organ of communication is known as the sympathetic nervous system, which may be likened to a transmission station in a power station.


In our homes and at work, we use electricity for lighting, for cooking, refrigerating and freezing, for electrical appliances, and for music centres, TVs and computers. The electrical energy required is produced by power stations and is monitored by controllers in transmission stations, which channel the amount of electricity through to us, the consumers.


If we were all suddenly to use substantially more electricity, simultaneously, the transmission station would allow more electricity to flow, signalling to the power stations to produce more energy. This occurs, for example, at half-time during major international televised sporting events, when everybody turns on the kettle at the same time to make a cup of tea.


If something were to go wrong with the operator, or the equipment in the transmission station were to develop a fault, the power required to cope with the increased demand would be insufficient. This would eventually lead to a power cut and blackout. Alternatively, if a situation were to arise when too much electricity passed into the household’s supply, an overload or power surge could damage the appliances in use at that time.


In the body, the muscles are the principal ‘electrical appliances’, utilising most of the energy produced. The power station of the body is the gastro-intestinal system, together with the respiratory system, which consumes fuel in the form of food and utilises oxygen to produce the energy.


The sympathetic nervous system is the transmission station, which connects the visceral ‘power station’ of the body to the musculoskeletal ‘appliance’.



Blackout


When we are active, the sympathetic nervous system stimulates an increase of energy production and a release of stored energy. If this is not accomplished, the result is that the muscles will not receive the nutrients normally obtained from the blood, and the natural function of the muscles, nerves and joints will break down. There will be a power cut in our body and we will suffer fatigue.


This is precisely what occurs in patients suffering from ME/CFS. The body demands more energy, especially when under any form of stress, mental or physical. However, the mechanism normally operated to transform the stored energy into a usable form is not functioning, and thus the patient’s body simply stops working effectively.


It is therefore not surprising that ME/CFS is a profoundly debilitating disorder and requires as much rest as possible to reverse the process by minimising the amount of stress on the body. The power station analogy explains why some sufferers seem to display signs of too much sympathetic activity, such as palpitations and excessive sweating, as well as reduced sympathetic activity, such as fatigue and low blood pressure. The fault with the ‘transmission station’ could lead to the body working in overdrive as well as the power cut scenario, and sometimes in the same patient at the same time. Reducing the demand on the sympathetic nervous system helps the patient on to the road to a full recovery.


As stated in the introductory chapter, scientists from Rochester University, in New York State, have discovered that there is drainage of toxins from the brain into the lymphatic system, which supports my original hypothesis that ME/CFS is due to a dysfunction and backflow in the neuro-lymphatic pathway. The scientists at Rochester University further explored what was happening to this pathway when the drainage was unable to occur in their genetically engineered laboratory mice. They discovered that in these mice, the main areas of toxic build-up in the brain were the thalamus and the basal ganglia.


The thalamus is a small structure located just above the brain stem between the cerebral cortex and the mid-brain and has many influences on both. Its main function is to relay motor and sensory signals to the cerebral cortex. It also contains nuclei in its lateral-posterior section that increase pain and temperature sensation1.


The thalamus also plays an important part in regulating sleep, and since it is an important part of the limbic system in the brain, also helps control emotional functions.


Therefore, patients with a dysfunctional thalamus, besides suffering from widespread pain, will also complain of mood swings and difficulty moving, reading, talking and processing information. They become less alert and suffer from sleep disturbances, often complaining of vivid dreams. The thalamus contains NMDA (N-methyl-D-aspartate) receptors which are severely affected by alcohol, and therefore in ME/CFS and FMS patients, alcohol is definitely a No! No!


Studies have indeed shown overactive NMDA receptors in both ME/CFS2 and fibromyalgia3 patients. Activation of NMDA receptors causes the release of the neurochemical, neuropeptide P (‘substance P’), that actually enhances painful stimuli around the body4. Therefore, a toxic overload in this section of the brain accounts for some of the major symptoms of ME/CFS and fibromyalgia.


ME/CFS also affects another part of the limbic system, the basal ganglia, which together with the thalamus, are also a major junction box between the frontal parts of the brain, which is where thoughts and decisions take place, and other regions of the brain, including the activity centres which are situated in the back of the brain. This turns every action into a chore and creates difficulty in reasoning, making decisions, and other everyday activities, such as reading, writing, talking, walking and even sitting up. In some severe cases, it completely prevents the patient from conducting a normal life.


All nerves use chemicals known as ‘neurotransmitters’ to pass signals from one nerve to the next. The main neurotransmitter in the brain is the protein glutamate. However, certain specific nuclei in the basal ganglia produce the neurotransmitter gamma-aminobutyric acid (also known as GABA), which is a pain suppressant, centrally dampening pain. Therefore, if this activity is reduced by toxins, it will lead to the increasing generalised pain that plagues both ME/CFS and fibromyalgia patients who also find that any painful stimuli are enhanced. Indeed, over the years, I have had some patients who have had brain scans that reveal structural and functional problems in the thalamus and basal ganglion. It is no surprise that the basal ganglia have been suspected by many other neuroscientists of being involved in ME/CFS5.


The target of some treatment strategies, such as the Gupta programme, are talk therapy methods that aim to improve the function of the amygdala, part of the basal ganglia (see Chapter 5). Occasionally, brain scans of ME/CFS patients reveal problems in the basal ganglia. Just recently one of my patients, a 64-year-old woman, had problems with balance as well as other severe symptoms of the illness that she had suffered for many years. A CT scan revealed, and I quote from the reporting radiographer’s report: ‘Several foci or hypodensity within the basal ganglia bilaterally, most likely representing established perforator vessel infarctions, or Virchow-Robin spaces as a differential’.


In other words, there were obvious radiological signs of fluid drainage disturbance in this region. An ‘infarction’ being an obstruction of blood supply and the Virchow-Robin spaces that may be a factor refer to the perivascular spaces in the brain that surround some cerebral blood vessels, which we now know should drain toxins away via cerebrospinal fluid. It would be interesting to know how many other ME/CFS patients would show similar abnormalities if they had the same scans.



Brain fog


One of the most common symptoms of ME/CFS and fibromyalgia is described by many patients as ‘brain fog’ or, as I like to call it, ‘muzziness’. Their ability to think properly about anything is usually disturbed. Scientists have examined the cognitive symptoms of ME/CFS for many years and have come to the conclusion that it is partly due to altered blood flow to parts of the brain as sympathetic nervous dysfunction leads to patients often complaining of neurally mediated hypotension (low blood pressure) leading to ‘orthostatic intolerance’ – inability to keep standing. This is coupled with disturbed neurotransmission within the brain6.


The main parts of the brain affected by neuro-lymphatic drainage problems are the frontal and pre-frontal lobes concerned with thought, plus, as we have said earlier, the basal ganglia and thalamus, which are concerned with emotion and relay messages from the frontal region to the rest of the brain. This leads to the brain fog that some patients find the worst of all the symptoms, especially if prior to their illness they had a job that required major cognitive skills. This, due to the connection with the limbic system, makes them even more depressed.



ME/CFS: ‘The Black Hole of medicine’


ME/CFS has been given more names than any other disease, and yet there is still no universally accepted way of positively diagnosing it, and therefore, treatment remains controversial and, by many schools of thought, unscientific. Because the disease is such an enigma, with so many problems affecting the patients and countless different ideas being bandied about, it is often diagnosed without practitioners following the basic and essential procedure in clinical medicine – namely, that of properly examining their patients before making a diagnosis or providing treatment. As it is often diagnosed when other, more common conditions have been excluded, it has been called ‘The Black Hole of medicine’7.


I once had the pleasure of hearing a Stanford Professor of Medicine, Dr Abraham Verghese, at an international ME/CFS conference in California who made the most profound statement: ‘The Doctor’s round … has become square’. In other words, instead of physically examining the patient, as in days gone by, most physicians are busy looking at a screen for pathological tests etc, In most cases, they should be looking at and listening to the patient to work out what is really going on. As a trained osteopath, I listen to, observe and palpate all patients before any diagnosis is made. Sometimes pathological tests and computers are needed to confirm the diagnosis, but one should always carry out a physical examination first.


Many patients who suffer from ME/CFS are left untreated, with the physician hoping that the patient will spontaneously recover, learn to live with the problem, or change doctors. Despite the fact that the World Health Organization (WHO) has recognised myalgic encephalomyelitis (ME) as a neurological disease since at least 1969, when it published the 8th edition of The International Statistical Classification of Diseases and Related Health Problems (ICD-8), and despite thousands of scientific papers being published which demonstrate that ME/CFS is a real physical disease, with many different pathological findings, there are still many GPs who refuse to believe in a physical source of the symptoms and refer their patients to a psychiatrist. Meanwhile, the WHO continues to classify ME/CFS as a disease of the nervous system (ICD-10 G93.3).


Diagnosis of many conditions employs techniques such as MRI (magnetic resonance imaging), using computer-enhanced prints of the body. Electron microscopy shows each cell of the body in greater detail than ever before. Endless numbers of viruses have been identified, and yet, there are still some common ailments that continue to baffle medical scientists, including ME/CFS and fibromyalgia; slowly, however, more and more members of the scientific and medical community are beginning to understand these diseases.



The naming of the disease


Fibromyalgia or fibromyalgia syndrome (FMS) has not suffered as much from an identity crisis as has ME/CFS. FMS is now accepted worldwide as a rheumatological disease affecting the musculo-skeletal system and causing widespread pain.


This acceptance is completely different to the way the medical and scientific camps have viewed the disorder known to many as ME or chronic fatigue syndrome (or post-viral fatigue syndrome, or post-infectious disease syndrome, or chronic Epstein-Barr syndrome, etc etc). In the United States it used to be commonly referred to as chronic fatigue and immune dysfunction syndrome (CFIDS). It has been known by so many names that eminent American specialist Dr David Bell referred to it as the ‘disease of a thousand names’ in his seminal work8.


Most diseases are classified according to the type of change that takes place in the cells of the body – e.g. chronic lymphocytic leukaemia. Some diseases are categorised according to causative factors – e.g. caused by Mycobacterium tuberculosis or COVID-19. The problem with chronic fatigue syndrome (ME/CFS) is that it does not fit into any particular category. ME/CFS is so diverse in its signs and symptoms that no specific disease classification fits the bill. Thus, we have the term ‘myalgic encephalomyelitis’: myalgic refers to pain in muscles and encephalomyelitis relates to the possible effect on the brain and spinal cord. This term may suggest that there is inflammation of the central nervous tissue. However, with ME/CFS, inflammation of the spinal cord is not always present.


Although many in the medical profession now recognise the category ME/CFS and realise that there is something physically wrong with the patient, they do not know how to diagnose nor how to treat it.


Most of my patients who suffer from this condition have been to neurologists, undergone brain scans, X-rays, blood tests and many other exhaustive examinations, all of which have yielded inconclusive evidence that there is anything wrong at all. This may lead to the patient being told to get on with life as best as possible and to try and forget about it. The usual advice given to sufferers is to rest until the body sorts itself out, or worse, to gradually increase activity, which mostly causes the patient’s symptoms to quickly deteriorate. Sadly, in many cases patients end up forgotten by their health-care providers as they spend months and often years bed-ridden in darkened rooms in silence with little communication with the outside world, which can hardly be called ‘living’. Many ME/CFS and fibromyalgia patients just exist, waiting for the miracle cure that never comes.


Even more depressing is that often the patients’ own family and friends do not give the patient the support they need. Even in cases where the patient does have a loving and caring family and group of friends, there is a lack of understanding regarding both ME/CFS and fibromyalgia. This lack of understanding is compounded by the media, which often belittles these diseases as just ‘in the mind’ and suggests that these patients are actually not that ill.


How many ‘get well’ cards are ever received by ME/CFS or fibromyalgia patients? …Usually none!



Defining ME/CFS


Chronic fatigue syndrome (CFS) or myalgic encephalomyelitis (ME), as it has been known in the UK since an outbreak in 1955 at London’s Royal Free Hospital, was first identified by consultant physician in infectious diseases, Dr Melvyn Ramsay9. It is a clinically accepted condition now referred to in Great Britain as ME/CFS. As the suffix ‘-itis’ means inflammation of some kind, some health professionals now use the term ‘myalgic encephalomyelopathy’, signifying a disease state within the head and the spine but not necessarily accompanied by inflammation.


The defining symptom of ME/CFS is post-exertion malaise, but there are many other symptoms, the most common being:


• generalised abnormal muscle fatigue that occurs after relatively mild activity


• difficulty getting to sleep


• sleep disturbance which includes insomnia but sometimes too much sleep (hypersomnia)


• vivid dreams and sometimes very weird ones


• headaches


• problems with short-term memory


• difficulty reading


• cognitive dysfunction


• ‘muzziness’ in the head/‘brain fog’


• frequent rashes on the face, back and/or chest


• dry skin


• frequent spots on the face, back and chest


• panic attacks


• breathlessness


• palpitations


• anxiety and depression (not primary but secondary to the disease)


• increased sensitivity to light and sound


• tinnitus (continuous buzzing or ringing in the ears)


• over-sensitivity to smells


• food sensitivities or allergies


• back pain


• shoulder pain


• neck pain


• generalised muscle pain (myalgia)


• frequent sore throats


• irritable bowel


• bad breath


• frequent fungi and yeast infections


• nausea


• dry eyes


• profuse sweating


• irritable bladder


• numbness


• pins and needles (paraesthesia)


• cold extremities


• pre-menstrual syndrome.


The name chronic fatigue syndrome is used by most medical practitioners around the world, although most patients I meet prefer the term ME (myalgic encephalomyelitis/myalgic encephalomyelopathy) as this implies a disease state and is much more than just fatigue. However, the term ME by itself is not widely used except in the UK, Norway and Canada and can lead to confusion and may substantially undermine the progress that has been made by many scientists’ original research into CFS.


The joint term ME/CFS was agreed upon by the UK’s independent working group in its report to the Chief Medical Officer, Sir Liam Donaldson, published on 11 January 200210 into the condition, so I have used it in my work, but there is still much debate over the most suitable name. Patient groups in the UK prefer the term ME, whereas on my travels I have learnt that some countries have never heard of ME, but they do know of CFS.


ME/CFS, according to Dr Keiji Fukuda and his colleagues11 at the Centers for Disease Control and Prevention (CDC) in Atlanta, USA, was defined in 1994 as the presence of the following:


• clinically evaluated, unexplained persistent or relapsing chronic fatigue that is of new or definite onset (has not been lifelong)


• is not the result of ongoing exertion


• is not substantially alleviated by rest


• results in substantial reduction in previous levels of occupational, educational, social, or personal activities.


In addition, the co-occurrence of four or more of the following signs and symptoms must exist, all of which must have persisted or recurred during six or more consecutive months of illness and must not have predated the fatigue:


• self-reported impairment in short-term memory or concentration severe enough to cause substantial reduction in previous levels of occupational, educational, social, or personal activities


• sore throat


• tender cervical or axillary lymph nodes


• muscle pain


• multi-joint pain without joint swelling or redness


• headaches of a new type, pattern, or severity


• un-refreshing sleep


• malaise lasting more than 24 hours following exertion.


Another frequently used but highly controversial set of diagnostic criteria developed by Dr Michael Sharpe and colleagues in 1991 and used by some practitioners in the UK, is the Oxford criteria12
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