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Readers must consult with their doctor before deciding to make any new changes to their healthcare regime or following the advice given here. No book should ever serve as a substitute for working with a medical professional. Furthermore, because this guide is written in general terms, and since cases of Chronic Fatigue Syndrome can vary so enormously, it cannot take account of individual cases. Readers must, therefore, take full responsibility for their healthcare and any decisions made on the basis of this book’s contents. While I have striven to ensure that all material here is up to date and accurate, this book is not intended to be an exhaustive review of the scientific literature available.



Kristina-Downing Orr is a leading Harley Street psychologist, best-selling author and respected broadcaster. Born in Boston, she has lived, studied and worked in the UK since 1986. She was educated at Oxford, Cambridge, London and Birmingham universities and counts two doctorates among her six degrees. 

A venerated researcher, she has devised two innovative psychotherapeutic programmes, promoting personal fulfilment and happiness. In addition to her ground-breaking work in chronic fatigue syndrome, she has also reshaped treatment practices for depression and eating disorders.

She is also a playwright, with work staged in Stratford, Oxford, India and Los Angeles. She recently gave up practice to write full time. Her other works include Rethinking Depression: Why Current Treatments Fail (Springer, 1998) and Alienation and Social Support (Avebury, 1996). 
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Meet the Experts

The success of this programme is not only predicated on the revolutionary insights into the illness, which themselves are the product of extensive research, but also upon the qualifications and experience of the respective experts involved. All the experts here, myself (psychologist), Dr David Mason Brown (medical doctor), Alessandro Ferretti and Jules Cattell (nutritionists) are not only highly regarded professionals with decades of experience, we also work to push forward the boundaries of scientific research and work tirelessly to improve the treatments of CFS sufferers.

Dr Kristina Downing-Orr

(Psychological Method)

I am a clinical psychologist, research psychologist, author, NLP practitioner, hypnotherapist, and former CFS sufferer. My background is unique from most other professionals working with CFS patients and it is this unusual combination of expertise and experience that provides the basis of this exciting new treatment approach. My first-hand experience of the devastating symptoms of the disorder, coupled with my expertise as a mental-health practitioner has enabled me to critique the medical and psychological treatments for CFS, challenge the limits of the current psychotherapeutic treatment options available and develop new, better-informed and more effective approaches. I want to promote the highest standards of knowledge, research and treatment methods possible and, most of all, protect patients from the inadequate (and often harmful) practices that are so often pushed their way. My psychological therapy reflects my extensive research and is designed specifically to motivate you and keep you focused on your goal: recovery.

Dr David Mason Brown

(Medical Approach)

My research led me to Dr David Mason Brown very early on. He became my medical tutor and guide throughout my recovery process, and this book represents, in the main, a collaboration of our two areas of expertise and a mutual understanding of the illness and experiences of CFS.

An Edinburgh University medical graduate, Dr Mason Brown is a venerated and revolutionary GP. He, like me, had suffered with CFS, and it was his encounters with the limits of standard treatments that prompted him to research the illness. He is not only a practitioner, but has also been an active campaigner in improving treatments for CFS sufferers for nearly two decades. Not only has he, until recently, devoted his time as the honorary medical officer for his local CFS support group (MESH), he has also been involved in addressing the All-Party Parliamentary Group on ME set up to improve the lives of sufferers.

Dr Mason Brown’s interest in CFS began when he developed the disorder and was forced to retire early from his thriving career as a GP; his symptoms were so severe that he simply could not carry on with his work. Unwilling to accept a debilitated life, however, and dissatisfied with the traditional psychological treatments on offer, he began investigating the illness. And, based on pioneering North American research of such notable vanguards as Dr Jay Goldstein and Dr Byron Hyde, Dr Mason Brown developed his own treatment protocol. His knowledge of CFS is extensive. No other physician I have ever come across in the field has demonstrated his high degree of expertise. He is not only skilled, but is also generous with his talents and works tirelessly on behalf of sufferers. His highly effective treatment protocol (the focus of Chapter Six) is designed for you to follow at home. Based on two decades of medical practice, Dr Mason Brown has found that about 80 per cent of his patients either recover completely or achieve a near-full recovery.1

Alessandro Ferretti and Jules Cattell

(Nutritional Approach)

My research has also led me to Alessandro Ferretti (Alex) and Jules Cattell who are highly regarded nutritionists. They are both graduates of the Institute for Optimum Nutrition and co-founders of Equilibrium, a health-consulting company dedicated to advising individuals and organisations on the benefits of good health through nutritious food.

Both Jules and Alex specialise in treating CFS and are advocates for improving the lives of sufferers through more effective treatments and better-informed methods. They, like David Mason Brown and myself, are pioneers, who view the condition as a biological illness. Research and investigations that Jules has conducted on the illness provide the basis for the treatment offered here. Alex too is highly regarded in his field and has been nominated for two prestigious CAM awards. Both experts regularly give talks and lectures on a whole spectrum of nutritional issues. Their working team consists of a doctor and other healthcare professionals who combine medicine and naturopathic approaches in patient-care delivery. Based on their clinical experience, Alex and Jules report that 85 per cent of their patients will achieve near-full recovery.2 However, although like the medical method, the nutritional approach is designed for you to follow at home, Alex and Jules recommend that you work one-on-one with a qualified nutritionist for added support.


Foreword

It is a privilege for me to write the foreword to this book. Kristina Downing-Orr’s experience of CFS/ME took her on a journey from being so ill that she could only stand beside her bed for nine seconds before collapsing to a full recovery to the extent that she now walks nine miles a day.

The fact that she is also a very experienced clinical psychologist adds another dimension to her journey and – as a result – to this book, because she discovered more and more information and insights along the way which need to be shared with patients and their families and medical professionals alike. It was also a journey into the understanding of group perceptions and beliefs, some of which help, while others retard progress, and the discovery of the scientific knowledge that had been available in Canada and the USA since 1992 and built on since.

A burning desire to recover, along with the firm belief that she was actually able to do so were vital assets to Kristina. I only had the privilege of acting as a catalyst with support at a distance through emails and telephone calls, assisting in finding what worked for her. It helped also that she did not hold the common belief of some patients that they cannot get better and of many doctors that there is no cure – or even that CFS/ME does not exist!

Ignorance is not bliss. It is just ignorance. Generally speaking, we all do the best with what we know. But sadly, in areas of medicine where there is ignorance, the people who really suffer are the patients and their families. Hopefully, Kristina’s insights into the causes and treatment of CFS will redress this and motivate others to become aware of other areas that may need to be tackled, including viral infections, malabsorption, nutritional deficiency, bacteria-producing toxins and environmental pollutants, to name a few.

Now it is time for Dr Kristina Downing-Orr to tell her story – how she managed her journey to recovery and what she learned along the way – and to impart her invaluable advice to others now embarking on journeys of their own.

Dr David Mason Brown MB ChB


Although the world is full of suffering, it is full also of the overcoming of it.

HELEN KELLER


SECTION I

INTRODUCING CFS


Introduction

The worst thing about ME [also known as CFS] is, obviously, having ME. It is spending three years in your bedroom looking at the walls, in pain, isolated, unable to read, write anything down or talk, because your brain is like spaghetti. The worst thing is having a brain which no longer works and which you can’t do anything about. It’s like being in solitary confinement, except you haven’t done anything wrong.

JOHN (in Shattered: Life with M.E., Lynn Michell)

In all the years I have been working with and researching the illness, Chronic Fatigue Syndrome (CFS) – also called Myalgic Encephalomyelitis (ME), Post-Viral Syndrome (PVS), Chronic Fatigue and Immune Dysfunction Syndrome (CFIDS), Post-Viral Fatigue Syndrome (PVFS) and Neurasthenia – I have never come across a description which better encapsulates the severity of the symptoms and the sheer depth of suffering than John’s reflections above. As his haunting words convey, CFS is a debilitating illness, which destroys lives. While the numbers of those afflicted are huge, CFS remains a lonely business. And, as John reveals, it is also physically painful, cognitively demanding and emotionally devastating.

Before the onset of their condition, most CFS sufferers are active, busy people, leading full and rich lives. Once in the grip of CFS, however, they become mere shadows of their former selves, their bodies behaving like the enemy, with every waking moment a physical, emotional and cognitive struggle to function on even the most basic of levels. Many sufferers are left bedridden and housebound.

Unfortunately, despite the level of debilitation caused by CFS, conventional medicine currently offers little help, the disorder being blighted both by social stigma and a lack of professional expertise on the subject. Through my pioneering research and that of the other experts I have consulted with here, as well as my own personal experiences, I can confidently say that these shortcomings stem from the failure on the part of many health professionals to recognise the true biological nature of the illness (although psychological factors do also play a substantial role in the precipitation and perpetuation of symptoms). According to researchers, despite the fact that the vast majority of people develop the condition following a viral infection1 – in other words a medical trigger – sufferers are very likely to be told that their symptoms are ‘psychosomatic’ – or imaginary (although changes were made in 2009 to this diagnostic status with the Royal College of General Practitioners and the illness is now officially recognised as medical). Despite these changes, however, patients are still usually told that depression is the root cause of their symptoms, with antidepressants and psychotherapy being the main treatment options offered. That is, of course, if a patient is ‘fortunate’ enough to see a doctor who recognises CFS as a genuine affliction in the first place; many physicians prefer to dismiss sufferers as attention-seekers, hypochondriacs or malingerers. What’s more – and, as a psychologist I find this fact particularly disturbing – when patients dare to protest that their symptoms are both genuine and medical in nature, according to Gelder and his colleagues, doctors are instead routinely instructed to dismiss these claims as further evidence of neurotic disturbance.2 In other words, they are pointed firmly in the direction of the psychologist’s couch.

One would be naturally forgiven for thinking that, given the psychological emphasis on the causes and perpetuating factors of CFS, the medical profession would have every confidence that psychotherapy and antidepressants would cure the affliction. However, it is officially recognised by doctors that the long-term recovery for CFS is poor because the methods used have not been proven to be effective.3

But medical professionals are not the only ones to blame. Psychologists, too, have jumped on the psychosomatic bandwagon, insisting that CFS sufferers have a fear of fatigue, leading to avoidance of activities which might increase their exhaustion.4 This fear is exacerbated, they argue, by a consequent deconditioning of the muscles and reduced fitness, leading to increased exercise refusal. This, in turn, continues the avoidance of activity for fear of increased exhaustion. And so the cycle of psychologically induced ill health continues, they argue. Although there is an element of truth here, these are, in fact, normal reactions to chronic-disease states in which the body suffers true debilitation – often for weeks, days or months – following even the smallest exertion. Even in my profession’s recent news periodical, the Psychologist,5 concerns have been raised about the lack of evidence in support of the psychologically based fear/exercise-avoidant models. However, any such criticisms remain largely ignored.

So the situation is doubly tragic: with so many CFS patients feeling that they have to ‘put up and shut up’ for fear that they could be refused future help, they are not only ultimately abandoned and left to cope with their unbearable symptoms on their own, they also often fail to regain their health. It is the case that some patients do recover of their own accord or with limited or no intervention. However, quality of life for many is so diminished that they fall prey to any snake-oil salesman who promises to deliver a cure (causing both their health and their bank accounts to suffer), while for others, suicide can seem like the only option.6

My Story

I suffered from CFS following two viruses and was in the grip of the worst aspects of the illness for about two years, in no fit state to go anywhere or do anything. At some points, I was so blighted by it that I was paralysed, bedridden and barely able to function.

During that time, I had many odd aches and pains that seemed to have no obvious connection and to defy all medical logic. I was exhausted all the time and, not just that ‘I’ll-sit-down-for-twenty-minutes-with-a-cup-of-tea’ kind of fatigue either. The exhaustion would keep going. It seemed bottomless. Then there were the migraine headaches which were blindingly painful, not to mention the visual disturbances; I couldn’t see very well, particularly out of my right eye, and found bright, flickering lights particularly bothersome. My legs were as weak as jelly and would jerk uncontrollably at night, my upper arms ached with an unrelenting soreness. I would also feel faint and pass out for no apparent reason – and with no warning, either. And then, on top of everything else, I developed food allergies. My body seemed to be shutting down, although no one could tell me exactly why.

I remember being afraid of going to sleep at night, fearful, anxious that I would not have the strength to get out of bed the next morning – which was, of course, what eventually happened. I remember endless stretches of time, filled with fear, wondering if I’d ever be able to step outside or go for a walk again.

Little did I know back then that CFS would come to dominate my life. But, it did. Even now, when I feel so well and am enjoying more energy and better health than I ever thought possible, I cannot completely forget those bleak times when there was so little hope of recovery. But, that is in the past now. And, by reading my book and following my guidance, your own battle with CFS can become a memory for you too.

Millions of people around the world suffer from CFS7 and, therefore, it has been the subject of highly specialised, but limited, academic interest. Yet respected, venerated researchers still somehow seem to draw a blank. Finding a cure for an illness is hard enough when you are well; I can assure you it’s damned near impossible when you’re in the throes of debilitation. But, in fact, being unable to see or walk, being so fatigued I could barely function and suffering from endless pain provided me with the best possible motivation for finding the path to recovery.

For me, there were three main incentives that forced me to realise I would have to find a cure myself: the medical profession seemed incapable of giving me the help I needed; I was still a youngish woman at the time my illness struck and there was no way I was going to spend the rest of my life as a ‘viral vegetable’ or ‘breathing corpse’; and probably the biggest incentive was a phone conversation I had with another CFS sufferer when I first suspected I had the illness. She told me in frank, but horrific, detail about her current life and my inevitable future. She’d been suffering from CFS for several years, and although very kind and supportive, her pleasant manner could not conceal the brutal truth that was her daily existence: she’d been unable to work for years, following a virus; her social life was severely limited to the occasional brief visit of about half an hour or so with friends, but only every once in a while; and she was constantly exhausted, achy, prone to picking up viruses. She would doze during the day and yet feel wired at night and the slightest exertion would worsen symptoms the next day and trigger a decline for a week, maybe longer. She was on antidepressants to cope with the misery of such reduced circumstances and to help her sleep.

As I listened to the description of this sufferer’s horrifying symptoms and the sheer narrowness of her twilight existence, my heart sank. I probed, tentatively, about the treatments on offer, but she was dismissive of them all. She’d been through the standard medical and psychological treatments, as well as a number of alternative methods, such as food-allergy therapy, but nothing had worked. She had undergone a humiliating ritual of visits to medical practitioners, often barely able to move, only to be insulted by doctors and psychologists alike, who refused to accept her illness as genuine. In fact, the local CFS consultant told her all she needed was a hobby.

When I hung up the phone I was shell-shocked. My future had been spelled out in the coldest terms – and it was no future at all. But somehow this fuelled in me a determination to find a cure and recovery. No way was I going to end up bedridden and housebound. A life half-lived was no life at all. My mantra became ‘I refuse’: I refused to be treated with contempt by the doctors, I refused to accept the pain and debilitation and I refused to accept my life was essentially over.

My motivation was never in doubt, but finding a cure for an incurable illness is difficult, to say the least. Ignoring the many obstacles, however, I examined my symptoms and worked out the reasons why available treatment strategies were not only ineffective in fighting CFS, but in many cases, as the evidence will show, actually made many people with CFS worse.8 I analysed the immediate triggers of my symptoms, assessed what made me better and what made my symptoms more severe. I also spoke to twenty or so other CFS sufferers and to doctors and other psychologists who, outside their consulting rooms, would frankly admit to me that the much-vaunted psychological treatments were not as effective as patients are led to believe – something I had already suspected.

With the severely limited time and rapidly dwindling energy levels available to me, I pursued every line of enquiry. I doggedly followed every lead, no matter how vague. I became the Lieutenant Columbo of CFS, always asking, ‘Just one more thing...’ My persistence did eventually pay off though. I am well again, I’ve got my life back. And so could you.

How I Can Help You

By reading this book thoroughly – and you must do this – you can regain your health and vitality and do all those things you thought were a distant or impossible dream. Learn from my experience and my expertise. I work with the best professionals who understand CFS and are deeply concerned by the futile methods currently used to treat it. They, like me, are devoting their professional lives to improving the standard of CFS treatment.

This book will equip you with a thorough understanding of the key aspects of CFS, including its causes, giving you a greater knowledge of the condition you are dealing with. My analysis is not just the ‘same old, same old’, but a pioneering presentation of the latest discoveries regarding CFS, which will make clear the reasons why current orthodox methods have failed to improve your condition and may even have worsened it.

The first part of the book is mainly informative, as I believe that ignorance can play no part in a recovery programme. Knowledge is power – your first step to recovery. With the essential background facts and figures at your fingertips we will then move on to the medical, nutritional and psychological methods that will help you with your recovery: the Fusion Model.

Introducing the Fusion Model

My programme for treating CFS is based on the innovative new approach known as the Fusion Model, so called because it unites three different areas of expertise – the medical, the nutritional and the psychological – to address the different symptoms of the illness and to promote recovery.

The main objective of the Fusion Model is to first replenish the body through a choice of two options – either the medical or the nutritional – which are designed for you to follow independently at home. Although there is considerable overlap between these approaches, you are given the choice because one method might better suit your needs and lifestyle than the other. Many people with CFS have moderate or mild symptoms and do not feel the need (or desire) for prescription medication. Furthermore, some people might also feel reluctant to adopt the strong feedback-monitoring role required by the medical approach, in which case the nutritional model may be more suitable for them. In any event, remember you choose only one, and follow the instructions carefully.

The second objective of the Fusion Model is to build up psychological fortitude. Whether you are working with the medical or the nutritional approach, it is essential that you also develop psychological hardiness to tackle the stressors that are likely to have contributed to your illness in the first place and most certainly to have reinforced the cycle of ill health ever since.

Evidence in Support of the Fusion Model

The main evidence for the approaches that compose the Fusion Model comes in the form of clinical expertise and many years’ experience of working with CFS patients. This has enabled close observation of the condition’s development over a long period of time, including the monitoring and analysis of progress and recovery through active involvement in patients’ care.

In research terms, unfortunately, CFS is not ‘sexy’. It is a ‘Cinderella’ illness, meaning that it is an underfunded and poorly resourced area. Also, even when CFS researchers do obtain vital research grants, the vast majority favour studying the psychological treatments, shunning the biological factors that underpin the illness.

Although CFS is an affliction that affects many, the fact that cases can vary so enormously in terms of the type and severity of symptoms makes carrying out effective research even more challenging. However, my own experiences with elements of the Fusion Model, as well as Dr Mason Brown’s and those of our patients are a testament to the efficacy of the programme.

Freud developed many of his theories based on his patient Anna O.; Piaget developed his understanding of childhood by mainly observing his own small brood; neuropsychologists have gained huge insights into memory deficits based on the patient HM, who was unable to form new memories following brain surgery. In a similar vein, Dr Mason Brown and I became our own research instruments, leading to the important discoveries that form the basis of the Fusion Model.

Ultimately, the decision to pursue the Fusion Model has to be yours and yours alone, but the high-quality information in these pages will help you to reach an informed decision and, should you choose to pursue it, a richer and healthier future.

How to Use This Book

While this book can be used by professionals and carers, either as a source of information or as the basis for treatment, it is mainly aimed at the CFS sufferer. Teaching you about CFS and how to treat the illness is my job. But, you have a job too.

In the first instance, you must previously have obtained a diagnosis of CFS from your doctor and consulted with him or her before embarking on this programme or making any changes to your healthcare regime. And, although the Fusion Model is designed for you to follow at home, I would advise you to work with your doctor and regularly update him or her on your progress.

Also, you must be thoroughly au fait with my views on CFS. This illness is a minefield of contentious debates between professionals, and the treatments I present here, although groundbreaking and scientifically robust, represent the minority medical view. In fact, by the time you have finished reading this book, you will, in all likelihood, be much better informed than your doctor or psychologist on the subject.

Furthermore, you will need to apply the information in the book to your own personal experiences of CFS and your symptoms. Also, you must take full responsibility for your recovery. Ultimately, no one else can do it for you – not your doctor, nor any other healthcare professional.

Having said that, however, it is truly exciting to be, finally, in charge of your own health and find yourself on the road to recovery after such a devastating illness. What’s more, in terms of general recovery, there is a growing body of research showing that those people who take charge in this way are precisely those who regain their health.9 Conversely, the ‘good’ patient, the compliant individual so favoured by the doctors, tends not to fare so well.

Recovery with this programme can, like the condition itself, be unpredictable. For some people it could take some time, depending upon the severity of symptoms, while for others it may be much quicker. However, in all cases there should be a steady improvement along the way.

Throughout the book, I use quotes from two women who have undergone the Fusion Model. In their own words, Marguerite and Julia, whose names and certain details have been changed for confidentiality, provide you with a helpful insight into both the illness and their recovery from it.

We – myself and my colleagues – are on your side, and we demonstrate in these pages that recovery is not only possible, but achievable. I can’t even begin to describe my joy when I walked outside for the first time, having been ill for so long. Even the most ordinary things in life – ordering a curry, getting a haircut, walking in the park – became sources of great happiness for me. They still are. And they can be for you too.


Marguerite

After so many months of being bullied by doctors and written off as a complete hypochondriac, it was a relief to find a doctor and a psychologist who believed in my symptoms and had worked hard themselves to overcome the illness. That alone gave me confidence and inspired me to get better.




Julia

People with CFS, well we are not stupid. We know the difference between a medical illness and a psychological one. Thankfully, these professionals also understand that. If your doctors believe you that’s 99 per cent of the battle. I got my life back. I’m well. I’m happy. And I wouldn’t be able to say this without this treatment.
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‘This book is an essential read
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