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Foreword


There are many misunderstandings and myths concerning schizophrenia. It is frequently but incorrectly portrayed as a ‘split’ personality, and the person with the condition is seen as a Jekyll and Hyde character with the amoral wickedness of the latter. The label attracts a degree of fear and discrimination that is reflected in the isolation and exclusion of those with schizophrenia and their families, high rates of unemployment and suboptimal care and treatment of co-incidental physical ill health. The unpredictable and dangerous behaviour of a few has come to be the stigmata of all people with the condition, even though the reality is that they are far more likely to be the recipients of abuse and violence and of self-harm and suicide. Perhaps the worst myth of all is that it is impossible for the person affected to make any sensible decisions or to recover from the condition.


In Coping with Schizophrenia, Kevin Gournay and Debbie Robson provide much-needed information for those with schizophrenia and their families about the condition and the services and treatments that are available. At the heart of the book is a message of hope. Around half of those affected will experience a substantial recovery with still more achieving stability without further worsening. Furthermore, there is good evidence that treatment, particularly where given promptly early in the course of the disorder, reduces relapse and hospitalization. The use of medication is discussed in some detail, as befits the treatment that is still the most effective intervention for the symptoms of the condition, but it has to be taken over many months or even years after the acute episode has resolved. Although medication remains the mainstay of treatment, there has been a dramatic growth in the evidence for the benefit of talking treatments including cognitive behavioural therapy and family-focused interventions. These, particularly when offered alongside medication, dramatically reduce the frequency and severity of psychotic experiences and associated distress. Unfortunately, as the authors comment, these treatments are expensive, require skilled therapists and are less readily available than they should be, despite good evidence that they pay for themselves in terms of reduced relapse and reliance on expensive inpatient care.


While the overall message of the book is rightly optimistic, a great deal of attention is directed at the shocking physical health outcomes of people who suffer from psychotic disorders. Those with a diagnosis of schizophrenia are at increased risk of physical ill health, including heart and respiratory diseases, diabetes and some cancers, dying some 20 years earlier than their contempor-aries in the general population. Much of this risk is preventable as it is linked to behaviours that can be changed, as for example a fatty diet, tobacco smoking, excessive alcohol and inadequate exercise, all of which are more often found among people suffering from schizophrenia. For example, it has been estimated that 60 per cent of sufferers smoke tobacco, compared with 20 per cent of the general population, and that nearly half of all the tobacco consumed in England is by people with mental health problems. A similar story can be recounted for poor diet, low exercise and obesity. But in addition to this, the risk behaviours and associated poor health are likely to be overlooked by the health service. Psychiatrists and psychiatric nurses tend to regard physical health monitoring and treatment as the business of the patient’s General Practitioner, while GPs and other non-psychiatric professionals either do not see the patients or if they do, tend to focus on the mental health problem and miss the physical complaint or assume that the patient would be incapable of understanding or following the health advice they would ordinarily give to a non-mentally ill patient. Of course, most good GPs would be horrified to think they could be capable of such obvious neglect, and there are efforts to tackle the shortcomings of the existing divisions between mental and physical health care. But this can only go so far. Ultimately, as in medicine generally, a good part of the success of preventive interventions relies on the individual’s awareness of the risk and his or her belief that something can be done about the risk. The strength of this book is that it provides people with schizophrenia and their families with the information they need, enabling better self-care and empowering help and advice seeking.


Professor Tom K. J. Craig
Institute of Psychiatry
Kings College London
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Note to the reader


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




Introduction


When our publisher asked us to write this book, we were very pleased to provide something that might be of potential benefit to the, literally, hundreds of thousands of people in the UK with schizophrenia, their families and their carers. Like ourselves, our publisher was aware that, compared with the vast amount of scientific literature on the topic, there was very little in the way of self-help material for those affected by this illness. We were also aware that a book such as this might contribute to the public understanding of schizophrenia and, in turn, serve to reduce the tremendous stigma associated with this and other mental health problems.


At the time of completing this book (at the end of 2012 and the beginning of 2013) a report by the Schizophrenia Commission, chaired by Professor Sir Robin Murray, FRS, was published and aptly titled The Abandoned Illness. The commission was set up by the national charity Rethink Mental Illness because of the disquiet among people with schizophrenia and others affected by the condition. Later in the book we will provide more information about the findings of the commission, published in a report in 2012, which we commend and suggest you read in its entirety. Also of note in 2012, the Royal College of Psychiatrists conducted an audit of services and published its findings later in the year in the form of a report.


Before we began writing, we decided that we had three overall aims. First, we wished to provide as much information as possible about schizophrenia, believing that all too often, information about mental health problems is deemed as the property of health professionals and can only be shared very selectively with those without the necessary professional background and training. On the contrary, our belief is that information truly is power, and that people with schizophrenia and all those interested should be provided with as much information as possible about the illness, because an understanding of a condition is the first step in self-help.


Having set the scene, our second aim was to provide information about the services that are available and to provide a realistic picture of all treatment and care options. In considering this, we were confronted with the far from ideal situation that exists in the UK today. On the one hand, we know that there is much that can be done by way of treatment and care to reduce the distress and suffering caused by schizophrenia. On the other hand, we also know that the reality is that, for a variety of reasons, many people are not offered the best available care and treatment options.


Our third aim was to provide advice about self-help to those with schizophrenia, their families, carers and friends. We thought long and hard about the range of potential self-help topics, and considered what advice other self-help books have previously offered. We therefore wrote a long list of topics: everything from how to access legal advice to how to cope with voices (auditory hallucinations). One topic stood out as being of vital importance – how to maintain the best possible physical health.


Why did we arrive at that decision? The answer is simple – on average, people with schizophrenia live about 15 years less than the general population but, more positively, we know that this need not be the case as there is a great deal that can be done to prevent the illnesses that are common among people with schizophrenia. We have given detailed advice on a range of health topics and also cover practical matters, such as how to deal with obstacles that may prevent reasonable access to the interventions needed. We have devoted a very large section of this book to self-help information. For this we offer no apology. We say, look at the facts – people with schizophrenia, on average, unnecessarily lose many years of life.


A final thought regarding our third aim of providing appropriate self-help advice is the question of how we could most effectively convey this information. The answer was obvious – ask those who know best. We have therefore enlisted the expert advice and co-authorship of two people: one who has schizophrenia and one carer. They will tell their stories and say what has worked for them.


What’s in a name?


We have thought long and hard about the most acceptable term to use with regard to people with schizophrenia who receive services. Throughout this book we will generally use the term ‘people with schizophrenia’. However, there are occasions when there is a need to use a word or a term in relation to treatments and care processes. Currently, some mental health services use the term ‘patient’ to describe such an individual. Some organizations devoted to giving a voice to people who use services prefer the word ‘survivor’. Psychotherapists and psychologists often (but not always) prefer the word ‘client’ and, of course, many use the word ‘patient’.


In keeping with our philosophy of basing this book on evidence, we decided that we should look to studies conducted by a range of people with interest in the topic. Unsurprisingly in our view, we found that if you ask people with schizophrenia and their carers their preferred form of address, there is a wide range of responses. Overall, however, it appears that ‘patient’ is the preferred term, particularly when used within the context of people receiving care from mental health professionals, including social workers and occupational therapists, who (with other groups of people) prefer ‘client’.


We have therefore decided to use ‘patient’ throughout the book, when appropriate. With regard to our personal preference, although we understand that ‘patient’ may be used in a way that indicates an unfair balance of power between the professional and the individual, for a registered health professional the word implies a considerable emphasis on a duty of care and also indicates the importance of working within a moral and ethical framework of the highest standard. Finally, schizophrenia is undoubtedly an illness, like cancer, high blood pressure or diabetes. People with these physical illnesses are called, and call themselves, patients. Therefore, patient it is!


With apologies to those who prefer another form of address, a last word. In our opinion, what is important in a book such as this is conveying as much information as possible to patients and families and carers; we truly believe that information is power.




Part 1


SIGNS, SYMPTOMS AND DIAGNOSIS




1


What is schizophrenia?


History


The word schizophrenia was first used by the psychiatrist Eugen Bleuler just over one hundred years ago. The word, literally translated from the Greek, means ‘splitting of the mind’, hence the incorrect belief among many that people with schizophrenia have a ‘split personality’. This was not Bleuler’s intent and, even then, he realized that schizophrenia was a highly complex condition involving personality, thinking, memory and perception.


Before that, others realized that schizophrenia was different from dementia, intellectual disabilities and the common mental health problems such as depression and anxiety, and that it appears in many shapes and forms. Over the years there have been various attempts to classify schizophrenia. The current classifications can be found in the American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders, 5th edition (DSM-5) and the World Health Organization’s International Classification of Diseases, revision 10 (ICD-10). The classifications used now are still controversial and international experts disagree with one another. However, what seems to be clear is that schizophrenia is probably best thought of as an ‘umbrella’ term to describe a number of conditions that may manifest themselves in quite different ways and require differing approaches to treatment and care.


Signs, symptoms and diagnosis


Over the years there have been a number of controversies about diagnosis. Thirty years ago, many psychiatrists disagreed about whether a particular individual had schizophrenia. It was also true to say that the diagnosis was often made after the individual had spent many years in contact with mental health professionals without their problems being recognized. Although the situation is now far from perfect, mental health professionals across the world are now in much greater agreement about what constitutes a schizophrenic illness. Of considerable importance, many countries now have programmes dedicated to improving diagnosis, so that treatments may begin earlier in the disease. There is certainly accumulating evidence that early intervention is beneficial for long-term outcomes.


Schizophrenia presents in various forms or subtypes, and even within the subtypes there is considerable variation between individuals. Broadly speaking, one of the most accepted ways of looking at signs and symptoms is to divide and classify them as positive, negative and cognitive. When professionals talk about ‘positive’ symptoms they do not mean symptoms that are helpful or provide a benefit, they are referring to psychological experiences that are added to or exaggerated in someone’s personality. ‘Negative’ refers to symptoms that are deficits or reductions of normal emotional responses. ‘Cognitive’ refers to how we think and process information. Examples of some of the symptoms of schizophrenia and how they are classified are given in Table 1.


Table 1 Symptoms of schizophrenia






	Type of symptom

	Symptom






	Positive

	Delusions






	 

	Hallucinations






	 

	Behavioural changes






	Negative

	Apathy






	 

	Blunting of emotions






	 

	Incongruity of emotions/responses






	 

	Reduction in speech






	 

	Social withdrawal






	 

	Reduction in social performance






	Cognitive

	Problems with working memory






	 

	Poor executive functioning






	 

	Inability to sustain attention







It is worth noting that people with schizophrenia commonly have other mental health problems. It is important that these are identified and appropriately treated; it is sadly all too common to see with people with schizophrenia experiencing various anxieties, fears and phobias that are not being addressed by mental health professionals (see ‘Other mental health problems’ in this chapter).


Positive symptoms


Delusions


There are a number of definitions of a delusion. Indeed, if one looks at the books written about schizophrenia, some authors have written literally thousands of words in their attempt to tell us what delusions are. One definition that we prefer is simple: a false belief that is impervious to reason or logic and has no evidence to support it. However, the issue of context needs to be taken into account when applying this definition. One obvious example is that of spiritual and religious beliefs. Many religious beliefs appear to have little or no hard evidence to support them and are regarded as a matter of faith. It would therefore be ridiculous to regard all people of faith as delusional. Likewise, there are certain beliefs held within certain cultures that appear to others not within that culture to be irrational and illogical and also without any evidence base. What might therefore distinguish a delusion from a religious or cultural belief? This perhaps might best be explained by an example:


Peter is a 24-year-old man who grew up in a village in Somerset. He attended the local Church of England service every Sunday morning with his family and went to a church school. Throughout his childhood and adolescence Peter took part in a number of Christian activities and was always proud to say that he was a committed Christian. At 18 years of age he left home to go to university, where he studied physics and obtained a good degree. While at university he joined the Society of Christian Students, where he often discussed how he approached what appeared to be an incompatibility between hard science and faith. Indeed, Peter left university saying that the more he learned about the universe, the stronger his faith had actually become.
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