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  ‘Coping with Schizophrenia is a practical, helpful guide on the path toward recovery. It confronts difficult issues in ways that both empower individuals and

  provide hope for the journey. It offers tools and shared experiences that can help reduce isolation – reassuring people living with the illness and people who love them that they are not

  alone.’




   




  Ken Duckworth, Medical Director, National Alliance for the


  Mentally Ill (NAMI), USA




  ‘Jones and Hayward provide to those with schizophrenia, and to their families the essential ingredients for “coping with schizophrenia” – hope,

  understanding and information.’




   




  Neal Stolar, M.D.-Ph.D., Clinical Associate Professor,


  University of Pennsylvania, USA




  ‘This is an excellent [book] and will make a very significant contribution to helping those with a diagnosis of schizophrenia. The book is extremely well written and

  achieves the difficult feat of combining optimism with realism.’




   




  David R. Hemsley, Professor of Abnormal Psychology,


  Consultant Clinical Psychologist, Institute of Psychiatry,


  King’s College London, UK




  ‘A sympathetic and sensible book which not only removes much of the fear, loneliness and stigma that surround schizophrenia but gives up to date information and a

  fascinating overview. It also gives practical encouragement to those faced with such a diagnosis, and their families will find here new strategies and therapies with which to combat this cruel

  illness and survive.’




   




  Marjorie Wallace, Founder and Chief Executive of SANE, UK
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  Is this book for you?




  Schizophrenia: What’s in a name?




  To be told that you or someone you love has a serious illness must be one of the most frightening experiences in life. ‘You have cancer ... Your wife has

  Alzheimer’s disease ... Your son has Multiple Sclerosis.’ These sentences suggest death or serious disability, and no one would wish to hear them. This book is devoted to discussing the

  implications of an equally serious diagnosis: schizophrenia. We know from clinical experience that being told that you or a friend or relative has schizophrenia is a very frightening and confusing

  experience, perhaps in many cases much more frightening and confusing than with many other illnesses. Why should this be?




  First of all, most people know very little about serious mental illness. Perhaps one per cent of the population is diagnosed as having schizophrenia, and other serious mental illnesses like

  bipolar disorder are also just as common, but the general public knows very little about them. Even in professional circles, the diagnosis of schizophrenia is surrounded with controversy, as we

  hope to explain. In addition, some sufferers reject the diagnosis and do not accept that it applies to them, and sometimes this is true of their caregivers as well. This rejection can occur for

  many reasons, but can include misconceptions about what such a diagnosis means and what its implications are. This can result in a great deal of confusion – confusion that we hope this book

  will help to dispel.




  Is this book for you?




  We wrote this book in the first instance for sufferers. If you are a sufferer, you have probably had a variety of odd and distressing experiences, for example hearing

  voices that others can’t hear, believing things that other people don’t accept or feeling that strangers are intruding into your life in odd and uncanny ways. In addition to this, you

  may find that other people are frightened of you or don’t understand you, and that you have been diagnosed with what sounds like a frightening illness. We hope in this book to help you to

  understand more about what is happening to you, and, more importantly, to show you what you can do about it.




  We have also written this book for family members and caregivers. If you live with or are taking care of someone with a diagnosis of schizophrenia, this can be a very difficult and

  burdening experience. Our aim is for this book to give hope and show that there are many things that can make your loved one’s life better.




  ‘But there’s nothing wrong with me!’ There is another group of people who we think might find this book helpful: those who for whatever reason have received a

  diagnosis of schizophrenia but don’t accept it. As we hope to show, there are a fair number of people in this category. Some people may have strange and troubling experiences but feel that

  they cannot accept being labelled with an illness; some may find the label troubling or unhelpful; and some may in fact, for a variety of reasons, have been wrongly diagnosed. In any case, to have

  received a frightening diagnosis is an unpleasant experience, and we hope that this book will help you to understand what that diagnosis means and doesn’t mean. We also feel that, whether or

  not you accept that you have an illness, many kinds of help and support might be available, and you might choose to take advantage of some of them.




  As we have already indicated, most people diagnosed with schizophrenia have a variety of strange experiences, such as hearing or feeling things that other people don’t hear or feel. The

  general term used to describe such experiences is psychosis, or psychotic experiences. Some sufferers find this term insulting; they feel that doctors and professionals are suggesting that their

  experiences aren’t ‘really real’. This is an important subject, and we would like to make our views on it clear in the following section.




  Psychotic experiences – what is reality anyway?




  The title of this section may seem a bit strange, but we believe that it goes to the heart of what makes psychotic experiences so troubling for those who have them and for those

  who don’t. Both of us, in our work, have had the same conversation many times with many patients. If patients come to see a clinical psychologist, they usually believe, in some sense, that

  they have a problem. Often they may go further and say that they have some sort of illness. However, asked about the reality of their experiences, for example the voices they hear or the strange

  ideas they have, they will reply, ‘They’re real.’ Imagine for example a man who hears the voices of criminals threatening him, saying that they are going to kidnap him, torture

  him and finally kill him, and that perhaps they are going to do the same thing to his family. To have such experiences, and to believe the threat is real, must be terrifying. One might well think,

  ‘Wouldn’t a person prefer to believe that these voices are in his or her own head? After all, that would remove the threat.’ But in our experience, most people with such

  experiences do not find such ideas either comforting or acceptable; their answer is, ‘It’s real.’ Why might this be?




  As you read these words, you are probably sitting on a chair in a room. Imagine that someone came to you and told you that you were not in a room at all, that you were really floating on an

  iceberg in the middle of the Arctic Ocean? You would undoubtedly think that this was a ridiculous idea. If a doctor, especially one you did not know very well, told you this, and told you further

  that you needed to take some medication because you thought you were sitting in a chair, you would certainly believe her to be incompetent. Even if all your friends and family swore that this was

  the case, you would be bound to continue to doubt it. Most people who hear voices describe their experience of those voices as being as real as the chair you are sitting in.




  But how can a voice be real if there is no one speaking? This might seem to some people a watertight argument, but not everyone would agree. Many religious people believe that God can talk to

  people, and some think that the Devil or angels can also. People from some parts of the world have been taught from their youth that some people have magical powers, powers called, for example,

  voodoo or obeah: perhaps these voices have a supernatural cause. We also know that modern science is advancing all the time, and that governments and secret services may have access to technologies

  of which the rest of us have not heard. Do you know for a fact that MI5 or the CIA does not have a machine that can project the human voice over great distances? Perhaps these ideas might seem

  far-fetched to you, but we also know that the idea of a powerful electronic computer that can sit in the palm of your hand and yet gather information from around the world would have seemed pretty

  far-fetched as little as twenty years ago.




  The point of this discussion is that most of us are seldom, if ever, asked to question the reality of our own experiences. We may disagree about things like politics or current events, but we

  agree with others about what is real and what is not, and we do not usually have experiences that others find strange or unbelievable. Even if we might have had fleeting experiences which might

  have been strange or unusual, they will not have been sufficiently intense or frequent to impact on the routine of our daily lives.




  Often groups of people with unusual beliefs gather into small groups so that they can reinforce one another’s beliefs. For example, in some churches, unusual experiences, such as speaking

  in tongues or falling suddenly into a fit, are accepted as normal and viewed as evidence of powerful religious faith. Outsiders might find this ‘mad’, but for the members of the church,

  this is normal and acceptable. And indeed, they are entitled to say to outsiders, ‘You have never had these experiences, so you are not in a position to judge them. And you certainly

  can’t produce any evidence that they are not the result of God or the Holy Spirit.’ Some things cannot be tested or proved scientifically. In that sense, someone suffering from

  schizophrenia or another psychotic disorder is like a member of a church of one; he or she has unusual experiences of great personal significance but has no one to share them with.




  One point about these experiences remains to be looked at: while most religious people find their beliefs comforting and encouraging, many psychotic experiences are deeply unpleasant,

  demoralising and frightening. Later in this book we will talk more about these experiences and the kind of suffering they can cause. Even though many of them are so unpleasant, many sufferers

  continue to believe that they are real, and some sufferers also find value in positive aspects of their experiences. In any event, they are often not helped by being told that what they experience

  is ‘not real’. As therapists, we tend to avoid arguing with patients: we cannot tell them what they are experiencing, and, whatever we think of the causes of these experiences, we have

  to accept that, at least to the sufferer, they are real. Instead, we try to focus on finding ways of reducing distress, as well as helping the sufferer to understand that the experiences may be

  real to them, but are not real to most people. Perhaps the most helpful stance is to ‘agree to differ’. It is also worth acknowledging at this point that for many people the key issue

  is not so much the experience of hearing voices or unusual beliefs: it is often the interpretation of these experiences and the fear or distress that this can cause which has the most profound

  effects on people’s lives.




  Help is available




  So far we have explained who we are writing for and mentioned some of the factors that make schizophrenia such a difficult and confusing topic. But there is a final and most

  important point: a great deal of help is available to sufferers, and this book is designed to help them take advantage of it. The evidence shows that a diagnosis of schizophrenia does not

  necessarily condemn a sufferer to a lifetime of disability. Instead, the prognosis for sufferers is extremely variable. In addition, there are now a wide variety of treatments, including medical,

  psychological and psychosocial approaches, and new treatments continue to be developed. We also know that with almost any illness or problem, maintaining a positive attitude is very important, so a

  major goal of this book is to reinforce a sense of hope and optimism in sufferers and their caregivers.




  What this book covers




  Chapter 2 provides a basic introduction to the facts about schizophrenia in so far as we understand them. We discuss how common this diagnosis is and review what is known about

  the causes and course of the illness. Chapter 3 considers how schizophrenia is diagnosed. We also introduce a number of case histories that illustrate some of the different symptoms, treatments and

  effects of schizophrenia; these case histories are continued throughout the book. Chapter 4 discusses some of the frightening and misleading ideas that are commonly held about schizophrenia.

  Chapter 5 talks about the role of other people, both professional and non-professional, and what sort of help or support they might be able to provide. Chapter 6 discusses the various medications

  that are prescribed for sufferers, focusing on both benefits and side effects, while chapter 7 talks about the new developments in psychological therapies. In chapter 8 we discuss the role of

  self-help and how other sufferers can offer very helpful support. In chapter 9 we discuss employment, while chapter 10 is devoted to the impact of schizophrenia on families. Finally, chapter 11

  looks at some of schizophrenia’s long-term emotional and practical consequences.




  We do not seek to minimise the difficulties that many sufferers experience, but we believe that with the right help and advice many of them can improve their situations. We have both worked for

  many years with sufferers of serious mental illness, and we know how difficult and discouraging many sufferers find their illnesses to be, but we have also seen many sufferers make amazing progress

  in their own lives, and we hope that this book will contribute, in a small way, to helping our readers do the same.
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  How common is

  schizophrenia and how does

  it affect people’s lives?




  This book is for people who have received a diagnosis of schizophrenia. It will also be of interest to people who know someone with this diagnosis and who want to learn more

  about it. However, it is not the purpose of this book to convince people to agree with this diagnosis; we know that because many people do not. However, people are usually given this diagnosis

  because they have particular types of problems in their lives. Our main aim is to provide useful information on how such problems might be addressed, whether or not you agree with the diagnostic

  label of schizophrenia. Our view is that people with mental health problems who take an active role in their own treatment often have better outcomes. People who are well informed about their

  diagnosis and its implications are better able to take such an active role.




  Schizophrenia is not uncommon




  Schizophrenia is a term that can be frightening to some people. As is discussed in more detail in chapter 4, the term can be associated with many negative stereotypes, partly as

  a result of portrayals in the national press. In addition, from the way it is publicly reported it can appear to be a devastating and rare disorder. This is, however, not the case. Although the

  consequences of schizophrenia can be very severe, this is by no means always the case. Furthermore, there has been extensive research assessing how common a diagnosis of schizophrenia is. Studies

  indicate that schizophrenia is a common problem. Most reports agree that there is around a one per cent prevalence rate. This means that, on average, one in every hundred people would be expected

  to suffer from schizophrenia. This is probably an underestimate; as such figures are usually based on people in contact with mental health services. Those people who are managing well, or who are

  not in contact with such services, would not be counted in such surveys. There are also many people who may experience some, but not all, of the symptoms of schizophrenia. Therefore many more than

  one in a hundred people have had experiences relevant to this disorder. Far from being a rare diagnosis, many people will come into contact with someone in their family or circle of friends who has

  had this diagnosis.




  Kraepelin was wrong!




  Schizophrenia can occur at any time but is usually diagnosed in late adolescence or early adulthood. It seems to occur when people are beginning to move towards adult life and

  living independently from their families. For a long time it was thought that people with this diagnosis were doomed to do very poorly in life. In fact, Kraepelin, the psychiatrist who first

  observed the symptoms of schizophrenia (then called dementia praecox), stated that it was marked by a chronic deteriorating course. He believed that following diagnosis people did not

  recover and that the vast majority became more unwell as time went on.




  Even though other psychiatrists were by no means unanimous in sharing this view, it persisted for many years. In contrast to this, Bleuler, another founding father of modern psychiatry, strongly

  held that people often experience remission and recovery from this disorder. Although he was an influential figure, his conclusions about the possibilities for improvement and recovery from

  schizophrenia held less sway than Kraepelin’s more pessimistic account.




  However, there have been numerous studies in recent years which have collected information on what happens to people with schizophrenia in the years following their diagnosis. These recent

  studies have indicated that more than fifty per cent of people with schizophrenia do well. They either experience one episode with no further recurrences or they have several episodes but are able

  to function normally in between these. Around one in three appear to experience repeated episodes with difficulties in between these.




  Thus, many people cope well with living with this diagnosis. Those people who have ongoing difficulties can still live valued lives and benefit from psychological and social, as well as

  pharmacological, support. Current evidence does not support a Kraepelinian approach in which recovery is impossible and the course usually worsens over time. Our intention is to provide people with

  information which is relevant and helpful, so that they can be active in influencing decisions about their care. This should help each individual to have a degree of control over their experiences

  and help towards each person achieving their best outcome.




  The continuum approach




  This book refers to schizophrenia, but we do not see people with this diagnosis as fundamentally different from anyone else. Rather, we have taken the continuum approach, which

  is common currency in clinical psychology. This approach is based on the idea that we all have some tendency towards schizophrenia (or indeed any other mental health problem). The strength of this

  tendency will depend on a number of factors and will vary from person to person. These factors include:




  

    

      1. Basic personality. Although we are influenced by many things in our lives as we develop, research indicates that there are a number of relatively stable personality types.

      This does not mean that a personality dictates everything about how we behave. Rather, it acts as a filter through which life experiences pass. Thus, someone who is naturally quiet and reserved

      might enjoy a job which involved a significant amount of working alone, whereas a very outgoing person might find exactly the same job stressful and lonely.




      2. Experiences that people have had. Many people with a diagnosis of schizophrenia will have had difficult experiences in the past; these may include relationship problems or

      frightening or negative events that have happened.




      3. How they deal with these experiences. Many people with schizophrenia have had a range of traumatic experiences. This is also true of many people with other mental health

      problems and also of some people with no mental health diagnosis. The particular ways in which people react to and deal with their experiences are therefore probably associated with how they

      cope and the impact it has on mental health.




      4. How other people react to them. Individual coping skills and approaches are of course only part of the story. None of us function in isolation and the reactions of other

      people to our behaviour can be very important. If people have close and supportive relationships with key figures in their lives, they tend to have better outcomes than people who do not.

      Therefore, the impact of experiences is also associated with relationships and support from friends and family.


    


  




  Most of us move up and down this continuum at different points in our lives, depending on all of the above factors, which can change over time. If someone has a tendency towards

  developing schizophrenia this does not mean that they will inevitably do so. In fact, if life goes relatively smoothly this may be no more than an element of their personality (just like

  sociability or self-confidence, which also vary throughout the population). However, in the presence of repeated adversity the individual can move up this continuum and potentially reach a point at

  which schizophrenia is diagnosed. Even then, it remains perfectly possible to move back down the continuum, particularly if people receive the right balance of medical, psychological and social

  help for their specific circumstances.




  Although this view has been controversial in the past, there is now substantial scientific support for it. Many studies have identified schizophrenic-like (schizotypal) characteristics in the

  general population. Healthy individuals, who report schizotypal experiences, appear to behave in a similar manner to people with a clinical diagnosis of schizophrenia, on a whole range of tests of

  thinking, attitudes and beliefs. This overlap supports our view that people with this diagnosis are clearly able to benefit from approaches that help them to address their problems in living. Just

  like people with any other emotional problem, when people with a diagnosis of schizophrenia are able to feel happier, more secure, less frightened, more positive and more in control they do better

  generally. The ways in which people can achieve this can be through formal and informal support, psychological therapy and changing life circumstances. There are things that you can do; receipt of

  this diagnosis does not mean that the individual needs to take a passive role in his or her future care.




  Social and personal costs




  It is clear that for many people schizophrenia is associated with significant social and personal costs. The onset of schizophrenia can be associated with a fracturing of

  important personal and family relationships. People can have careers or education disrupted or ended abruptly. Hospital admissions and the circumstances leading up to them can be experienced as

  traumatic. People can feel that their plans and hopes for the future have been dashed by the onset of schizophrenia. This is however only part of the picture. The social and personal costs of

  schizophrenia vary widely. The costs can be very high for some people, but this emphasises the importance of people having an active involvement in their own care. It is clearly the case that the

  things that help one person with schizophrenia do not necessarily help someone else. This can be true of medications and psychological help. Therefore, when someone is an active agent in planning

  their own recovery, outcomes are likely to be better. One reason for this is that people who feel involved in the care decisions that are being made tend to actively engage with the programme of

  care that has been agreed. Where such programmes are either imposed, or passively accepted by an individual, there is a normal tendency to feel less engaged and to resist the suggestions or

  treatment offered. Such findings are not unique to the mental health field. Studies in social psychology and management science also indicate a human response to resist imposed change and to engage

  more with changes that the individual has an investment in.




  There can be a great deal of variation in how people interpret their symptoms. Where one person will find their voices very distressing, someone else might regard their voices as a benefit.

  Thus, some people apparently live relatively happily with the experience of voices. Professor Marius Romme (a Dutch Social Psychiatrist) asked voice hearers to contact him following a television

  programme in Holland. He received many contacts from people with the experience of voice hearing who had had no involvement with psychiatric services. However, when voices are interpreted as

  powerful, malevolent and frightening, such experiences are much harder to cope with. In these situations people will often become increasingly distressed and eventually present for help.




  People who have schizophrenia




  Many people with this diagnosis have experienced substantial difficulties in their lives. It can often be these difficulties which move people closer to the likelihood of

  experiencing a schizophrenic illness. Some of the difficulties that people experience can be associated with their contacts with mental health services. At times there can be conflicts between

  individuals feeling frustrated and unheard and services which can see the same people as difficult and unco-operative. Although no service is perfect, the vast majority of individuals working in

  mental health do so because they want to help people get on with their lives. Professionals are, through their own training and through the increasing influence of user and caregiver groups,

  becoming more aware of the importance of negotiating with and listening to clients’ views. However, both clients and mental health professionals will at times disagree, and dealing with such

  disagreements with mutual respect can be key to developing positive therapeutic alliances.




  Our own view is that many people with a diagnosis of schizophrenia can live less disrupted lives if they can maintain contact with mental health services. We also believe that there is a

  responsibility on both sides to negotiate this contact so that it is mutually respectful. Individuals need to be active agents in their own care, which means having access to information that can

  inform their decisions. We hope that the information in this book will help in this endeavour.




  Family and friends




  Family and friends are important to all of us, even if we may currently see little of them. Some people with a diagnosis of schizophrenia can have very strong and supportive

  family relationships that are extremely beneficial. However, this is not always the case. The experience of schizophrenia can impact beyond the individual into their immediate family and social

  circle. Relatives and friends may not understand what is happening to their partner, child or work colleague, or they may be very frightened by what the individual is going through. If the illness

  is recurrent there may be confusion or anger about why it is continuing and why apparent periods of recovery have not been sustained. Sometimes anger can then be directed at the individual with

  schizophrenia who is sometimes seen as lazy or self-centred for not getting well. A common source of tension can be the negative symptoms of apathy and low motivation, which can appear similar to

  someone ‘just not trying’ to the external observer. Equally, conflict can run in the other direction where service users perceive hostility where it is absent or where there are basic

  disagreements about the nature of the problem and the best approaches to this. This can lead to arguments and tension, which can at times make the initial symptoms worse.




  Again it is important that families have access both to information and support. Although this issue is increasingly being addressed, there is still a long way to go. Too many families feel

  isolated and adrift, unsure of what the meaning or implications of this diagnosis are and unsure of how to help. We discuss these issues in more detail in chapter 10. Chapter 7, on psychological

  approaches includes a discussion of work with families.




  Points covered in this chapter




  

    

      [image: ]  This book aims to provide information about issues associated with a diagnosis of schizophrenia, for

      people with this diagnosis and for others who want to learn more about it.




      [image: ]  We hope to be informative, whether or not you agree with schizophrenia as a diagnostic label. Even if

      you disagree with your diagnosis, but feel you have some of the difficulties outlined in the chapter, the book is likely to be relevant to you.




      [image: ]  Schizophrenia is not uncommon. It is diagnosed in one in a hundred people. This means that most

      people will come into contact with people with this diagnosis at some time or another.




      [image: ]  A diagnosis of schizophrenia does not inevitably mean a poor or deteriorating outcome for the

      individual. Around fifty per cent of people with a diagnosis of schizophrenia do well subsequently, either experiencing only one episode or several episodes, but with good social functioning in

      between these.




      [image: ]  The tendency towards schizophrenia is on a continuum throughout the whole population. This means that

      there are some people who are well who have many characteristics which are similar to people with a diagnosis of schizophrenia. People can move up and down this continuum depending on their

      experiences, coping skills and support systems.




      [image: ]  Social and personal costs of schizophrenia are variable, but can be high. Schizophrenia often occurs

      at vulnerable times in people’s lives, often as they are beginning to try to make their way in the world. However, after the initial episode many people are able to continue to live

      valued lives even if some symptoms persist.
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