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FOREWORD by Constance E. Lieber


I am delighted at the arrival of this comprehensive introduction to the nature of schizophrenia, its impact on sufferers, their families, and society, and its rapidly progressing pharmacological and behavioral treatments. Remarkably, the authors provide in one volume the best introduction I have seen to this illness and the most effective guide for those whose loved ones’ lives are so damagingly changed by its afflictions.

Fifteen years ago, my family and I had to face the consequences of that first psychotic episode when my daughter’s life became dominated by the symptoms of schizophrenia. In the aftermath I sought to learn what it was doing to her life and why; and I searched from psychiatrist to psychiatrist, from family group meetings to professional meetings, from textbooks to accounts by recovered patients, so that I might better understand her treatments and her prospects for recovery. For the last several years, as President of the National Alliance for Research on Schizophrenia and Depression (NARSAD), I have shared my experiences and whatever knowledge I have been able to gain with literally hundreds of other parents who contacted me through the organization in their desperate search for understanding and help. They knew of our program, which has provided research grants to 402 scientists since 1987, covering almost every aspect of schizophrenia. Nevertheless, all of us have been awaiting a comprehensive guide to the problems of schizophrenia and the available treatments for it.

Finally, in this book, two compassionate and gifted clinicians/scientists have given us the most complete presentation of the subject I have ever seen, and moreover written in a language of clarity and directness appropriate to the needs of laypersons. My hope is that readers of Understanding Schizophrenia will also use it as a handbook, referring to appropriate sections for assistance during the various courses of the illness and the treatment.

One of the most important uses of this book will be its help in dealing with the medical professionals. Many of us have, over the years, seen too many differing diagnoses, varying treatments, and uncertain hypotheses with regard to the long-term outcome in the schizophrenia of our children and siblings. The authors correctly observe that many psychiatrists and psychologists still in practice have an obsolete medical education when it comes to schizophrenia. They are, simply, behind the times.

To counteract that deficiency, Understanding Schizophrenia will help the family member to gauge the currency of the treatment professional’s knowledge and will protect against underinformed, out-of-date treatment. That use alone should make the book an invaluable part of the patient’s family library; moreover, it will give courage to seek second opinions or alternate institutions, or even alternate treatments. The value of such assistance will never be underestimated by those of us who have gone from doctor to doctor, hospital to hospital, and even from institutionalization to institutionalization, desperately seeking the right diagnosis and the right medications. Sadly, I am sure that large numbers of the homeless, literally rotting away on the streets of our cities, are there because nobody ever gave them a treatment modality in which they and their families were able to develop full comfort and confidence. Instead, they went, or were pushed, from one clinic or psychiatrist or hospitalization to another. But now Richard Keefe and Philip Harvey provide the backbone of knowledge that is needed for finding the best possible treatment, and in doing so they are counteracting the dreadful circumstances of those who never found the right help and have been left literally wandering in the wilderness of our society.

Having accomplished so much in fully describing the current knowledge base on the nature of schizophrenia and its treatments, the authors have, in my opinion, created the obligation to publish updated versions of this information as scientific knowledge in the field accelerates. Illustratively, they provide a helpful listing of books on schizophrenia, and give high marks to one, The Broken Brain, by Dr. Nancy Andreasen—but they are obliged to note that this book contained state-of-the-art knowledge as of its publication in 1984; in just ten years, the field’s knowledge base has probably expanded by more than it had in the previous seventy years. Today’s science is fast-moving; molecular biology has opened up our understanding of the brain and its systems, non-invasive electronic scanning devices have allowed us literally to visualize the functioning of the brain; and geneticists are ever more effectively honing in on the search for the genes that make schizophrenia a recurrent familial risk. Thus there will be more and more frequent need for updates. But, even more urgently for the patients, there is a vast expansion in the study and production of new drugs that are psychopharmacologically promising, drugs that can now be actually designed to focus on specific problems of brain malfunction. It will be vital to monitor this progress and learn where and how the best pharmacological interventions are occurring.

The authors have rendered a great service in providing this virtually encyclopedic summary of knowledge now available in the field—and done so with compassionate insight into the tragedies of the illness. But, above all, their optimism over improving treatments illuminates the book. That spirit will, I hope, guide those who assume responsibilities for their loved ones stricken with schizophrenia. Widespread readership of this book will, I am sure, result in fewer patients’ being forced to join the ranks of the homeless, the embittered, the suicidal, and the hopeless. I urge that it be read and reread.

CONSTANCE E. LIEBER

President

NARSAD (National Alliance for Research on Schizophrenia and Depression)





FOREWORD by Herbert Pardes


For many years the word “schizophrenia” has aroused enormous discomfort. Invested with meaning at once surreal and feared, it is still used as an instrument of ridicule in ordinary conversation, in the media, and even among professionals themselves. Schizophrenia, the disease, continues to be an illness about which the public at large remains ignorant even though, along with other psychiatric disorders, it has become more susceptible to modern scientific investigation yielding information that has clarified the origin, progress, and outcome of the disorder. Brilliant advances in brain and behavioral research over the last couple of decades have armed scientists and clinicians to such a degree that both diagnosis and therapeutics now rest on more solid ground than ever before.

Schizophrenia affects between 1% and 2% of the population, millions in the United States alone. To each person affected, one must add the family members and friends who suffer the distressing and long-term effects of schizophrenia secondarily. Families endure years of seeing a previously healthy and productive child become more and more withdrawn, uncommunicative, and unable to work or enjoy life. They embark on a roller coaster ride of occasional hope and deep disappointment until finally a pervasive pessimism becomes the rule. They too, along with the diagnosed schizophrenic, are poorly treated, little understood, and given only occasional sympathy by their peers and the treatment community.

But that situation is slowly changing. We are fortunate to be living in a time when both federal and voluntary organizations have come together to challenge the status quo that has prevailed for so long. The NIH and NIMH understand that the time is right for an aggressive research campaign to be mounted against the ignorance that has surrounded schizophrenia. They have joined NAMI and NARSAD and a variety of national and local citizen and professional organizations to encourage and support the fullest possible effort to bring schizophrenia into the family of diseases that are understood, treated, and, where possible, prevented.

By producing this readable, sensitive, and informative text, Drs. Keefe and Harvey have made the achievements that have resulted from this tumultuous time accessible to a large and varied audience. It is to be hoped that families, professionals, people in the media, and just ordinary members of the community will become familiar with the information in this book so that a more realistic and scientifically valid view of schizophrenia can eventually take hold of the public consciousness.

HERBERT PARDES, M.D.

Dean of Medicine,

Vice President for Health Services, and Chairman, Department of Psychiatry Columbia University

Former Director

National Institute of Mental Health


PREFACE

We have been asked countless times by our colleagues and by our patients and their friends and relatives whether there is a book available that clearly explains what schizophrenia is, what causes it, and how it is best treated. We got tired of saying no. The result is Understanding Schizophrenia. It is intended to give the best possible answer to questions professionals and nonprofessionals have about schizophrenia. We have made every effort to describe the most recent scientific and clinical advances in language that will be informative to professionals yet understandable to those who may be learning about schizophrenia for the first time.

In chapter 1 we give an overview of the book and introduce several of the most important themes to be discussed. Chapters 2 to 4 discuss how schizophrenia is defined, what its signs and symptoms are, the consequences of the disorder, and the many disorders with which it is often confused. Chapters 5 and 6 discuss the most recent research into what may cause schizophrenia, including research on genetics, on abnormalities of brain structure and function, on chemical abnormalities, and on possible environmental causes. Chapters 7 to 9 discuss how schizophrenia is currently treated; include information on the benefits and dangers of the most recent medications and on traditional neuroleptic strategies and behavioral treatments; and indicate where these treatments are usually found. Appendix 1 describes the pros and cons of participating in research studies and lists many of the schizophrenia research centers in North America and Europe where people with schizophrenia can volunteer for studies. Appendix 2 describes the necessity of support for those who are close to someone with schizophrenia and lists several places where support can be received.

Since schizophrenia is not just a neurobiological disorder but a human disorder, we have included descriptions of several people we know with schizophrenia to illustrate how the illness affects those who have it and those who come into contact with them. We have changed the names and identifying features of these people to protect their privacy. We have not documented our descriptions of scientific findings, as this would have resulted in thousands of citations, which would be enormously awkward and would disrupt the coherence of the writing. For example, a recent paper by one of us on a topic we describe in this book in less than a page required over 100 journal references. We have included for interested readers an annotated bibliography of books and journal articles that cover some of the topics in this book in greater detail or in a more scholarly format with references to specific studies.

There are many people without whom this book would not have been possible. Others simply made it better. First, all the people with schizophrenia and their relatives who have participated in research studies, without whom our knowledge about schizophrenia would be mired in the myths of the past, must head the list of those we acknowledge. Their contributions extend far beyond the scope of this book. They have personally taught us what schizophrenia is, how it changes lives, and how vast the disparity is between the treatments that are needed and those that are actually available today. In addition, we thank the many scientists who have chosen to pursue research in schizophrenia not because it is the most glamorous area of inquiry (it’s not!) but because the need for a cure is so great. Very little of this science could have been conducted without financial support from government funding agencies and private foundations. Particularly noteworthy among these are the National Institute of Mental Health (NIMH), the Scottish Rite Foundation, the Stanley Foundation, the Dana Foundation, the MacArthur Foundation, and the National Association for Research in Schizophrenia and Depression (NARSAD), which is devoted to funding promising research projects on severe neurobiological disorders that would not otherwise receive attention. We believe that by working together a cure for schizophrenia will one day be a reality.

In addition to the hundreds of scientists who have provided valuable contributions to this book through their work, there are others who have touched us more personally with the particularly generous insights they have passed on as educators, mentors, or colleagues, namely, Richard Mohs, Larry Siever, Ken Kidd, Andy Pakstis, Harold Sackeim, John Strauss, and Michael Davidson. Ken Davis, Chairman of the Psychiatry Department of the Mount Sinai School of Medicine, and early mentor to one of us, was particularly important.

While science is based upon truth, many of us disagree about what the truth is. We are grateful to those who reviewed the entire book or specific chapters for us to check on our particular interpretation of the truth. In particular, Jeremy Silverman and Nancy Wexler made helpful comments on the chapter on the genetics of schizophrenia. Rene Kahn kindly loaned us his expertise on neurotransmission and drug treatments. Julianne Legon reviewed our description of the efficacy of behavioral treatments for accuracy. Monte Buchsbaum provided graphic illustrations from the Mount Sinai PET Center. In addition to his levity, Douglas Hughes provided important information about legal issues and the history of the use of the term schizophrenic by the Supreme Court. Marlene Gadigian contributed important feedback on early versions of several chapters. D. J. Jaffe from the New York Chapter of the association Friends and Advocates of the Mentally Ill (FAMI) reviewed the entire book from the perspective of an informed relative of someone with schizophrenia and helped us refine our view from the side of the consumer. E. Fuller Torrey not only completed a wealth of research studies to cite but was personally supportive as well.

Several of our friends and family members contributed essential support to our writing of this book. John Keefe, Elsye Keefe, Barbara Keefe, Jeff Foote, Steve and Julia Reynolds, Jamie Mead, Vince Battaglia, Jim Garofallou, and especially Xavier Amador provided crucial personal backing at just the right times. Caren Gadigian Keefe’s support was unconditional and indispensable.

Finally, this book would never have seen print without Faith Hamlin, who believed that, despite so many opinions to the contrary, people are ready to hear what schizophrenia is all about, and our editor, Susan Arellano, who not only believed in the book but helped make it something to believe in.




Chapter One
THE REASON FOR HOPE


David was falling apart, and all his mother knew was that the nightmare had begun again. She took her 29-year-old son down to the local clinic, as she had always done before. She had worked so hard to keep him out of the hospital, even when he was really bad, when he was yelling at no one and staring into space for hours at a time. Time after time, she had tried to help him escape the voices in his head, but now it seemed as if he had drifted miles away and that nothing she was doing was reaching him. She knew that she had kept him at home longer than she should have this time, but whenever he was in the hospital the doctors told her there was nothing they could do to change him; when she asked questions about him and what she should do, they just acted impatient and walked away. One of them once told her that David would “never be able to do anything normal” and that she should leave him in a state hospital, where he would be “out of everyone’s way.” Some of the counselors she had spoken with seemed to care more, but their questions always seemed to make her feel that they just didn’t really understand and that they believed she had done something wrong. Every time she brought David in, one of them would always ask if he had ever been sexually abused when he was a child. One family therapist told her that she had a “refrigerator syndrome” of cold feelings toward her son and suggested that this may have caused his illness; another told her that her rage showed on her face and that she needed to learn to protect her son from seeing it. She was confused and in anguish. She felt guilty, helpless, and desperate again. Her child was lost inside himself, and no one seemed to know how to help. But here she was at the clinic again because David was falling apart once more and she didn’t know what to do and had nowhere else to go.

[image: Image]

David has schizophrenia, which is a common neurobiological disorder that runs in families. Approximately 1% of the world’s population has schizophrenia, which means that 2.5 million Americans are directly affected. As a result of the recent focus on the biological causes of schizophrenia, several new treatments, including new medications with fewer side effects, have been developed to reduce the symptoms of this disorder. Owing to recent technological advances in understanding the structure and function of the brain and its related biology, including genetics, a wealth of important information is available to anyone concerned about someone with schizophrenia. Yet this information has accumulated so quickly over the past 15 years that many psychiatrists, psychologists, and social workers are unaware of the new scientific findings. Some relatives or friends of people with schizophrenia may find themselves dealing with doctors and nurses who are trying to give their loved ones ineffective and outmoded treatments. Conversely, some mental health professionals who treat people with schizophrenia have found themselves being taught important information about schizophrenia by relatives and friends of their patients! Readers close to someone with schizophrenia can be of tremendous help in the treatment of that individual’s illness by being informed about schizophrenia. Even overworked mental health professionals will stop and listen to someone who is concerned about the treatment of a friend or relative with schizophrenia and who is equipped with the latest scientific information about this most dreaded neurobiological disorder. The purpose of this book is to bring to light what is known about schizophrenia, what causes it, and what can be done about it. It is intended for people like David, his mother, and the doctors and clinicians who treat him, that is, for anyone affected by schizophrenia and anyone who knows and cares about someone with this illness.

CAUSES OF SCHIZOPHRENIA

What causes schizophrenia? This question plagues everyone who has had any contact with someone with schizophrenia, from a medical hospital visitor who happens to walk past the psychiatric ward, to the laboratory scientist studying the brain, to the mother of a 19year-old who has just been given the news that her child may never be the same. It is now clear that schizophrenia is caused by a brain defect. People with schizophrenia show a number of biological abnormalities, all of which point to a severe problem in the way the brain functions. The term we have chosen to use to categorize schizophrenia is neurobiological disorder (neuro because the disease is a dysfunction of the central nervous system and biological because the origins and primary manifestations are biological in nature). People with schizophrenia have abnormally proportioned brain matter and abnormal brain chemistry, and their thinking is disturbed, even in some of the most basic ways. These facts may seem like bad news to people hearing the truth about schizophrenia for the first time. However, there is good reason for hope.

Although schizophrenia cannot currently be cured with the latest medical technology, it is important to note that in the history of medicine in general the most important clinical findings and disease cures follow the most important technological advances. And never before has there been such a clear advance in technology related to understanding the function and dysfunction of the brain. Previously, since so little was known about the brain, there were many hypotheses about what causes schizophrenia and how it should be treated. Although some of these ideas are very strange, they have persisted in the minds of many people, including mental health professionals and relatives of those with schizophrenia. Like the notion that the earth is the center of the universe, outdated psychiatric theories often live on well past the point at which they are proved wrong by scientists. Part of the reason for the persistence of incorrect ideas about the cause of schizophrenia and of ineffective treatments is the fact that only recently has scientific information been available to identify some of the biological abnormalities associated with schizophrenia. Chapter 6 focuses on how the brain and its chemistry may be different in schizophrenia, chapter 2 discusses what goes wrong with someone’s thinking when he or she has schizophrenia, and chapters 7 to 9 describe what can be done to treat this disorder.

For now, however, it is important to know that we have recently learned that the brain is different in people with schizophrenia and that the specifics are being explored by scientists. There are many possibilities for the exact defect in brain structure or function that is responsible for causing schizophrenia. For instance, the brain of most people is lopsided, or asymmetrical. In many people with schizophrenia, however, the brain is abnormally asymmetrical and some parts of the brain may be smaller than normal. Another theory that for years has received attention as a possible cause of schizophrenia is that chemicals called neurotransmitters are out of balance in people with the illness. The most likely candidate for the crucial chemical imbalance has been the neurotransmitter dopamine, which regulates many important brain functions. For years researchers believed there was only one way that brain cells process dopamine. However, we now know that there are as many as seven different ways that dopamine can have its effect in the brain cells. Some of these new findings may be the key to understanding why previous drug treatments were only partially successful. The balance of other neurotransmitters, including serotonin (which is important in the regulation of emotion and is often disturbed in people with depression), may also be disturbed in schizophrenia. Since these new ideas open up new treatment possibilities, they have generated much of the recent excitement surrounding this complicated illness.

While the symptoms of schizophrenia are typically caused by brain dysfunctions, they are almost never caused by a brain injury of the type caused by a stroke or a blow to the head. While one or two of the symptoms of schizophrenia can be caused by head injury, the full syndrome of schizophrenia is not caused by these types of traumas. Furthermore, psychological traumas by themselves never cause schizophrenia. The majority of scientific evidence indicates that, like many other diseases such as heart disease and some forms of cancer, the brain dysfunction that causes schizophrenia is genetically transmitted. Extensive studies of children who were adopted away from schizophrenic parents strongly suggest that if such children develop schizophrenia, the cause is related to their genetic background and not to their environment.

If schizophrenia is genetically influenced—and this seems to be beyond doubt from a scientific perspective—why isn’t this fact more widely known and accepted among mental health professionals? One reason is that the genetics of schizophrenia is not as simple as the genetics of eye color. Some people who inherit a gene that can cause schizophrenia may not develop the symptoms, and yet some people can become schizophrenic without any relatives who are diagnosed with the disorder. Who does and does not have a potentially schizophrenia-causing gene or constellation of genes has become a more important issue recently, since scientific developments in genetics, like advances in the technology of understanding the brain, over the past 15 years have been astonishing. In some diseases, like Huntington’s disease (which people used to think was caused by demons), a single gene is known to be responsible for the symptoms. Now scientists can determine which family members carry the gene that causes the disease and may even be able to determine when the symptoms will develop. The process of identification of genes responsible for specific illnesses is more than a treasure hunt or academic exercise, however. In the future, understanding the physical changes associated with the gene that causes Huntington’s disease may enable scientists to develop a cure for the illness, and those who have the gene may be able to get treatment before they ever develop any of the symptoms!

While this scenario may eventually apply to schizophrenia, it is a more complex illness than Huntington’s disease. The inherited brain dysfunctions related to schizophrenia may cause other, milder, forms of illness, and thus these genes may be harder to find. The genetics of schizophrenia is discussed in detail in chapter 5. It is particularly important for relatives of those with schizophrenia and for those who may counsel them to understand what the chances of developing schizophrenia are for brothers, sisters, children, and grandchildren of people with the disorder. In turn, it is important to be aware of various considerations if you or a loved one is at risk for developing schizophrenia, and these issues are discussed as well. For instance, excessive drug use during certain ages in those at risk for schizophrenia may make a difference in the severity of the symptoms of the disorder. Unfortunately, the very early signs of schizophrenia, such as social isolation, cannot be used as predictors of the illness, since most children with these problems grow out of them, and never develop schizophrenia as adults.

Although parents and other relatives of those with schizophrenia have long been blamed for causing schizophrenia—the terms used to describe them have ranged from schizophrenogenic to emotionally frozen—there is no scientific support for that idea. Although there have been scientists since the 1890s who believed that schizophrenia is caused by biological factors and that no specific pattern of parental behavior could cause the disorder, a number of studies a few years ago demonstrated this fact beyond any reasonable doubt. These studies have had a tremendous impact on the way schizophrenia is understood and treated, as is described in chapters 7 and 9.

TREATMENTS FOR SCHIZOPHRENIA

The treatment of schizophrenia has had a long history of disasters; today there are many exciting new developments. Essentially everything that is known to be an effective treatment for schizophrenia has been developed since 1948. Professionals have become even more excited over the past 15 years owing to the development of specific medication and family treatments that promise to benefit those who were not helped by earlier treatments.

Before the 1800s those with schizophrenia were treated by confining them in chains and by subjecting them to various forms of exorcism, such as the drilling of holes in the skull to allow “evil spirits” to escape. In the 1800s the treatment for schizophrenia was lifetime confinement in a huge mental hospital away from family and friends. By this century the notion that mental illness may be a biological disorder led to isolated attempts at biological treatments, including lobotomies, insulin coma therapy, and fever therapy. Although these efforts were actually more humane than what had been done previously, their effect was either negligible or destructive for those with schizophrenia and their families. The year 1952, however, marked the most important development in the treatment of schizophrenia: the discovery that chlorpromazine (often known by its trade name, Thorazine) eliminates many of the symptoms of schizophrenia. The effects of this drug and similar ones, described in detail in chapter 7, served as a major impetus toward research, on the treatment of schizophrenia and are the major reasons that drug treatment is now the most common way to treat persons acutely ill with schizophrenia.

Thorazine and similar drugs, such as Haldol and Mellaril, are referred to as typical antipsychotic medications because they are the most commonly used drugs. However, as anyone familiar with someone with schizophrenia knows, these medications do not cure schizophrenia; they only reduce symptoms while the drug is being taken, and they do not work for all people. Many of those who take these medications experience serious side effects, and these effects lead many patients to stop taking the medication even if it is helpful to them. This is especially true if their doctor did not tell them to expect side effects.

The most important developments in the last few years in the treatment of schizophrenia have focused on atypical drugs. These medications are atypical in that they are very different from the earlier medications: they work for a great number of people with schizophrenia who do not respond to typical medications, and they do not cause the same side effects. The best-known of these drugs are Risperdal (risperidone) and Clozaril (clozapine). There has been a lot of recent publicity about Clozaril, both because of its tremendous promise for many people and because of the original policy of Sandoz Pharmaceuticals, which markets it, of requiring that expensive weekly blood screening for side effects be supervised by its laboratories. (This important weekly blood screening can now be performed by a patient’s doctor and no longer needs to be carried out by the labs affiliated with Sandoz.) Drugs like Clozaril and Risperdal offer new hope to people with schizophrenia and their families, and they offer the promise of new insights into the causes of the disorder. The actions of these drugs, the promise that they hold, and how to get treatment with them are the focus of chapter 7.

Developments in the areas of understanding brain function and biochemistry will lead to even more advances in the drug treatment of schizophrenia. The effects of Thorazine, like those of most drugs used to treat serious mental illnesses in the past, were discovered by accident. That is, medical scientists had evidence that the drug worked, but they could only guess at the reasons for its success. Thus, drug development did not proceed in a way that could possibly lead to any new breakthroughs. Subsequent drug development focused on making drugs that were similar enough to Thorazine to work about as well but different enough so that they could be patented and sold by drug companies other than the developers of Thorazine. Since Thorazine did not work for all people, had a lot of side effects, and did nothing to actually cure the disease, no drug that is very similar could be expected to be much different in terms of overall beneficial effect. With new understanding of the complexity of brain functioning, particularly neurotransmission (i.e., the way neurons communicate with each other), we have begun to understand why typical drugs are only partially effective, and much new research has focused on developing drugs that are different from the typical medications. Some of the ideas behind this research are exotic. For example, typical antipsychotic drugs also act on the sigma receptor, which is on the neuron stimulated by the drug PCP (phencyclidine, or angel dust). This means that the experiences of people with schizophrenia may be like those of someone who is using PCP. Some of the new research ideas may lead to the development of drugs that can be administered as soon as the first mild symptoms of schizophrenia appear in order to stop the illness from developing any further. The differences between mild and severe symptoms are discussed in chapter 2; the treatments of these symptoms are discussed in chapters 7, 8, and 9.

Although antipsychotic drugs are linked to the biochemistry of schizophrenia and are therefore probably directly related to the basic causes of the disorder, they are not the only treatment. Other research developments from the last few years include the findings of several studies of psychotherapy for schizophrenia. These studies are important and exciting for several reasons: First, these treatments target several major problems in schizophrenia, namely, the loss of basic life skills that many people with schizophrenia display and the immense difficulties faced by families when a newly diagnosed person first comes home from the hospital. Second, these treatment methods are integrative; clinicians have acknowledged the importance of medication treatment for schizophrenic patients and have developed psychotherapeutic techniques for use with people who are receiving medication. A major flaw of early psychotherapy attempts was that they often involved an either-or attitude, requiring the families of people with schizophrenia to choose between drug treatments or psychotherapy. Third, and most important, these techniques work, a claim that no earlier practitioners of psychotherapy for those afflicted with schizophrenia or their families could honestly make.

Skills training approaches are based on the fact that a central feature of schizophrenia is the person’s loss of ability to perform in social and work situations. It is not at all clear what the origin of these deficits is; there is a debate about whether the deficits are direct signs of a brain disease that emerged in young adulthood or the result of developmental stages that were never properly reached owing to early, subtle brain abnormalities. Skills training approaches have mostly been used with people who have been ill for a fairly long period of time, but some of these new approaches are used with those newly diagnosed with schizophrenia. Most people show great benefit from these treatments while they are receiving them, and the treatments are designed to have a long-term impact. Although the skills involved are very basic and important—for example, how to converse with others and how to perform acts of personal hygiene and grooming—they have often been lost in people with schizophrenia. We discuss these approaches, including the ways they are applied and how to tell a good program from a bad one, in chapter 8.

Some of the more family-oriented approaches focus on serious problems of readjustment when a schizophrenic person who has been hospitalized is returned to the home. Unfortunately, in many ways the family has become the institution for many people with schizophrenia. Moreover, there is a very high relapse rate for those with schizophrenia, with almost half of those who are discharged from the hospital finding themselves readmitted within a year. Certain simple principles may be applied to dealing with people recently discharged from the hospital. Most important is the idea that many people who are just out of the hospital are quite fragile emotionally and unable to tolerate even normal levels of stress and conflict. Far from the 1960s approaches aimed at “fixing” the family that was believed to be the cause of schizophrenia, the approach here is often to compare the recently discharged psychiatric patient to a recently discharged cardiac or cancer patient. No one would expect individuals with cancer or heart disease to come home from the hospital and jump back into their previous social and work roles, and the same approach is taken with patients who have schizophrenia. Typically, families of persons with schizophrenia were given the advice that they should be open and expressive about their feelings toward one another, including the person with schizophrenia. Unfortunately, this may be too difficult for someone just out of the hospital to tolerate, even though it is perfectly normal. Scientific studies of families with recently discharged schizophrenic members show that families who are successful in reducing their level of stress below the normal level are those who have the most success in keeping their sick member out of the hospital. Exactly how these approaches work and how to apply the techniques is described in detail in chapter 8.

There are also new treatment approaches that focus on a feature of schizophrenia that anyone who knows a person with schizophrenia could describe in detail, namely, the fact that people often do not know that they are ill. They may be unaware of the fact that they have ideas that are unusual and that their behavior is confusing to others. It is difficult to convince them to seek treatment, and if medication is initiated, they may stop taking it because they do not feel they need it. Recent studies have been exploring the possibility that this feature of schizophrenia—this lack of insight, as it is called—is caused by specific types of neurological problems. New treatment approaches teach those with schizophrenia how to recognize signs of illness and aim at convincing them of the merit of continuing to take their medication. An approach of confrontation is rarely successful, but gently and persistently pointing out to those persons that their symptoms are causing them difficulties that are specific to their life is much more effective. For example, such an approach could be applied by family members who remind persons with schizophrenia that their fears of having their thoughts stolen go away when they take their medication. Treatments aimed at overcoming lack of insight are possibly the most crucial area of integration of biological and psychosocial approaches in schizophrenia: clearly, even a medication that is 100 percent effective in treating an illness and completely free of side effects cannot work if people will not take it. These important new treatment approaches are discussed extensively in chapter 8.

WHAT IS SCHIZOPHRENIA?

Although we have described new developments in the treatment of schizophrenia and new developments in understanding its cause, we have not mentioned much about what schizophrenia is. This is not an omission but an acknowledgment of the fact that schizophrenia has resisted definition to an even greater extent than it has resisted treatment. Definition of schizophrenia has been difficult because of the fact that it has no single symptom or set of symptoms that definitively identifies its presence. This difficulty has been compounded by the vague thinking about schizophrenia that characterized early attempts at treating the disorder and determining its cause. In fact, there have been radical developments in the definition of schizophrenia in the last 15 years that have occurred in tandem with many of the new insights into the causes of the disorder.

Schizophrenia is marked by false beliefs, called delusions, and abnormal experiences in the area of perception, called hallucinations. Most frequently, these perceptual problems involve auditory hallucinations, especially hearing voices. Other disturbances include an absence of emotional feeling, an inability to communicate, and a lack of motivation. Finally, many people with schizophrenia are disorganized to such a degree that they cannot take care of themselves. However, the combinations and severity of these symptoms vary greatly, with some people having all of the symptoms and others having only one or two. As currently defined, schizophrenia is not diagnosed if the person’s primary symptom is severe depression or persistent, problematic elation. Nor is it the diagnosis when a person is characterized by a split personality or some simple alternative lifestyle choice. A full description of what schizophrenia is and is not, and how to recognize the difference, is included in chapters 2 and 4.

In most branches of medicine, differentiating between different diagnoses is crucial for effective treatment. As we describe in chapters 2 and 3, there are several new developments in this area for the diagnosis of schizophrenia. Among these developments is the realization that certain symptoms of schizophrenia early in the course of the illness predict that the person will respond to typical antipsychotic medications and will fare quite well over the course of his or her lifetime, maintaining gainful employment and a satisfying family life. Other symptoms predict a more unfortunate course of illness, including limited effectiveness of medications, numerous hospitalizations, and dependence on others. Finally, drawing the line between schizophrenia and disorders that appear similar to it superficially but are caused by different factors and respond to different treatments can be tremendously important not only for the mental health professional or paraprofessional but also for family members and friends of people with neurobiological disorders. Some of the aspects of schizophrenia and manic-depressive illness, for example, may resemble each other: people with episodes of extreme energy and elation (mania) often have schizophrenia-like delusions, and depressed people, like people with schizophrenia, are often lethargic and without motivation. Since treatments are different in these two illnesses, careful diagnosis is important. Mental health professionals, staff members, and informed friends and relatives need to be aware of the symptoms of disorders that are similar to schizophrenia in order to determine if their patient, friend, or family member should be considered for rediagnosis and different treatment. There are many horror stories about people who after years of hospitalization are rediagnosed and released in a month after responding to a new medication. The basis for abrupt improvement in a long-standing illness is often a change in diagnosis that leads to a new and more effective treatment. Lithium is a very effective treatment for manicdepressive illness, yet people with this illness who have been improperly diagnosed as having schizophrenia may never have the opportunity to receive its benefits. Chapter 4 discusses how to recognize the indicators of an incorrect schizophrenia diagnosis and how to approach the treating professional; it also discusses possible effective alternatives to the current treatment for a person with schizophrenia.

Many friends, relatives, and mental health workers are in the same unfortunate circumstance as David’s mother: they don’t know what to do. With the help of this book, however, you will know not only what schizophrenia is and what it is not but what may cause it and what the best treatments are. Then you will be in a position to know what you want for the person with schizophrenia and how to get it for him or her.


Part One
WHAT IS SCHIZOPHRENIA?







Chapter Two
SYMPTOMS AND CHARACTERISTICS


In 1975 Doug Hughes was 23 years old and lived outside of Atlanta, Georgia, with his wife and their three small children. He had recently bought a new car for taking his family on trips and driving three coworkers to the job. He enjoyed his job as a forklift operator at the loading dock of a large company, and he had several close friends with whom he often played basketball. When he recalls this time of his life from the lone chair in his psychiatric hospital room, it is as though he is talking about a stranger: “That man had potential. The thoughts were clear, and I trusted the people around me. That was before everything fell apart, before I lost my mind.” In 1977, for reasons that are still not clear to him, Doug lost his friends. To outside observers, however, it was obvious why he could not keep his friends: Doug had stopped calling them, acted uninterested in seeing them, and was occasionally belligerent. Doug, however, believes his friends betrayed him.

At about this same time, Doug quit his job because he was unable to focus his thoughts and frequently made mistakes with his forklift. His lapses in attention were not just painful and confusing to him; they had become dangerous. A few months later he began to hear strange voices, and his thinking became even more disorganized. He said that his head felt “pulled apart.” He soon became certain that the earth was being infiltrated by aliens and that they were invading his body. The conspiracy involved a lot of other people, including his doctors. Frightened for his life, he stayed in his apartment and sometimes hid under his bed. He accused his wife of trying to trick him and mislead him. She tried to reason with him, but her efforts just seemed to strengthen his belief that she was a part of the plot to do away with him. In his anguish he sometimes fled to the roof of his apartment building and muttered to himself, “I’m a dead man, I’m a dead man.” He screamed at the voices to leave him alone and considered jumping from the roof to end his torture. His wife found him one day backing their youngest child, Kathy, up against a wall and accusing her of being an “alien in human form sent to wipe out the planet.” The next day his wife took their children to her mother’s. It was years before Doug was allowed to see them again.

In 1994 Doug was again afraid. He had been treated by psychiatrists or psychologists on numerous occasions since 1977, and sometimes the medication they put him on helped for a while. But since he didn’t like how it slowed him down and made him sleepy, he would stop taking it, and the voices, weird ideas, and the intense fear would return. He came to the hospital every year or two, but this time the situation was worse: Doug was certain that his ex-wife was also part of the plot to steal his thoughts and sell them to aliens from another planet, and he was determined to kill her before she “sold out the human race.”

Doug entered my office on the locked psychiatric research ward with the intimidating assistance of Ken, a burly male nursing aide who had made sure Doug reached this destination. Doug sat staring blankly, shaking his head to those questions that did not apply to him, ignoring others, and occasionally agreeing halfheartedly. Although the walls to the office were bare and the room was sound-proof, he was distracted. At times he seemed to be paying attention to some invisible person or thing. He had been interviewed by emergency room psychiatric residents and staff members so many times before arriving at my office that he appeared disconnected from the procedure. As soon as my questions began to refer to the voices in his head and his beliefs about what they were, his interest awakened; the interview questions began to follow a sequence that seemed to make sense to him. He described hearing several voices in his head; the voices often spoke with one another, and Doug was always the subject of their discussions. He said that they persecuted him and insulted him. “He doesn’t know what to do, does he? What a fool!” an older male voice proclaimed. Doug was terrified, and he wanted to die.

Having heard stories like these before, I asked Doug if he knew who these voices were. He reported that they did not have names but that he was familiar with all of them. Yes, he agreed, they sometimes controlled his actions; yes, they sometimes moved his body. He insisted that his thoughts and actions were often controlled by a computer that was hidden in the cathode ray tubes of all television sets. As I continued this journey through Doug’s constellations of voices and unusual beliefs, his particular cast of characters and their functions began to take form. I had known many people with similar symptoms, and the questions I asked addressed a standard compilation of symptoms often reported by people with Doug’s neurobiological disorder. Doug became enthralled with my questions and the accuracy with which they drew out of him what had been a tightly held secret. “You really understand the way things are; you know about this inner world,” he remarked with relief, as if he had finally found someone who understood him, as if I had joined him on his planet of aliens in this room filled with the voices of people who did not exist. But, in fact, I believed only that that world did not exist outside his head and that the reason Doug felt and acted this way was because of his schizophrenia.

[image: Image]

The term schizophrenia is perhaps one of the most misunderstood words in the English language. It has been misinterpreted repeatedly by even the supposedly most knowledgeable among us, including writers for the New York Times and Supreme Court justices. In fact, with the help of a lawyer in the Department of Justice in Washington, D.C., we conducted a search through the published opinions of the justices of the Supreme Court over the past 20 years. Out of 50 usages of the words schizophrenic or schizophrenia, at least 7 referred to some manifestation of a “split personality.” The justices used the word schizophrenic to describe the United States Congress, lawyers who argue two sides of an issue, and the Court itself. For example: “The Court’s new test therefore represents a most unusual hybrid which manages to merge the two polar extremes of judicial intervention into one synthesis. Plainly, courts are apt to face considerable confusion in wielding such a schizophrenic new instrument.”

The meaning of the word schizophrenia has also been misunderstood by many mental health professionals since the illness was described at the turn of the 20th century. People with schizophrenia at some point in their lives have extremely unusual mental experiences, including firmly held strange beliefs (delusions) and odd perceptual experiences (hallucinations), or they display bizarre behavior patterns characterized by strange body movements and odd facial expressions, use language that is impossible to understand, or groom and clothe themselves in unusual ways. In addition, they may have very little emotional feeling or expression. These are the core symptoms of schizophrenia. If a person has never had these experiences or behavior patterns or has had them for only a day or two, he or she does not have schizophrenia. Most people with schizophrenia never fully recover to live as they did before they first started having trouble, although it is possible for many to have happiness and satisfaction in their lives. In this chapter we discuss what schizophrenia is, describe its symptoms, and indicate how an accurate diagnosis should be made. Chapter 3 addresses related features of schizophrenia, and chapter 4 touches on the many myths about schizophrenia and what it is not. By reading these chapters, readers will learn what to expect if they or someone they know develops schizophrenia.

WHAT IS DIAGNOSIS?

Diagnosis is crucial for effective treatment in most branches of medicine. For instance, there are many different forms of cancer, and since each of them responds differently to the various forms of therapy available, a doctor prescribing treatment for a cancer patient must first determine the exact form of cancer the patient has. This process of differential diagnosis facilitates a patient’s care by enabling the physician to provide the treatment that is best suited for the illness the patient has. In the case of many disorders, diagnosis has been greatly improved by the development of laboratory tests that can confirm or refute the doctor’s clinical impression, which is based on the symptoms the patient reports. Since the biological causes of these disorders have been identified, the presence of these biological abnormalities is a direct indication of what the disease is. In the diagnosis of cancer, for example, blood tests and biopsy can indicate the specific type of cancer a patient has. Thus, for some disorders there are specific laboratory tests that lead to a specific diagnosis that leads to a specific treatment.

DIAGNOSIS IN PSYCHIATRY

The process of diagnosis is very different in psychiatry. Since there are currently no clear indications of a specific biological abnormality that causes any of the different psychiatric disorders, no laboratory tests have been developed to confirm or refute any psychiatric diagnosis. In fact, despite the claims of some overly ambitious entrepreneurs, there are no current laboratory tests that can even provide information suggesting specific psychiatric diagnoses, although some psychiatric disorders can be ruled out on the basis of lab tests. This statement holds for the diagnosis of schizophrenia as well. Lab tests such as magnetic resonance imaging (MRI) of the brain or the electroencephalogram (EEG) may indicate specific brain damage that rules out the presence of schizophrenia. For instance, people with temporal lobe epilepsy may have some of the symptoms found in people with schizophrenia, but the presence of specific EEG abnormalities suggests a diagnosis of epilepsy and thus rules out schizophrenia. Brain-injured people with damage to the frontal lobes may also have some of the symptoms found in schizophrenia, but evidence of this damage on brain scans such as MRI would also rule out a diagnosis of schizophrenia. However, there are no lab tests that indicate that schizophrenia is present, and the diagnosis of schizophrenia is made by ruling out other diseases. Therefore, those who make diagnoses in psychiatry are limited to information they gather from their own observations and from what they are told by patients and their families, friends, and acquaintances.

PAST PSYCHIATRIC DIAGNOSIS OF SCHIZOPHRENIA

Only recently have experts been able to agree about what schizophrenia is. For decades, schizophrenia was diagnosed on the basis of psychoanalytic concepts. Even though Freud himself wrote that schizophrenia is a biological disorder that cannot be cured by psychoanalytic treatment, his followers extended his concepts of neurosis to include schizophrenia. Not only were mental health professionals taught to treat schizophrenia with the “talking cure” of psychoanalysis, which was not helpful to those with the disorder, but they learned to diagnose schizophrenia with the techniques of psychoanalysis. These methods are quite complex and remain controversial even for the treatment of the “worried well.” For the treatment of schizophrenia, they are likely to be destructive. Diagnoses made from these concepts are made partly on the basis of the feelings of the mental health professional (including social workers, psychiatrists, psychologists, and nurses). Because this type of diagnosis is made intuitively, it is often difficult for even the best doctors to agree on what a person’s diagnosis should be or to explain the reasoning behind the diagnoses they make. In the 1950s and 1960s, when psychoanalytic diagnosis of schizophrenia was the norm, it was typical for family members to hear something along these lines from the doctor: “I can’t really explain it to you, but I know in my bones that your son has schizophrenia.”
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