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Foreword

As you will discover in this text, the field of psychiatric rehabilitation (PsyR) has seen many changes since 1975, when the International Association of Psychosocial Rehabilitation Services (IAPSRS, now USPRA) was established. Indeed, many significant changes have occurred since 1999, when the first edition of this book was published. For new practitioners, and students planning to enter this exciting field, an understanding of history helps give a context for services offered today. Throughout this text, you will find descriptions of how we got where we are today and of the key players who helped get us here.

Although I was not present at the “birth” of IAPSRS, my work in the mental health field parallels the trajectory of PsyR. Sometimes, I feel a bit like Forrest Gump (being in the right place at the right time). I was fortunate to have had early exposure to ideas and people who sparked and then affirmed my commitment to the principles of choice and voice (self-determination and empowerment). Because of that early exposure, I was driven to find and nurture a community of like-minded thinkers and, ultimately, was spared the challenge of unlearning, as the concepts of recovery and rehabilitation have been more widely accepted.

The ideas that influenced me came from skeptics and radicals like R. D. Laing and Thomas Szasz, who doubted and denied the existence of “mental illness,” and from well-known counseling theorists like Rollo May and Carl Rogers, who advocated for understanding the unique perspective of each individual service user. From philosophers like Alan Watts and Ludwig Wittgenstein, and from fiction, including the works of Aldous Huxley, I developed a sense that we each live within our own experience. For people who get diagnosed with a psychiatric disorder, some experiences can be difficult and frightening, making it difficult to manage from day to day. While I never fully subscribed to the idea that mental illnesses are a myth, I have retained the belief that it is not possible to understand the “illness” without understanding the person. The PsyR principles of individualizing services, active involvement of the service user, and a focus on strengths became important to me long before I had heard of PsyR.

With key PsyR values as my foundation, it was a good fit when I learned about social skills teaching through my college internship in 1973, and about the importance of environment when I volunteered, and was later employed, at the Syracuse Psychopathic Hospital, which relocated to become Hutchings Psychiatric Center—an award-winning re-envisioning of an inpatient facility. Moving people from a large and impersonal ward to an attractive and “normal-looking” setting (with small living rooms and kitchenettes on multiple floors) was significant and provided respect and dignity to the people who stayed there.

When I moved to Boston, I met Isaiah Uliss and Judi Chamberlin—visionaries both, and powerful advocates. Chamberlin was tireless in her fight for human rights within the mental health system, and continued fighting for dignity in care even when she was in hospice in her final months. Uliss, a former organizer for the Teamsters, was largely responsible for opening USPRA membership to people who had a psychiatric condition. His lapel button said “speak loudly,” which was both practical advice (he was hard-of-hearing) and a metaphor for advocacy. They taught me that “recovery is real” long before I ever heard the phrase.

Over my first years in the mental health field, I was lucky to learn early on to really listen to people using my services, rather than to categorize, label, and objectify them. I consider myself fortunate to have learned this before I was taught otherwise in professional training settings. From many people, both service users and service providers, I heard the same message—change in the mental health system was both needed and possible.

As described in this text, change has occurred. Public inpatient facilities may still seem to be too numerous, too full, and too often either benignly unhelpful or outright harmful. Yet, even there, change has occurred for the better. When I applied for a job in 1975 at a public institution, I was told that the men on one unit were taken into the courtyard in warm weather, stripped from the waist down, and hosed off—it saved time. A few years later, when some units in that institution closed, I met a man who had lived there since childhood, yet whose primary disability was a hearing impairment. He was successful living on his own, and, within months of discharge, he had started his own business mowing lawns and doing odd jobs. That institution is now gone, along with many others, and positive changes are happening in many of the inpatient facilities that remain.

“Work promotes recovery” is an assumption of PsyR that was present as an idealistic vision in the early days, but is now proven and well accepted by experts, although implementation lags behind knowledge in many locales. Clubhouses, which were the foundation of IAPSRS, expect contributions from all members to work inside the club, and now support growing numbers of workers outside the club. Supported employment and its close relative supported education bring hope and opportunity to many who, in spite of regulatory disincentives, take on competitive jobs. A new emphasis on financial literacy and asset development is a sign that many people in recovery are now working and can benefit from support in managing their paychecks.

Psychotropic medications have been around for a long time now (Thorazine, often cited as the first, is about as old as I am). They have contributed to symptom control, benefiting many. In the mid-1970s, work was under way on testing a new generation of medication, and I worked on an inpatient unit where a drug trial was being conducted. I saw psychosis clear completely for a young man who had been alert and active, although psychotic, on a steady dose of 1000 mg of Thorazine, only to see him laid low from a physical illness that, in retrospect, must have been agranulocytosis. This raised my suspicion that the medications brought dangers along with benefits, which was confirmed first by conversations with many people taking medications and, later, by research. The recent work of Robert Whitaker, admittedly controversial, has raised further questions about the value and best use of medications.

One clear danger of medications for psychosis is weight gain and, often, metabolic syndrome—a big contributor to the shortened lifespan of people being treated for a serious mental illness. Peggy Swarbrick and colleagues are raising awareness of the need to prevent and, if possible, reverse many of the dangerous physical conditions that coexist with psychiatric disorders. A national effort to improve physical health, combined with recent changes in the health care system (and more to come), hold promise for helping people regain the physical capacity for an active life, making it easier to work, to live independently, and to participate in the community.

PsyR recognizes that a person-centered and person-driven rehabilitation process bases interventions on each individual’s uniquely meaningful goals. In my work at the Boston University Center for Psychiatric Rehabilitation, I developed a deeper understanding of both the “person-centered” and the “rehabilitation” parts of PsyR. In teaching a “technology” for helping people achieve their goals, I became increasingly aware that PsyR is as much a philosophy as a practice. Learning PsyR can be a transformative experience for practitioners, as they set aside the urgency to fix what they see as “the problem” and become more like a catalyst that stimulates growth, following the person’s own timeline, building on strengths, and bolstering the person’s own efforts.

Of course, there’s still a lot to do. More change is needed. Most significant, perhaps, is the need to reduce the time lag between discovering what works and actually doing it. When it takes 10, 20, or even 30 years to get to the point where the field begins to implement what works, there are too many individuals who are unnecessarily losing decades of their lives to discomfort, distress, and despair. Better training, using more effective and efficient methods, and taking advantage of new instructional technologies are key to closing the knowledge gap. This text, which summarizes the history and current practice of PsyR, certainly helps to get the word out.

Granted, systems change is like turning a battleship—you can’t do it quickly. But practice change can be swift, if each practitioner takes responsibility for learning and sharing new ideas. Recognizing that the only constant is change, practitioners, service teams, and programs can challenge themselves to improve daily. Of course, all levels of the system are overtaxed—burdened by too much to do and too few people to do it. Funding restrictions are a reality and a barrier to change. But making small changes costs little or nothing—such as asking, “If you were working, what sort of work would interest you?” instead of asking, “Do you want to work?” or, more commonly, neglecting the topic of employment altogether.

I am honored to be invited, again, to write the foreword for this third edition of Psychiatric Rehabilitation. I am fortunate to know the authors, and count it as another piece of luck in my professional development that I have had the chance to collaborate with them. As I mentioned in the second edition (and can’t think how to improve what I said then), I appreciate both their personal and professional qualities. They are active drivers of change within the field, and have invested much time and effort in improving the quality of the PsyR workforce—through their academic programs, through training in the field, and through their commitment to raising standards through certification of practitioners.

The need for a third edition so soon is evidence of the changes occurring in the field. A text such as this one—well organized and accessible to the wide variety of students and practitioners in the field—will go a long way toward helping to prepare the workforce needed to do the jobs of tomorrow. As Forrest Gump would say, “Life is like a box of chocolates; you never know what you’re going to get.” I can’t predict exactly what the mental health system will look like in 2024, on the 50th birthday of IAPSRS. I hope for continued positive developments in integrating general healthcare and behavioral healthcare. I hope that these changes will result in longer lives for people using publicly funded mental health services and that those lives will be enriched with meaning and purpose. I hope for a sense of belonging so that people with psychiatric conditions feel part of society, as participants and contributors who are surrounded by a circle of support. I hope for a continued sense of pride within the community of PsyR practitioners, who recognize that they are part of a vision of change and hold the power to make that change happen.

Patricia B. Nemec

Warner, New Hampshire

January 2013
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1
The Experience of Mental Illness

An Introduction to Psychiatric Rehabilitation
Abstract
This chapter introduces you to the field of psychiatric rehabilitation, an evolving set of services designed to foster the community integration, improved quality of life, and recovery of persons with severe mental illness. The final section of the chapter discusses how psychiatric rehabilitation knowledge is developed, the identification of evidence-based practices, and the sources of that knowledge for professionals and students.

Chapter 1 begins with the story of Paul, a young man who faces a severe mental illness, schizophrenia. After reading about Paul you will cover basic definitions of severe mental illness, disability, and stigma. Most importantly, this chapter introduces you to the field of psychiatric rehabilitation, an evolving set of services designed to foster the community integration, improved quality of life, and recovery of persons with severe mental illness. The final section of the chapter discusses how psychiatric rehabilitation knowledge is developed, the identification of evidence-based practices, and the sources of that knowledge for professionals and students.

This chapter will provide answers to the following questions:


1. What are some of the symptoms and problems that might afflict a young person stricken with a severe mental illness?

2. What are severe mental illnesses and how are they defined?

3. What is psychiatric rehabilitation?

4. How and when did the practice of psychiatric rehabilitation begin?

5. What is the state of psychiatric rehabilitation today?

Keywords
psychiatric rehabilitation; positive symptoms; negative symptoms; deinstitutionalization; stigma; mental illness

Our researchers asked people: What do you want in order to recover? What do you need? And interestingly enough they said things like, a job, relationships…decent place to live … back to school. All the things that anybody needs to live a good life.

William Anthony
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Introduction

Psychiatric rehabilitation, sometimes referred to as “psychosocial rehabilitation,” is a set of strategies and techniques designed to meet the needs of persons with psychiatric disabilities. A true understanding of psychiatric rehabilitation (PsyR) begins with an awareness of and sensitivity to the personal lived experience of serious mental illnesses.

Unlike diseases with predictable symptoms and outcomes, the experience and consequences of mental illness vary considerably from person to person. This is true even for individuals diagnosed with exactly the same condition. Consider two persons, both with a diagnosis of schizophrenia, undifferentiated type. One individual may be experiencing auditory hallucinations (hearing voices), while the other person is plagued by paranoid ideas and experiences but no auditory hallucinations. The history or course of mental illness may also differ from person to person. One person may experience frequent relapses, and another after many years may have had only one short relapse. In addition, each person adjusts and responds to his or her illness differently. One may be severely disabled throughout the course of his or her life, while the other may cope well and overcome the disability. Interestingly, the connection between having less-troubling symptoms or fewer relapses and long-term disability from the disease is not as straightforward as one might expect.



The Story of Paul

Like any person’s story, Paul’s is unique. At the same time, in many respects, Paul’s story resembles many similar situations that unfold every year throughout our country and around the world. Each of us has ideas and attitudes about mental illness that we get from personal experience, from the media, or from speaking with others. Some of these ideas are accurate. Others are half-truths and myths. Some are just plain wrong. As you read about Paul’s experience, consider the attitudes and ideas you have about mental illness. Also, consider the following questions:


1. Why did Paul become ill when he did? Were there any events or situations that might have led to Paul’s illness?

2. What kinds of things did Paul experience as he became ill? Did the disease itself cause all these things?

3. Could Paul’s illness have been predicted or even avoided?

4. How did Paul’s family handle the situation, and should they have done some things differently?

5. Are there any clues to how Paul will respond to treatment?



Paul began to realize something was wrong when he realized that he would sit through an entire class and not seem to remember anything that was discussed. It wasn’t anything wrong with his memory; he had just been distracted and not paying attention. In fact, anything would become a distraction. A crack in the blackboard or the inflection of a particular word would seem as important to him as what the professor was saying. Even in his favorite class, Macroeconomics, with a professor he really liked, he couldn’t keep his attention on the material. Nineteen years old, a college freshman, and living away from home for the first time in his life, Paul found school was becoming a nightmare. An A−/B+ student in high school, now halfway through his first college semester, Paul was losing his ability to concentrate. He strained to listen and take good notes, but his thoughts were confused. He could not seem to maintain his focus. Instead, he would hear a particular word, his thoughts would go off on a tangent, and he would miss the focus of the lecture. After class, he would struggle to summarize the main points, but nothing seemed to stand out; everything seemed to be of equal importance. At first Paul felt frustrated and confused, but as his inability to focus continued, his anxiety increased and he began to feel frightened.

In his suburban middle class high school, Paul’s friends were mostly college-bound students: not nerds, but not the most popular students, either. With a moderately high IQ, Paul could usually get above average grades by paying attention in class and cramming for his finals. His dream, which he didn’t share with anyone but his closest friend, was to become a successful entrepreneur. He spent hours reading about business successes like Steve Jobs, Michael Dell, and Bill Gates and describing how successful companies like Facebook were created, developed, and managed. He dreamed of one day developing and becoming the CEO of his own company. For Paul, the business environment seemed to offer opportunities for creativity and self-expression. While not interested in the personal contact necessary for a sales career, Paul was attracted to the problem solving and planning required of a successful executive.

Paul’s neighbor Nancy was his love interest during high school. Like Paul, Nancy was on the quiet side and they got along well together. Paul and Nancy would ride bikes, go to the movies, play computer games, and study together. They were best friends and talked about getting serious. Paul viewed it as a tragedy when she moved out-of-state with her family the summer after their sophomore year. At first they wrote to each other weekly, but the connection grew weak, and after about six months they hardly corresponded at all.

Paul enjoyed playing soccer during his junior and senior years in high school. Tall for his age with a slight build, he was a good runner and played center forward, mostly on offense but sometimes on defense as well. Although not a star player, Paul played a good steady game, made friends with his teammates, and enjoyed the camaraderie the sport offered.

Paul also enjoyed browsing various sites on the Internet, particularly Facebook. He and his friends spent a lot of time sharing pictures and commenting on each other’s Facebook statuses. Paul’s best friend Kevin was also a soccer player and interested in business as a possible career. He and Paul shared many hours together discussing soccer and sharing Web sites and books that had to do with entrepreneurs and business successes. For fun, they set up imaginary investment portfolios and competed to see who earned the most (imaginary) money. As they grew closer, Paul felt safe confiding in Kevin. They often talked about their hopes and dreams for the future and their pet likes and dislikes. Although they weren’t considered popular, Paul and Kevin were liked by most of their high school peers. Kevin was really serious about his studies. His family didn’t have much money, so he was working toward getting scholarships to pay for school. He planned to be a math and computer science major in college, and his motivation to get the grades he needed to pursue his goal rubbed off on Paul.

Childhood had been a happy time for Paul. As the oldest child in his family he always got plenty of attention and love from his parents and a lot of encouragement. Paul really enjoyed spending time with the family. He thought of his family as an ongoing source of friendship, love, fun, and support. Paul’s father worked as a personnel manager for a large manufacturing company. He liked his job, loved his family, and usually had a kind word for everyone. Paul’s mom worked as a medical technician at the local laboratory. She was proud of this job because it required technical skill. She also liked it because she could schedule her own hours to make time for her family if she was needed at home. It was no secret that her family came first. Paul’s sister, Alice, was a junior in high school and his younger brother, Ted, was in the eighth grade.

Going away to college had seemed like a great adventure to Paul. During orientation, he met his future roommate, Ira, who came from out of state. A psychology major, Ira shared Paul’s interest in surfing the Internet and using Facebook. An instant friendship emerged. At first, as classes started, Ira had the same positive effect on Paul’s study habits as had his friend Kevin. Ira, like his mother whom he looked up to, wanted to pursue a PhD in psychology. Being very organized, he set aside time each evening for study and it was very easy for Paul to fall into the same schedule. Ira and Paul joked about becoming too nerdy, but Paul was secretly glad that he had a studious roommate who helped him by setting a good example. He was doing well in school, getting good grades, and being recognized by his professors for his effort.

About halfway through the semester, Paul began to realize that things were changing. Several weeks after he noticed he was having trouble focusing on lectures, Paul found himself feeling both suspicious toward and angry with Ira. Whenever Ira said something to him, Paul would become suspicious of what he meant or what he “might be up to.” He felt that Ira was only being friendly with him in order to take control of their relationship. He began to refuse to speak with Ira so that he would not feel like he was being manipulated. But keeping distant only made him feel rejected and angry, and he blamed that on Ira as well. He found that no matter how much he wanted to mend their relationship, he was not really able to be friendly with Ira. When he tried to communicate, he felt manipulated and controlled. When he withdrew, he felt angry and rejected.

At the same time, he noticed that he was beginning to have trouble relating to his professors. He felt they were manipulating him as well. Studying every night had given Paul a real edge in his classes, and early on his professors thought of him as one of the brighter students. Now, after an excellent start, his apparent total reversal came as a surprise to his professors. Several of them asked to speak with Paul after class, asking if everything was all right. Paul denied any problems while wondering why they were singling him out, since he still had a good average. Paul decided that he was being held to a stricter standard than the other students and that the school was closely observing him. After several of these inquiries, Paul found it harder and harder to get to class. His inability to concentrate made it seem pointless anyway. Instead, he cut his classes regularly and spent most of his time alone in his dorm room, playing computer games and “de-friending” people on Facebook. Finally, with failing grades in every class, Paul left for home before finals.

His parents were worried and confused by Paul’s behavior. Telephone conversations with Paul had alerted them that something was wrong, but left them puzzled. Paul talked about isolation, people manipulating and controlling him, and being “observed” by the school. Their first thought was that Paul was using drugs. They knew Paul had experimented with marijuana in high school, but that had not seemed to be a problem at the time. When they asked Paul about drugs, he adamantly denied it and showed none of the telltale signs. When he got home, it was obvious to his parents that something else was wrong. Both parents were very upset, and after long discussion they decided to ask Paul to see Dr. Williams, the family doctor. Paul had always liked Doc Williams, and he was clearly fond of Paul. Ashamed of his poor performance at school and confused by his own thoughts and feelings, he agreed to see him the following week.

Home in a safe place and feeling less suspicious, Paul was able to tell Dr. Williams everything that had been happening to him. As he conveyed his story, he felt that much of what he told the doctor made no sense. Why had he mistrusted his new friend? Why wasn’t he able to concentrate in class? Why had he started cutting classes? All the behaviors, thoughts, and feelings he reported seemed strange, as if they had happened to someone else. Dr. Williams listened to Paul’s story and reassured him that it was not uncommon for students going away to college for the first time to have an anxiety reaction. He suggested that Paul see a colleague of his with special training to work with these types of problems, a psychiatrist named Dr. Kline.

During the week he had to wait before his appointment with Dr. Kline, Paul started to become withdrawn and suspicious of his family. During evening meals, he heard a voice telling him that he wasn’t his mother’s child. His parents tried to hide their own anxiety by accepting Paul’s odd behavior. When he saw Dr. Kline, he was so suspicious that he had trouble relating his story. Dr. Kline suggested that, in addition to some medication, Paul might consider signing himself into a hospital for a period of observation and treatment. He assured Paul that this was the best course of action and that he would be able to leave if he ever changed his mind. Feeling very distrustful, Paul refused the hospital as well as the medication Dr. Kline prescribed. Paul stayed home throughout that winter and into the spring. He became progressively more withdrawn and uncommunicative. Most of the time, he stayed in his room, listening to music. During June, Paul told his mom that Dr. Kline was giving him orders by broadcasting thoughts to him telepathically. As these symptoms increased, Paul became agitated and threatening. Finally, at Dr. Williams’s suggestion, his parents took him to a local private psychiatric hospital, where he stayed for two weeks.

After two weeks in the hospital, Paul felt like he wasn’t ready to be discharged. He was still hearing voices, feeling withdrawn, and on a high dose of injectable medication, but the nurses assured him that living at home and going to the community mental health center would be much better for him. Paul visited the mental health center before he was discharged. A staff person conducted a clinical intake interview and gave him a tour of the mental health center. There, Paul could attend individual or group therapy, see a psychiatrist for his medication, and get help finding a job, getting back to school, or accomplishing other goals. People there seemed friendly and the programs looked interesting, but he still wasn’t sure because many of the people were older and “looked sick” to him. His parents were both hopeful and concerned about Paul’s return. At the suggestion of the hospital social worker, they told Paul that if he were going to live at home he would have to agree to attend the community mental health center.

His first week at home was difficult. He still wasn’t sure what was wrong with him. His doctors at the hospital had been vague about his condition. When he thought about being mentally ill, he became really scared, tried to think about something else, or decided he was just suffering from stress. While he and the mental health center case manager he was assigned to filled out his initial treatment plan, the staff person told him that his diagnosis was schizophrenia.

Paul wasn’t exactly sure what that meant, but at the same time, it was what he had dreaded all along. He felt fear growing in the pit of his stomach. His old life was over; he felt that the staff person was telling him that he was insane.

Discussion of Paul’s Story

Paul’s story raises a number of important issues about mental illness that you will learn more about as you read this book. Many of these issues remain controversial. Throughout this text you will see that, depending on training and orientation, theorists, researchers, and mental health professionals often have very different answers to these questions.

One important issue involves questions of etiology, or the cause(s) of such illnesses. What caused Paul’s illness? Could someone have predicted that Paul would become ill by observing his development, and could the illness have been prevented? Partly because there is still a great deal we do not know about the etiology of the major mental illnesses, this is an area of controversy and sometimes heated debate. Some professionals believe that aspects of Paul’s personal history, environment, and family life may help us to understand the cause of his illness. Others feel that these issues have little or no bearing on the disease because its cause is essentially biological rather than environmental. Most importantly, the different etiological beliefs held by professionals, family members, and people like Paul lead to specific treatment strategies.

Another important issue that is raised is the question of prognosis, the probable course or outcome of the disease. Will he recover with medication and treatment? Or will he become progressively more confused, alienated, and withdrawn over time? Can the prognosis of such a disease even be established? While there is increasing agreement among professionals on the prognosis of these diseases given correct medication and services, there is still great variability between people with the same illness. The final and most important issue remains: What is the best way to help Paul and other people like him? As you will see, there are many aspects to the care of mental illness. Treatment is usually considered to be any action designed to cure a disease or reduce its symptoms. Rehabilitation, on the other hand, is usually defined as any action intended to reduce the negative effects of the disease on the person’s everyday life.

To help explain this difference, let’s look at a stroke victim who has lost her ability to walk. A doctor might prescribe anticoagulants, blood pressure medication, change in diet, and regular exercise to help reduce the probability of future strokes. These prescriptions would be considered treatment. The doctor might also prescribe physical therapy to help return the patient to the highest level of physical mobility possible after the deficits caused by the stroke. This therapy, aimed at returning the patient to normal or near normal functioning, would be considered rehabilitation. Finally, a rehabilitation professional making a home visit might recommend that a ramp be built to the front door, that doorknobs be changed to levers, and that the bathroom be fitted with hand bars. These modifications to the patient’s environment would also be considered part of the rehabilitation process.

The differences between treatment and rehabilitation seem clear for the stroke patient. But for the person with mental illness, like Paul, the difference between treatment and rehabilitation is not always clear. Indeed, some professionals believe that it is a mistake to make a distinction between the treatment of mental illness and a process of rehabilitation. In fact, some researchers have found evidence that the rehabilitation process itself has a direct and positive effect on the disease (e.g., Siu, Tsang, & Bond, 2010). Most PsyR professionals believe that treatment and rehabilitation are complementary processes.

The importance of the differences and similarities between treatment and rehabilitation will become evident as you move through this text. This issue is vital when considering questions like: “Who provides treatment? Who provides rehabilitation? What is the role of the psychiatric rehabilitation practitioner? What kinds of services should be provided?”

This textbook will provide you with answers to many of these questions. Real people like Paul and his loved ones are dependent on the answers. You will also learn about new, challenging, and complicated issues that address the best ways to help persons with severe mental illness.




The Serious Mental Illnesses

Serious mental illnesses, like the one that struck Paul, afflict many people in our society and around the world. In the United States in 2008, approximately 4.5 percent of the population had a serious mental illness (SMI) according to the National Institute of Mental Health (NIMH). NIMH defines SMI as “a mental, behavioral, or emotional disorder (excluding developmental and substance abuse disorders) … resulting in serious functioning impairment, which substantially interferes with or limits one or more major life activities” (http://www.nimh.nih.gov/statistics/SMI_AASR.shtml). The population of the United States in 2008 was estimated at 304 million, which translates to 13,680,000 persons with SMI that year if these estimates are correct.

The President’s New Freedom Commission on Mental Health 2003 report put the estimate somewhat higher, at 5 to 7 percent of adults with SMI in the United States or 15 to 20 million persons (President’s New Freedom Commission for Mental Health, 2003).

For society as a whole, schizophrenia, which strikes an estimated 1 percent of the population, is by far the most devastating and the most feared mental illness. In addition, there are several other mental illnesses that cause untold suffering and disability. The Diagnostic and Statistical Manual of Mental Disorders (DSM-IV-TR, Fourth Edition, Text Revision, American Psychiatric Association, 2000) recognizes recurring depressive disorders, bipolar and unipolar disorders (commonly known as manic-depressive disorders), schizoaffective disorder, and organic brain syndromes, among others, as serious mental illnesses that can become long term, cause psychosis, and lead to psychiatric disability.

Today there is increasing awareness that people who experience severe mental illness often suffer from other serious maladies as well. These “dually diagnosed” individuals may be coping with co-occurring substance abuse problems, developmental disabilities, severe learning disabilities, PTSD (post-traumatic stress disorder), and chronic physical illnesses at the same time they are struggling with their mental illness. As you might imagine, the problems raised when someone is suffering from more than one disorder at the same time can be very difficult to address. Which disorder should be treated first? Does the treatment of one disorder negatively affect the treatment of another disorder? Which disorder is causing the symptoms that are present? Special programs for people who are dually diagnosed that are staffed by professionals cross-trained to address multiple problems are increasing around the country. The issue of co-occurring disorders, mental illnesses, and addictions is covered in depth in Chapter 9.

The Symptoms of Mental Illness

Mental illnesses may present a wide variety of symptoms. One way to understand the symptoms of severe mental illnesses is to classify them as either positive symptoms or negative symptoms. Positive symptoms refer to what is added (i.e., what is present but should not be) to the individual because of the disease. The faulty interpretation of reality due to incorrect sensory perceptions (hallucinations) or thoughts (delusions) are good examples of positive symptoms. Negative symptoms refer to things that the individual has lost or that are missing because of the disease. Social withdrawal and an inability to experience pleasure, anhedonia, are typical examples of the kinds of negative symptoms someone with severe mental illness might experience. Many persons experiencing these symptoms of psychosis are diagnosed with schizophrenia or a bipolar disorder (manic depression). Chapters 2 and 3 will cover the causes, symptoms, and treatments of mental illnesses in more depth.



The Cause(s) of the Major Mental Illnesses

The pathological processes that cause these conditions are still poorly understood. Nevertheless, there is consensus that these conditions have a strong biological component (Mueser & Gingerich, 2006; Torrey, 2006). With the development of increasingly sophisticated soft tissue and metabolic imaging techniques such as CAT, PET, and MRI scans, researchers have been able to demonstrate actual changes in brain tissue and brain functioning corresponding with psychotic episodes (Torrey, 2006; Andreasen, 1984). At the same time, researchers have looked at the contribution of genetics, by comparing individuals whose parents have schizophrenia with those whose parents do not have schizophrenia (Marcus et al., 1987) and studying identical and fraternal twins when one of the twins has the disorder (e.g., Torrey, 1994). These studies provide strong evidence that genetics play an important role when someone is stricken with a major mental illness. Despite these advances, the cause(s) of major mental illness are not known. Chapters 2 and 3 will cover the symptoms, diagnosis, probable causes, probable courses, and outcomes of these illnesses in more detail.




Psychiatric Disability

Without effective rehabilitation, a major mental illness can disable a person for life. Most often striking during the late teens and early twenties, major life disruptions like the one Paul experienced are very common. When school, work, and family are disrupted, the individual cannot acquire the skills needed to cope with the demands of modern life. Without these skills, which many take for granted, the individual cannot function successfully.

These conditions tend to be long lasting as well as severe, and they often disrupt and stunt normal intellectual, social, and vocational development or lead to


Controversial Issue
Schizophrenia, or a Less Stigmatizing Label

Since Swiss Psychiatrist Bleuler coined the term “schizophrenia” in 1911 and distinguished it from dementia praecox, the term has been widely used in psychiatry. The DSM-IV-TR (and its earlier editions) have consistently used the term “schizophrenia,” modifying it with disease categories like paranoid, catatonic, undifferentiated, etc. Today, literally millions of persons in the United States and around the world carry a diagnostic label of schizophrenia.

The term “schizophrenia” is widely used by the media and entertainment industries, where it is portrayed as the very essence of major mental illness. The paranoid schizophrenic label used by the media conjures up images of wild-eyed homicidal maniacs who kill and maim for no apparent reason.

The term “schizophrenia” is also used to denote apparent contradictions in people, organizations, or polices. A scandal during the Reagan administration dubbed the “Iran-Contra affair” was frequently referred to as “schizophrenic.” The policy consisted of selling arms to our enemies (Iran, which had just held American embassy personnel hostage) in order to raise clandestine funds to support our allies (the Contra Guerrillas in Nicaragua). This misuse of the term also reinforces the common misconception that schizophrenia is a form of multiple personality disorder, which it is not.

The clear abuse of the term and increased understanding of these illnesses has prompted debate about the continued use of “schizophrenia” as a diagnostic label. Jerry Dincin—who served for many years as the Executive Director of Thresholds, a large psychiatric rehabilitation agency in Chicago—once argued that the diagnostic label “schizophrenia” should be changed to “neurotransmitter/stress syndrome” (Dincin, 1990). This new diagnostic label captures both the biological basis (neurotransmitter) and the environmental vulnerability (stress) aspects of the major mental illnesses. But more importantly, “neurotransmitter/stress syndrome,” or a similar term, does not necessarily carry the stigma and negative connotation of a label like schizophrenia. Dincin used an analogy from the developmental disabilities field to make his point. The terms “morons,” “idiots,” and “imbeciles” of 50 years ago (when they were used as diagnostic labels by professionals) have been replaced by terms with much less negative impact (Dincin, 1990). More recently, the term “mental retardation” has been replaced by “intellectual disability” (http://www.aamr.org/content_96.cfm?navID=20). The probable relationship of neurotransmitters to major mental illness will be discussed in more depth in Chapter 2.

In Japan in 2002, they actually did change the diagnostic label of schizophrenia from “seishin bunretsu byo” (literally: mind splitting disease) to “togo shitcho sho” (i.e., integration disorder) (Sato, 2006). The new term “integration disorder” conveyed the implication that treatment and recovery were possible and was rapidly adopted by providers and consumers. Interestingly, one measure of the success of this change was that the proportion of patients who were correctly informed of their diagnosis nearly doubled after the change in terms.

One might also consider the US media’s response to such a change. Popular culture would still need a label for “madness” since individuals with these labels supply the motivating force for many real and fictional stories of crime and violence. Could a label like “neurotransmitter/stress syndrome” become the stigmatized label of the future?

In the 20 years since Dincin’s proposal there is some evidence that the general public is becoming more knowledgeable about mental illness and that the level of stigma may be receding. This might be an opportune time for a change in diagnostic labels.



conditions in which acquired skills are lost due to disuse. This lack of ability, whether skills were never acquired or were acquired and subsequently lost, is the hallmark of psychiatric disability. While psychiatric symptoms can often be controlled by medication and therapies, disability secondary to the illness often persists. The analogy of a physical trauma may help to clarify this issue. A person who loses the use of his legs because of an automobile accident becomes disabled because he lost skills like walking and running. The damage from the accident persists long after the initial injury or is permanent.

Some PsyR theorists such as William Anthony and Robert Liberman (e.g., Anthony & Liberman, 1986) cite evidence that the degree of psychiatric disability is related to the individual’s premorbid skill level. The term “premorbid” refers to the period before the individual became ill. In this case, it refers to what the individual’s skill levels were before the illness. In addition, Anthony and Liberman infer that higher skill levels can reduce the intensity of psychiatric illness. We will cover the contributions of these theorists in a later chapter.

Disability is an important medical and social concept. The Americans with Disabilities Act of 1990 and amended in 2008, which is discussed in Chapter 10, defines disability as a substantial limitation in a major life activity (Lawn & Meyerson, from Liberman et al., 1993). Another important medical body, the World Health Organization (http://www.who.int/en/), defines “disability” as an inability to participate or perform at a socially desirable level in activities such as self-care, social relationships, work, and situationally appropriate behavior.

Most importantly for Americans, the Social Security Administration defines disability as the inability to engage in any substantial gainful activity (SGA) by reason of any medically determinable physical or mental impairment(s) which can be expected to result in death or which has lasted or can be expected to last for a continuous period of not less than 12 months (http://www.ssa.gov/disability/professionals/bluebook/12.00-MentalDisorders-Adult.htm).



The Stigma of Major Mental Illness

When someone has a major mental illness the diagnosis itself can cause serious problems. As Hall, Andrews, and Goldstein (1985) point out, “Schizophrenia is … a sentence as well as a diagnosis.” The person who has the diagnostic label of schizophrenia carries a powerful stigma to which other people may react with fear and rejection. Because the symptoms of these diseases can affect how a person thinks, feels, behaves, and communicates, the effects of the disease are often apparent to other people. Unlike cold symptoms like coughing, sneezing, or running a fever, psychiatric symptoms are often not attributed to a disease. Because they are so little understood, some persons even attribute psychiatric symptoms to supernatural, spiritual, or demonic causes.

E. Fuller Torrey, M.D., a psychiatrist who treats, researches, and writes on schizophrenia, believes that persons experiencing schizophrenia are treated like the lepers of the 20th century (Torrey, 2006). The term “stigma” originally referred to the ancient practice of physically marking (scarring) villains so that others would know that they were criminals and would be on their guard. Many persons today react in the same way when they meet a person they perceive to be mentally ill.

Peoples’ reaction to stigma refers to what Coleman (1986) called “the dilemma of difference.” Most people generally accept that individuals are different in many ways. When some differences are deemed unacceptable, those with undesirable characteristics or differences may be stigmatized. What a given society chooses to stigmatize is somewhat arbitrary. In the past, some societies considered persons who today might be diagnosed with schizophrenia as higher beings who were specially gifted and able to commune with God. Saint Francis of Assisi was known to speak with the animals, which was considered proof of his saintly nature. Today, our first reaction might be to consider such behavior as evidence of a psychotic process.

Much of the stigma around mental illness has its roots in ignorance and fear. This is not surprising, since until very recently there was little scientific evidence to support any theory explaining serious mental illness. Some scholars even questioned the very existence of mental illness. In his writing, Thomas Szasz (2010) suggested that mental illness is simply a learned behavior which, for some people, is a realistic reaction to modern society. Today, as we are beginning to get a clearer understanding of mental illness, we can begin to combat the stigma left by centuries of ignorance and fear.

One of the most insidious forms of stigma, labeled self-stigma, occurs when a person with a mental illness internalizes the negative image the stigma conveys to others. Patrick Corrigan and his colleagues (Corrigan, Larson, & Rusch, 2009) describe a three-step process of self-stigma: “Awareness of the stereotype, agreement with it, and applying it to one’s self” (p. 75). Further, they assert that self-stigma results in lowered self-esteem and self-efficacy, resulting in a syndrome they label “Why try.”

Yet another insidious form of stigma involves the attitudes of professionals toward persons with psychiatric disabilities. While most professionals would strongly deny having stigmatizing or prejudicial attitudes toward the people they service, negative attitudes about individuals’ chances for employment, a productive life, and recovery suggest otherwise. One of the advantages, among others, of including peer providers (persons with the lived experience of mental illness) in PsyR treatment teams is the reduction of professional stigma (see Chapter 13).

The stigma surrounding mental illness can be eliminated. The ignorance that has surrounded mental illness since the beginning of history is being lifted by sharing research findings with the public. While we fear cancer and have compassion for those who are stricken, medical science has increased our understanding of the disease and reduced the stigma cancer patients once experienced. Recent progress in the treatment of AIDS is helping to reduce the stigma associated with that condition. In the same way, future citizens educated about mental illness may fear the disease but not the person.

In addition to knowledge about the disease, contact with individuals who successfully cope with it can eradicate the stigma it carries. Actual contact with persons who have these serious mental illnesses has been shown to decrease stigma under many circumstances (Spagnolo, Murphy, & Librera, 2008; Corrigan et al., 2003).

The community treatment of mental illness also has the potential of reducing stigma. Treating persons experiencing serious mental illness in the community means that at one time or another everyone may come in contact with them. As most psychiatric rehabilitation staff will tell you, persons with mental illness are no different from anyone else, except for their disease. Keeping these persons in institutions adds to the stigma surrounding the disease. Accepting them into the community helps to eliminate stigma because living and working in the community highlights their basic humanity, not their disability.



What Does the Term “Psychiatric Rehabilitation” Mean?

In the helping professions, the term “rehabilitate” means to restore to an optimal state of constructive activity. Of course, what is “optimal” is relative to the individual. An individual’s “optimal” level of constructive activity depends on several factors. How well a person functions depends on how severe his or her illness is at the time, the severity of the disability, the abilities he or she still possesses, the outside supports that are available, and what some theorists call the “stage of recovery.” Stage of recovery refers to the individual’s level of progress in his or her ability to cope with the disease and disability and his or her self-image as a functioning person. The concept of recovery will be dealt with in some depth in Chapter 4.

Psychiatric rehabilitation (PsyR) refers to efforts to restore persons with psychiatric disabilities to optimal states of constructive activity. The degree of disability a person experiences is often variable. Some persons who have a serious mental illness may be disabled in many aspects of their lives. Other persons may be disabled in only one area, such as employment while functioning well in other life domains.

There are a number of definitions of PsyR reflecting a range of philosophical and technical differences among practitioners (Rutman, 1994; Hughes, 1994; Anthony, 1979; Anthony & Liberman, 1986; USPRA, 2007). Ruth Hughes (1994), former Executive Director of IAPSRS (International Association of Psychosocial Rehabilitation Services)—now USPRA—provided an excellent definition that most PsyR practitioners can agree with:

The goal of psychiatric rehabilitation is to enable individuals to compensate for, or eliminate the functional deficits, interpersonal barriers and environmental barriers created by the disability, and to restore ability for independent living, socialization and effective life management.

IAPSRS, An Introduction to PsyR, p. 11


In 1992, the Psychosocial Rehabilitation Journal asked its readers to submit definitions of PsyR. The following definition of PsyR, which received an Honorable Mention in the contest, captures both the humanity and the hope inherent in the rehabilitation process:

Psychosocial rehabilitation means that a person who before was afraid to go into a store to order an ice cream soda can now be an ice cream store manager.

Martha Green (Rutman, 1994)

The definition adopted by USPRA in 2007 is:

Psychiatric rehabilitation promotes recovery, full community integration and improved quality of life for persons who have been diagnosed with any mental health condition that seriously impairs functioning. Psychiatric rehabilitation services are collaborative, person-directed, and individualized, and an essential element of the human services spectrum and should be evidence-based. They focus on helping individuals develop skills and access resources needed to increase their capacity to be successful and satisfied in the living, working, learning and social environments of their choice.

The Emergence of Psychiatric Rehabilitation

Practitioners of PsyR are united in believing that persons who have a serious mental illness can achieve greater independence and a better quality of life with the help of psychiatric rehabilitation services. This assumption, that persons with psychiatric disabilities can successfully participate in rehabilitation, is in marked contrast to the beliefs of many mental health professionals in the past. Until the late 1970s and early 1980s, the conventional wisdom about severe mental illness was that it took an insidious downward course with little or no hope of recovery. Prior to 1987, the DSM-III (Diagnostic and Statistical Manual of Mental Disorders, Third Edition) published by the American Psychiatric Association stated that the most common course of schizophrenia consisted of acute episodes followed by “increasing residual impairments” (p. 185). In contrast to this pessimistic view, many studies have demonstrated that, even for those with severe psychiatric disability once labeled as “back ward” patients, the long-term prognosis is positive (DeSisto, Harding, McCormack, Ashikaga, & Brooks, 1995a & b; Harding, Brooks, Ashikaga, Strauss, & Breier, 1987a & b; Harrow & Jobe, 2007).

Another positive development is the work researchers, practitioners, and consumers of PsyR services are doing to develop the concept of recovery from psychiatric disability. Even though some of the disabilities and residual symptoms may be lifelong, the field of PsyR is learning what it means to “recover” from serious mental illness (Anthony, 2000; Anthony, 1993; Deegan, 1988; Roe, Rudnick, & Gill, 2007; Onken, Craig, Ridgway, Ralph, & Cook, 2007). As already mentioned, the concept of recovery will be discussed in greater detail in Chapter 4.



Deinstitutionalization

The emergence of PsyR as a unique enterprise can be directly traced to the deinstitutionalization movement that began in the 1960s and early 1970s. Between 1960 and 2006, approximately 90 percent of the persons in long-term state psychiatric institutions were discharged into the community (Torrey, 2006). Looking at it another way, psychiatric hospital censuses went from 339 persons per 100,000 person population to 21 persons per 100,000 person population by 1998 (Lamb & Bachrach, 2001).

When the policy of deinstitutionalization began, literally thousands of patients who had been institutionalized for much of their adult lives were discharged into the community for treatment. Given their traditional mental health training, many, if not most, of the community mental health staff were unprepared for this challenge (Stern & Minkoff, 1979; Farkas, Cohen, & Nemec, 1988). In many areas of the United States, persons who were deinstitutionalized were deemed by practitioners to be “inappropriate” for the community services available at that time. This assessment was made despite the fact that the major impetus for the nationwide federal funding of community mental health centers begun in 1963 was community-based care for this population. Staff trained to provide individual psychotherapy for persons with supposed psychodynamic problems tended to classify these people as not being good “treatment cases.” Marianne Farkas, of the Center for Psychiatric Rehabilitation, Boston University, found that this newly deinstitutionalized population had “low patient status” because they were not highly verbal and did not demonstrate high rates of treatment success (1988). As a result, many persons with serious mental illness were relegated to programs staffed by less educated persons with nontraditional academic degrees and by paraprofessionals (persons without academic credentials).

Torrey (2006) asserts that only about 5 percent of the 789 federally funded community mental health centers (CMHCs) accepted the challenge of providing appropriate services to the deinstitutionalized population. The majority of the centers focused their efforts on providing counseling, psychotherapy, and consultation and education in the broader area of mental illness. Mostly because CMHC staff members were ill-equipped to deal with them, persons with severe mental illness became increasingly isolated and remained underserved in the community.

The academic preparation of mental health professionals was very slow to adjust to the needs of the deinstitutionalization movement. This poor academic response was caused by a lack of recognition of the plight of this population as well as a lack of awareness of the treatment strategies necessary to aide them. A review of introductory undergraduate psychology textbooks carried out as late as 1992 revealed that lobotomy (an outdated type of brain surgery) was written about more than psychiatric rehabilitation (Halter, Bond, & De Graaf-Kaser, 1992). None of the 28 Introductory Psychology textbooks reviewed mentioned common PsyR approaches such as the Clubhouse Model (e.g., Fountain House, Horizon House, etc.), the National Institute of Mental Health’s Community Support System, or social skills training. In addition, hospital treatment was given much more coverage than community treatment at a time when hospital stays were being reduced and large psychiatric hospitals were being closed.

In addition to the textbooks, in many cases undergraduate curricula have remained focused on the more traditional psychodynamic, cognitive, and behavioral treatment models. Graduate education curricula have often sidestepped the issue of treating persons with major mental illness by stating that this population is not appropriate for the treatment strategies they are training their students to use (e.g., psychotherapy).

There have been efforts in recent years to update the education of all professionals who provide treatment to individuals living with severe mental illnesses. The Annapolis Coalition on the Behavioral Health Workforce, formed in 2000 with support from SAMHSA (Substance Abuse and Mental Health Services Administration), brought together stakeholders to create a plan to bring the competencies for behavioral health providers into the 21st century (Hoge & Morris, 2002). A 2007 report for SAMHSA pictured a behavioral health workforce in crisis with, for example, disconnects between how professionals are trained and what they need to carry out their professional roles in the field (Hoge, Morris, Daniels, Leighton, & Adams, 2007).

Despite growing scientific evidence that the major mental illnesses have a strong biological component, some applied graduate programs have maintained their focus on psychodynamic approaches emphasizing individual therapy aimed at uncovering past trauma. There has been evidence for some time that this type of intense, interpersonal treatment can be harmful for persons with major mental illness (see, e.g., Linn, Caffey, Klett, Hogarty, & Lamb, 1979). The neglect of the proper care for persons with these illnesses is especially troubling given the emphasis many of the helping professions place on championing the needy and downtrodden. Persons diagnosed with major mental illness constitute one of the most rejected, stigmatized, disadvantaged, and needy groups in our nation.

Today, a growing number of academic programs are devoted to psychiatric rehabilitation education at all academic levels. Special issues of the journals Psychiatric Rehabilitation Skills (Gill, 2001), Rehabilitation Education (Nemec, Spaniol & Dell Orto, 2001), and the American Journal of Psychiatric Rehabilitation (Pratt, 2005) have been devoted to progress in psychiatric rehabilitation education and credentialing. In addition, a nationwide consortium of psychiatric rehabilitation educators meets annually to discuss PsyR education issues (Gill & Barrett, 2009; Barrett, MacDonald-Wilson, & Nemec, 2005).

Besides the mental illnesses themselves, community staff of the 1960s and 1970s had to face an additional problem when providing services to this newly deinstitutionalized population. Not surprisingly, spending years in an institutional setting like a large psychiatric hospital caused many of the patients to become institutionalized. This institutionalization syndrome caused functional deficits, atypical or inappropriate behavior, and extreme dependency in long-term patients (Lehrman, 1961; Schmieding, 1968; Ridgeway & Zipple, 1990). This syndrome often combined with an individual’s mental illness, increasing the level of psychiatric disability. Awareness of the debilitating effects of long-term institutionalization brought about increased emphasis on the community mental health principle of least restrictive treatment environment. This principle holds that every individual should be provided treatment in an environment that provides as much freedom as possible. For example, consider a patient who might equally benefit from hospitalization or a community treatment program. The patient should be treated in the community program because it is a less restrictive treatment environment and less likely to promote “institutional” behavior. The individual in the community program is also more likely to retain skills and have the opportunity to be part of the community.

The 1990 Americans with Disabilities Act (ADA) strongly supports the concept of deinstitutionalization. One part of the act, the “integration regulation,” requires a “public entity [to] administer … programs … in the most integrated setting appropriate to the needs of qualified individuals with disabilities” (28 CFR § 35.130(d)). A Supreme Court decision, Olmstead versus L.C. and E.W. (1999), upheld this interpretation of the ADA and is currently being used to help deinstitutionalize individuals with disabilities around the nation.



Psychiatric Rehabilitation Terminology and Language

Each profession has its own peculiar jargon of words, names, and sayings. Psychiatric rehabilitation is no different. The language we use can reflect our attitudes and prejudices. The words we use to describe others may also designate whether we consider them to be like us or different from us. When we label people, we relegate them to a particular category. Some categories can be innocuous (“She’s a Packer’s fan”), some negative (“He’s an ex-con”), and some may frighten (“He’s an AIDS victim”). As the labels help determine how we feel about someone, they tend to determine how we will react to that person in the future. This issue is particularly important for persons with mental illness.

Since the deinstitutionalization movement and the advent of community treatment, the labels given to persons who experience serious mental illness have taken on some very specific meanings. When these persons are hospitalized, they are known as “patients” since they are in a medical environment. This term usually connotes dependency. After discharge, if they attend a Clubhouse-type day program, they are often known as “members.” The “member” label conveys the philosophy of egalitarianism, sharing, and inclusion espoused by Clubhouse programs. Conversely, if they attend a more traditional community mental health center they are probably known as “clients” or “consumers.” This labels them as recipients of the center’s services. Persons living in residential facilities, whether operated for profit or by a publicly funded community mental health facility, are usually known as “residents.”

Some persons unhappy with existing labels began calling themselves “consumers” (meaning consumers of mental health services). Other persons have labeled themselves “survivors.” For some, the “survivor” label represents the fact that they have been able to exist with a terrifying illness. For others, the label denotes their displeasure with the services they have been provided, indicating that they have “survived” the system and their treatment. Today, increasing numbers of persons who are living with a serious mental illness are working in psychiatric rehabilitation settings and providing services to others who have a serious mental illness (see Chapter 13). These individuals are known as peer providers (Swarbrick, Schmidt, & Gill, 2010) and, less frequently, as consumer providers (or “prosumers,” to list some of the current labels). How persons with mental illness label themselves or how a professional labels them can carry a great deal of meaning about their status and the kinds of services they are receiving and expect to receive.

In the mid-1990s, a survey of 300 persons receiving mental health services found that “client” was the term most preferred (48 percent), followed by “patient” (20 percent), and “consumer” (8 percent). The remainder of those surveyed (24 percent) responded “other” or “don’t care” (Mueser, Glynn, Corrigan, & Baber, 1996). No doubt, a similar survey conducted today would find different results.

Person-first Language

Consumer groups and PsyR professionals concerned with combating the negative effects of stigma have emphasized the need for person-first language. For example, rather than calling someone a schizophrenic, which is calling them their disease, using person-first language, the individual would be called a person who has schizophrenia. This may seem a subtle difference but it is very important for the person being so labeled.

The statement in Box 1.1 was put out by the Center for Community Change through Housing and Support formerly at the University of Vermont.
BOX 1.1

Choosing Words with Dignity

The words we choose to use to portray people with mental illness reflect our attitudes and beliefs about the value, dignity, and worth of people with disabilities. Our words influence the public perception and acceptance of people with disabilities. People with disabilities are person-first and foremost, who also happen to have a disability, or a different set of abilities.

Progressive mental health systems use, at all times, descriptive words that emphasize the person’s worth and abilities, not the disabling condition. They understand that people may have a disorder or disability but the people are not the disability. They also recognize that people are diminished when they are described by diagnosis (e.g., “schizophrenic,” “paranoid,” “borderline”), by slang (e.g., “psychos,” “schizos”), and by phrases that negatively categorize them (e.g., “the mentally ill,” “the chronically mentally ill,” “young chronics,” “retarded,” “dually diagnosed”). Medical terms such as “patient” are not used in these systems to refer to people who are not in medical settings, because they are inconsistent with rehabilitation and community support philosophy.

USPRA, the United States Psychiatric Rehabilitation Association (2003) proposed use of the term “people in recovery,” in an attempt to reflect the fact that many, if not all, persons living with serious mental illnesses are engaged in an active process of recovery. This term reflects “person-first” thinking but actually begs the question of whether all people with mental illness are recovering or not. While everyone has the potential for recovery, assuming that everyone is currently in recovery may trivialize the process.

It should be the written and public policy of all systems and agencies working with people with disabilities not to use labels like “the seriously mentally ill” or use terms like “he is a bipolar.” It should be the policy of all programs to consult with consumers and ex-patients in their states to identify a phrase or phrases that are respectful of individual dignity and reflect the preferences of the majority of individuals. Some phrases with general growing acceptance are “people with psychiatric disabilities,” “ex-patients,” or “consumers.” All current and future documents should reflect this policy.






Developing Psychiatric Rehabilitation Knowledge

Early practitioners of psychiatric rehabilitation learned much of their trade by experience through a trial and error process. The typical community-based mental health center was originally designed for persons with less severe conditions. When the national policy of deinstitutionalization began, community-based staff and services were confronted with a large group of individuals being released from psychiatric institutions who responded poorly to existing treatment modalities, medications, and services. It was soon apparent that neither the existing community services nor the types of services previously offered in the psychiatric hospitals were helping this new group adapt to the community environment. In response, many of the community mental health staff assigned to work with this population began devising new strategies and services to meet their needs. These pioneer staff struggled to develop treatment philosophies consistent with the needs of persons with persistent mental illness living in the community. They often had to design entirely new programs for this population. Without recourse to references or handbooks, using emerging concepts like least restrictive treatment environment, client involvement, and normalization as guidelines, innovative programs and services were created. These new services were evaluated by their success or failure. Of course, many of these innovative program models failed or were later discarded as better models were developed.

Some successful models already existed in places like Fountain House in New York City and Horizon House in Philadelphia. These successful programs, which we will cover in greater depth in Chapter 7, served as models for the services that were being developed in communities around the country.

Since very little if any formal education about psychiatric rehabilitation existed at the time, programs tended to hire bright, young, motivated individuals and teach them psychiatric rehabilitation on the job as it was practiced at that setting. Much of what was known was handed down from supervisor to supervisee, and the staff from individual programs tended to share the same ideas and philosophy. Knowledge was also picked up at yearly conferences of emerging PsyR professional associations, or from journal articles on PsyR that appeared infrequently in publications dedicated to other disciplines.

The process of developing new programs and services based on emerging philosophical concepts made psychiatric rehabilitation an exciting and very creative profession in the 1970s and 1980s. Without models or reference points, program staff members were free to create programs in many forms, and they did.
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