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Series Foreword

Disease is as old as humanity itself, and it has been the leading cause of death and disability throughout history. From the Black Death in the Middle Ages to smallpox outbreaks among Native Americans to the modern-day epidemics of diabetes and heart disease, humans have lived with—and died from—all manner of ailments, whether caused by infectious agents, environmental and lifestyle factors, or genetic abnormalities. The field of medicine has been driven forward by our desire to combat and prevent disease and to improve the lives of those living with debilitating disorders. And while we have made great strides forward, particularly in the last 100 years, it is doubtful that mankind will ever be completely free of the burden of disease.

Greenwood’s Inside Diseases and Disorders series examines some of the key diseases and disorders, both physical and psychological, affecting the world today. Some (such as diabetes, cardiovascular disease, and ADHD) have been selected because of their prominence within modern America. Others (such as Ebola, celiac disease, and autism) have been chosen because they are often discussed in the media and, in some cases, are controversial or the subject of scientific or cultural debate.

Because this series covers so many different diseases and disorders, we have striven to create uniformity across all books. To maximize clarity and consistency, each book in the series follows the same format. Each begins with a collection of frequently asked questions about the disease or disorder, followed by clear, concise answers. Chapter 1 provides a general introduction to the disease or disorder, including statistical information such as prevalence rates and demographic trends. The history of the disease or disorder, including how our understanding of it has evolved over time, is addressed in chapter 2. Chapter 3 examines causes and risk factors, whether genetic, microbial, or environmental, while chapter 4 discusses signs and symptoms. Chapter 5 covers the issues of diagnosis (and misdiagnosis), treatment, and management (whether with drugs, medical procedures, or lifestyle changes). How such treatment, or the lack thereof, affects a patient’s long-term prognosis, as well as the risk of complications, are the subject of chapter 6. Chapter 7 explores the disease or disorder’s effects on the friends and family of a patient—a dimension often overlooked in discussions of physical and psychological ailments. Chapter 8 discusses prevention strategies, while chapter 9 explores key issues or controversies, whether medical or sociocultural. Finally, chapter 10 profiles cutting-edge research and speculates on how things might change in the next few decades.

Each volume also features five fictional case studies to illustrate different aspects of the book’s subject matter, highlighting key concepts and themes that have been explored throughout the text. The reader will also find a glossary of terms and a collection of print and electronic resources for additional information and further study.

As a final caveat, please be aware that the information presented in these books is no substitute for consultation with a licensed health care professional. These books do not claim to provide medical advice or guidance.
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Introduction


I have a son, who is a . . . not an ordinary form of schizophrenia, but clearly, cannot take care of himself. And the great fear of then, of all parents is, when the parents die, who takes care of your child? And the answer is: they become homeless.

—James D. Watson



There are few diseases more misunderstood and feared than schizophrenia. And one of the reasons why it is so feared is because relatively few people have any direct experience of it. While you, or someone you know, may have a schizophrenic relative (I certainly did), the only real exposure most people have to serious mental illness comes from news stories about someone with schizophrenia or else from the popular media. As a result, people often base their views about mental illness on the countless movies and television shows featuring ordinary people being menaced by some mentally ill villain (whether schizophrenic or suffering from some other form of psychosis).

With this kind of negative media image, it is hardly surprising that the perception that schizophrenics are violent and unpredictable has shaped the views of millions of people about how mental illness supposedly affects people. But that is only part of the reason why there is so much stigma around schizophrenia and other forms of major mental illness.

Even as children growing up, we have been taught to fear anyone who seems to be “weird” or “crazy,” and whenever someone begins to show symptoms outside our experience, we are not prepared to do anything else but avoid the person. The stigma surrounding mental illness can be even worse in other cultures, where even mentioning that a relative suffers from schizophrenia is regarded as a taboo topic. It is so taboo, in fact, that many families resort to imprisoning a mentally ill family member in a hidden room of their house to prevent the disgrace that would otherwise come to their entire family. And, yes, cases like this still occur in different parts of the world today.

How pervasive is this fear that people seem to have about schizophrenics? Well, according to one 2019 study looking at the stigmas that people with schizophrenia face, that fear seems very real, including among university students. In the study, 114 university students were asked to complete questionnaires on attitudes toward mental illness. They were then escorted to another room, where each participant was invited to sit in one of six chairs after being told that a volunteer had already picked a seat (with a hat or coat to mark the chosen seat) and would soon return. Half the participants were told that the volunteer had diabetes and the other half were told that the volunteer had schizophrenia. The results showed that participants were far more likely to distance themselves from a schizophrenic than from a diabetic. The participants also reported negative attitudes toward schizophrenics, including regarding them as potentially being violent and unpredictable. The irony of these results was that most of the participants were psychology undergraduates who reported having at least one family member who suffered from mental illness. Stigma toward schizophrenics and other people with mental illness can turn up in the most surprising places.

As you will come to see in this book, schizophrenia is basically a disease of the brain and is just as physical as diseases such as diabetes, hypertension, and epilepsy. And yet, because of the very nature of the symptoms that schizophrenics experience, not to mention the difficulty in diagnosing schizophrenics in the early stages, many critics continue to argue that it is not a disease at all.

Even though schizophrenia only affects about one in a hundred people (about the same odds as developing rheumatoid arthritis), its impact is far greater than you might expect. It is not only emotionally and financially draining for families dealing with a schizophrenic relative, but the financial costs that schizophrenia has on society as a whole are also astronomical. For example, in the United States alone, the estimated financial cost of dealing with schizophrenia is around $60 billion a year in both direct and indirect costs, including loss of income, time missed from work, and health care services. And this is likely an underestimate considering how much of the social and financial burden of caring for schizophrenics falls on family members, whose contributions cannot be directly estimated.

But not all diagnosed schizophrenics are necessarily doomed to become burdens on society and their families. While schizophrenia is a lifelong condition that is often unpredictable, there are certainly prominent examples of schizophrenics who are able to succeed in life despite their illness.

Elyn Saks first began experiencing psychotic symptoms when she was only eight years old, but she was not formally diagnosed with schizophrenia until she became a Marshall scholar at Oxford University in her twenties. Despite experiencing severe psychotic episodes that were initially declared to be “grave” by her treating psychiatrists, Saks went on to complete her legal training, becoming a doctor of jurisprudence, and also earned a doctoral degree in psychoanalytic science.

Now a professor of law, psychology, and psychiatry at the University of Southern California, Saks has earned a lengthy list of honors, including a MacArthur Foundation “genius grant.” She has authored four books and continues to give talks around the world on the complex issues surrounding law and mental health. In a powerful TED talk she gave in 2012 (transcripts of which are available online), she stressed the need to treat mentally ill people with compassion and honesty. Also a cancer survivor, Elyn Saks insists that “we who struggle with these disorders can lead full, happy, productive lives, if we have the right resources.”

Other famous people who have lived with schizophrenia include:


◆John Nash: Nash was an economist and a winner of the Nobel Prize in Economics. His life story was memorably featured in the film A Beautiful Mind.

◆Vaslav Nijinsky: Nijinsky was one of the greatest ballet dancers and choreographers of all time. His legendary career was cut short after he was diagnosed with schizophrenia in 1919. He spent the rest of his life in and out of hospitals.

◆Rufus May: Diagnosed with schizophrenia at age eighteen, May managed to overcome his psychotic symptoms and went on to earn his doctorate in psychology. Along with being a tireless advocate for people with mental illness, he maintains a private practice in Bradford, England, and also works with consumer recovery groups.

◆Buddy Bolden: The meteoric career of “King” Bolden, one of the great jazz pioneers, was cut short after being diagnosed with schizophrenia at the age of thirty and being committed to a psychiatric hospital, where he would spend the rest of his life.

◆Zelda Fitzgerald: Largely remembered due to her influence on her husband, F. Scott Fitzgerald, Zelda Fitzgerald was an author and painter in her own right, but spent much of her later life in and out of psychiatric hospitals and clinics due to schizophrenia.



And this is only a partial list of the many prominent writers, artists, musicians, and people from other walks of life whose lives were affected by schizophrenia.

But it is not just the schizophrenics themselves who are affected. The list of famous people with close relatives who were schizophrenic is even longer and includes actors such as Alan Alda (whose mother was schizophrenic), scientists such as Albert Einstein and James Watson (both of whom had schizophrenic sons), and prominent playwrights such as Tennessee Williams (who had a schizophrenic sister). How family members choose to respond to psychotic symptoms developing in a loved one often depends on their own beliefs about mental illness and what they can do about it.

Though most people today know enough to seek medical help when a loved one develops psychotic symptoms, cases of family members choosing to believe that these symptoms are due to supernatural causes are hardly unknown. In one case reported in 2015, a forty-one-year-old Korean woman living in the German state of Hesse died after hours of torture reportedly carried out by family members during an exorcism. The ordeal began when the woman (unnamed in the German press) began lashing out and talking to herself in a bizarre fashion while meeting with family in a room at a Frankfurt hotel. The five family members present, including the woman’s fifteen-year-old son, restrained the woman and decided to carry out an exorcism to cast out whatever evil spirit was possessing her.

While being forcibly restrained (including having a towel stuffed in her mouth to keep her from screaming), the woman endured what prosecutors later described as “pains and torture on her body that went far beyond what is necessary to kill someone.” The cause of death was believed to be due to smothering along with massive injuries to her neck and chest. After realizing the woman was dead, a cousin belatedly called her pastor, who then notified authorities. All five family members were later charged with murder.

If you thought that was an isolated case, it was not. In 2007, A Romanian Orthodox priest was sentenced to fourteen years in prison for his role in the exorcism death of a twenty-three-year-old nun. The nun was killed in 2005 following an exorcism ceremony at an isolated monastery in which she was chained to a cross without food and water for days. She eventually died of suffocation, dehydration, and exhaustion. She had previously been treated for schizophrenia following claims that the “Devil was talking to her” but had later relapsed. Although the Orthodox Church has condemned the ritual death as “abominable,” the priest’s numerous followers reportedly wept at his sentencing.

Far more people prefer to believe in supernatural explanations for mental illness than you might think. Exorcisms have been on the rise in recent years, largely due to high-profile movies depicting people showing psychotic-like symptoms who are actually possessed by demons. Though the Catholic Church and other religious groups have stressed that anyone believing themselves to be possessed should seek psychiatric help first, the stigma surrounding mental illness has led to families preferring to rely on exorcists or traditional healers instead.

And these attitudes are not just limited to faraway countries. A study published in the January 2008 issue of Comprehensive Psychiatry presented the results of a preliminary study examining the most commonly reported causes of schizophrenia in a sample of urban African Americans. What the researchers found was that, while most participants agreed that schizophrenia had medical causes, approximately 47.9 percent of the participants also endorsed one or more unorthodox or supernatural factors as a cause. Of these, possession by evil spirits (28.3%), radiation (20.2%), and punishment by God (19.7%) were the most common. Not surprisingly, most of the participants who suggested supernatural explanations admitted never having known someone with schizophrenia. The study researchers stressed the need for improved education to counter discredited beliefs that restigmatize the mentally ill.

In What You Need to Know about Schizophrenia, I debunk some of the misconceptions about schizophrenia and discuss how damaging these widely held beliefs can be. The book is intended to answer some of the most common questions people ask about schizophrenia and is broken down into different sections to help readers focus on what is most important to them. This includes looking at the most up-to-date diagnostic criteria for schizophrenia and exploring how common it is around the world, who is most likely to develop schizophrenia, and why the prevalence rate varies so widely across different countries.

We will also explore the history of schizophrenia, from ancient times to the present day, before getting into what we now know about the causes of schizophrenia, including the latest research on brain imaging, biochemistry, and genetics. Then we will get into the different approaches to managing schizophrenia, including antipsychotic medications, group and individual psychotherapy, and residential treatment programs.

For those of you who have a family member or close friend that is schizophrenic, chapter 7, Schizophrenia’s Effects on Family and Friends, should be especially useful. Along with exploring the problem of stigma surrounding mental illness, especially in different cultures, we will look at what family members can do to raise awareness about mental illness in our society and how to find the resources that are available in your local community. We will also look at what is known about preventing schizophrenia as well as some of the controversies surrounding the diagnosis and treatment of this complex disorder.

This book also includes a series of case studies, a glossary of related terms, and an Directory of Resources outlining the various treatment resources available across the United States and in other countries as well. Seeking help can be a scary experience, especially for people in the early stages of schizophrenia or other mental illnesses. However, it is now easier to find the right resources than ever before in history. Do not be afraid to ask for help if you need it.


Essential Questions

1. ARE SCHIZOPHRENICS VIOLENT?

Given the numerous horror movies, novels, and television shows depicting people with mental illness, particularly schizophrenics, as unpredictable and violent, it is hardly surprising that most people still think of them this way. But despite all the media stories about violent schizophrenics, the reality is quite different. Not only are the overwhelming majority of violent crimes committed by nonschizophrenics, but people suffering from different kinds of mental illness are more likely to be victims of crime than vice versa. Granted, there are some symptoms that may increase the risk of violence, including delusions of persecution and auditory hallucinations. However, the risk of violence in some schizophrenics is usually greatest in those with other issues, such as substance abuse, being antisocial, or having a history of previous violence. See chapter 2 for more information.

2. IS SCHIZOPHRENIA THE SAME AS INSANITY?

Insanity is basically a legal term used to describe individuals who are deemed to be mentally unfit or otherwise incapable of functioning in normal society. While it has been applied to people with schizophrenia who commit crimes, the same holds for people suffering from numerous other psychiatric or neurological conditions. Still, aside from being a legal defense in criminal trials, insanity is not a term that any real mental health professional would ever apply to a patient considering the negative connotations involved. Though schizophrenia is classified as a major mental illness, the kind of mental instability that many people refer to as insanity can be controlled through proper treatment, including medication and supportive counseling.

3. DO SCHIZOPHRENICS BEHAVE THE WAY THEY DO IN MOVIES AND TV?

As discussed in a previous question, the schizophrenics shown in movies and television hardly represent the reality of what schizophrenia is all about. If anything, these negative stereotypes contribute to the stigma people with schizophrenia often face. Violence, if it occurs at all, tends to be rare and typically occurs during psychotic episodes when the schizophrenic becomes agitated. Medication can help reduce the risk of agitation, and people dealing with schizophrenics need to be aware of proper techniques for de-escalating these episodes and keeping them under control. Still, while violent behavior is rare in schizophrenics, they are at relatively high risk of attempting suicide or otherwise harming themselves during psychotic episodes. People with schizophrenia need to be carefully monitored to ensure they are taking their medication and that they do not injure themselves.

4. IS SCHIZOPHRENIA THE SAME AS A SPLIT PERSONALITY?

Though the term schizophrenia comes from a Latin phrase meaning “splitting of the mind,” this basically referred to the idea that schizophrenics were split off from reality due to their symptoms. But this has nothing to do with what people used to call a “split personality,” or dissociative identity disorder, as it is better known today. Formerly known as multiple personality disorder, dissociative identity disorder is a psychological condition in which an individual can manifest two or more separate personalities. It is viewed as an extreme reaction to childhood trauma that, while potentially severe, is not classified as a major mental disorder in the same way as schizophrenia. Despite the frequent misconception that they are identical, schizophrenia and dissociative identity disorder are very different in terms of causes and treatment.

5. IS SCHIZOPHRENIA CAUSED BY POOR PARENTING?

During the 1950s and even into the 1960s, many therapists working with families argued that schizophrenia was due to children being raised by parents who were either overprotective or emotionally distant. While fathers were sometimes accused of causing schizophrenia in their children, most of the blame was placed on mothers, and the term schizophrenogenic mother became popular for a time. In much the same way that mothers of autistic children were often blamed, mothers of schizophrenics often had a double burden, both in terms of helping their children deal with psychosis as well as dealing with the guilt of somehow being responsible. Though the myth of the schizophrenogenic mother has long since been disproven, it still resurfaces on occasion. Today, when schizophrenia arises, parents play an important role in helping their schizophrenic children control their symptoms and in coping with the impact it has on their families.

6. WHY ARE SO MANY SCHIZOPHRENICS HOMELESS?

Why schizophrenics are often homeless can be a difficult question to answer. Along with the frequent difficulties schizophrenics face in holding down jobs or finding places to live, the closing of many psychiatric hospitals during the 1960s and 1970s has meant far fewer hospital beds being available for psychiatric patients. This has not only led to far more schizophrenics being found in homeless shelters but also in the prison systems of many countries. Given that many schizophrenics fall through the cracks in terms of getting proper care, this means that they often discontinue their medication (or cannot afford to buy it in the first place), which makes their symptoms even worse. Though the increased demand for mental health services has led to more hospital beds opening up, many of the places offering treatment have lengthy waiting lists and can rarely afford to keep patients for long. See chapter 2 for more information.

7. IS SCHIZOPHRENIA HEREDITARY?

While evidence suggests that schizophrenia and other mental disorders can run in families, most people with a close relative who is schizophrenic will never develop symptoms themselves. According to a 2014 study of nearly three hundred families of people with schizophrenia, the actual risk of develop schizophrenia was around 30 percent for someone with a schizophrenic sibling or parent. Even when there is a genetic risk for schizophrenia, developing symptoms is often linked to other factors, such as acute stress, substance abuse, or having been abused as a child. Like many other disorders that can be linked to genetics, there is no one cause for schizophrenia, and the general consensus among researchers today is that schizophrenia results from a complex mix of genetic and environmental factors. See chapter 3 for more information.

8. DO SCHIZOPHRENICS NEED TO BE TREATED WITH MEDICATION?

While most schizophrenics require a regular regimen of antipsychotic medications to keep their symptoms under control, this is not the case for everyone. New research suggests that around 30 percent of chronic schizophrenics are able to function normally without medication so long as their symptoms remain in check and their condition is stable. Still, the decision to discontinue medication should not be made lightly because many schizophrenics suffering from psychosis do not have the insight needed to judge their own condition. This is why schizophrenics who want to stop their medication need to discuss that decision with their families and friends as well as their treating physicians. Even schizophrenics who are able to function without medication still need a strong support network in place in case their condition gets worse. See chapter 5 for more information.

9. WHY IS THERE SUCH A STIGMA AROUND SCHIZOPHRENIA?

From early childhood, we have been conditioned to fear people who are mentally ill. Words such as “crazy,” “nuts,” and “wacko” are often applied to anyone who thinks or behaves in a way we do not accept as “normal.” As we grow older, these attitudes often stay with us, helped along by horror movies and television shows that depict people with schizophrenia as being dangerous and unpredictable. When someone we known develops symptoms of schizophrenia or some other mental disorder, it is often hard to unlearn our old beliefs and accept that this person needs our help and compassion. And when it is a total stranger, it is easier still just to ignore them and walk away. Most of us will never have a family member or friend with schizophrenia. Consequently, the stigma surrounding mental illness often means we will ignore people who have it and pretend they do not exist. See chapters 7 and 10 for more information.

10. WHY IS IT SO HARD FOR SCHIZOPHRENICS TO GET TREATMENT?

With the closing of psychiatric hospitals and the failure of community-based mental health, hospital beds for schizophrenics and other people with mental illness are in short supply. This often means long waiting lists and few treatment options beyond medication. For schizophrenics who are homeless or in marginal housing (since so many schizophrenics have trouble finding suitable places to live), getting treatment can be even more difficult. In addition, many schizophrenics are unable to judge their own need for treatment as their symptoms get worse. If you or someone you care about is experiencing symptoms, seek medical attention immediately. If your regular doctor is not available, go to the emergency department of the nearest hospital.


1

What Is Schizophrenia?

Though there can be different explanations for what causes schizophrenia, clinicians generally describe it as a complex mental illness characterized by a range of distinctive symptoms. These can include abnormal behaviors, strange speech, and a reduced ability to comprehend reality. But the most important thing to remember about schizophrenia is that no two cases are ever exactly the same. The symptoms themselves may be vastly different, and schizophrenia can vary widely depending on how and when symptoms first develop and how the disease progresses over time.

Another important thing to remember is that the different symptoms associated with schizophrenia can fall along a broad spectrum. Though schizophrenia remains the most common diagnosis, other diagnoses are also possible depending on the nature of the symptoms and how the disease develops over time.

We will be getting into the formal diagnostic criteria for schizophrenia and related disorders later in this chapter, but we will first begin with an overview of the most common symptoms of schizophrenia. In listing these different symptoms, it is important to not do any kind of self-diagnosis just because you or someone close to you is experiencing what seems like a psychotic episode. Having these symptoms is a definite signal to seek medical help. However, diagnosing schizophrenia is something that should be left up to a qualified medical professional.

WHAT ARE SOME OF THE SYMPTOMS OF SCHIZOPHRENIA?

The following sections include just a partial list of the most common symptoms of schizophrenia. They are further broken down into different subcategories.

Hallucinations

A hallucination is basically any sensory experience involving the apparent perception of a person or object that can only be seen by the person experiencing the hallucination. Hallucinations have been reported by people suffering from a wide range of medical diseases as well as those under the influence of different chemical substances. Types of hallucinations include the following:


◆Auditory hallucinations: This typically involves hearing sounds or noises that other people cannot hear. While many people experience tinnitus, or a buzzing sound in their ears, this is due to actual physical problems in the middle ear and is not classified as a hallucination. For many schizophrenics, auditory hallucinations can be extremely complex and may involve hearing voices, music, or other sounds, whether familiar or unfamiliar. Auditory hallucinations are the most common symptom of schizophrenia, though they may be found in other medical conditions as well.

◆Visual hallucinations: Schizophrenics may report seeing things that other people cannot see. Visual hallucinations can take the form of simple lights, colors, or geometric patterns or be extremely complex (seeing people, faces, animals, etc., as if they are really there). Again, visual hallucinations may also occur as a result of other medical conditions, including some types of epilepsy, medical conditions related to substance abuse, or other neurological disorders.

◆Command hallucinations: In more serious cases, schizophrenics may experience command hallucinations (voices ordering them to engage in an act they might not otherwise do, such as harming themselves or others). Command hallucinations are often used as a defense in criminal cases in which the schizophrenic is accused of committing a criminal act.

◆Other sensory hallucinations: While not as common, schizophrenics may report olfactory hallucinations (detecting smells or odors that are not really there), tactile hallucinations (sensing physical contact that is not really there, e.g., feeling as if bugs are crawling over their skin), or gustatory hallucinations (having a distorted sense of taste or experiencing a sense of taste without an external stimulus). Because these kinds of hallucinations can have other physical causes, they are not typically viewed as being limited to schizophrenia alone.



Delusions

Delusions are usually defined as a firm or fixed belief that arises in the absence of clear evidence and that persists even in the face of rational arguments or valid evidence that disproves that belief. In other words, it means to believe something that others regard as wrong or irrational despite clear evidence that the belief is wrong. Delusions also have to be unique to the individual (i.e., not part of a broader cultural or religious tradition). Though delusions can be linked to a wide range of medical conditions (some of which will be discussed later in this book), they are most commonly associated with schizophrenia.

The following are some of the different types of delusions often seen in schizophrenia:


◆Delusions of grandeur or grandiose delusions: With this type of delusion, people regard themselves as having a special identity, having accomplished something amazing, or otherwise being entitled to being viewed as a celebrity. People with grandiose delusions may insist that they are actually someone else who is famous (e.g., Christ, Napoleon, Julius Caesar), or they may insist that they occupy some important position in the world (e.g., president of the world, king of England).

◆Delusions of persecution: People experiencing such delusions may insist that they are the target of a vast conspiracy aiming to kill or discredit them. They may claim that they are being constantly monitored by electronic or telepathic means, and they often take extreme measures to block this monitoring. They tend to be hypersensitive to any comments made around them that could be interpreted as threatening or that confirms their belief that they are being persecuted.

◆Delusions of reference: This delusion is the belief that outside events are personally relevant in some way. For example, some people suffering from this kind of delusion may believe that the television is relaying messages just for them or that everyone on a passing bus or car is talking about them, or they may believe that world events have been specially arranged just for their benefit (which may also tie into delusions of persecution).

◆Somatic delusions: People experiencing somatic delusions may experience body sensations that make them believe they are somehow diseased or infected (which can also tie into different kinds of hallucinations). One example is delusional parasitosis, or the belief that someone is infected with bugs, lice, or other parasites, either on their skin or underneath it.

◆Delusions of control: This delusion is the belief that external forces, such as aliens or the Illuminati, are exerting some kind of influence that is controlling someone’s thoughts or actions. Many people with this kind of delusion take extreme measures to “protect” themselves (such as the stereotype of the “tinfoil hat” to protect against mind-controlling radiation).

◆Erotomanic delusions: People who are arrested for stalking celebrities may be experiencing the delusion that the celebrity is in love with them or is sending secret messages to them through movies or television (often linked to delusions of reference). Erotomania can be extremely dangerous, as stalkers often become extremely jealous or angry that these romantic feelings are not being returned.



Though these are only the most common delusions that can be seen in schizophrenia, delusional beliefs can take many different forms, depending on a person’s cultural or religious background or even where they happen to be living. For example, some visitors to the city of Jerusalem may develop Jerusalem syndrome, in which they develop religious delusions and hallucinations shaped by exposure to religious architecture. Also, following the release of the movie The Truman Show in 1998, cases of people claiming that their lives were constantly being monitored on television became more common. Though some delusions can last for years, many schizophrenics “change their minds” about what they are experiencing, depending on how they respond to treatment or whether they develop new delusions.

Cognitive Dysfunction

People suffering from schizophrenia can also develop serious cognitive problems, including impaired verbal memory, difficulty understanding and producing language, problems with biographical memory, inability to concentrate, and deficits in executive functioning (e.g., ability to form plans, impulse control, following directed goals). In extreme cases, schizophrenics may become catatonic or even completely immobile. Research suggests that these cognitive problems can remain extremely stable over time, but there has been renewed interest in using cognitive remediation training to help schizophrenics improve memory, language, and thinking ability.

Distorted Thinking

People with schizophrenia typically develop problems with thinking clearly and may be prone to specific thought process abnormalities as a result. These can include the following:


◆Circumstantial thinking: This essentially refers to the tendency of many schizophrenics to “talk in circles” rather than being able to answer direct questions. Essentially, they often respond to questioning by bringing in excessive details that have no relevance to what they are being asked (though they may be incapable of realizing this).

◆Tangential thinking: Similar to circumstantial thinking, many schizophrenics also engage in tangential thinking and jump from thought to thought without ever being able to focus on one topic for long. Though these different topics rarely make sense to the listener, they often have a very thin or superficial connection that only has meaning to the schizophrenic. This can also take the form of derailment or loosening of associations in which their thoughts become extremely disjointed. Swiss psychiatrist Paul Bleuler provided this example of tangential thinking as seen in one case: “I always liked geography. My last teacher in that subject was Professor August A. He was a man with black eyes. I also like black eyes. There are also blue and grey eyes and other sorts, too.” Keeping a schizophrenic on track during interviews can often be a challenge for health professionals.

◆Incoherence: In extreme cases, schizophrenics could become completely incoherent by engaging in speech that only makes sense to them. This may include producing neologisms (invented words), clang associations (choosing words based on sound), word salads (confused or unintelligible mixture of random words or phrases), or a refusal to speak at all (mutism).



Problems with Movement and Coordination

Schizophrenics may experience problems with motor coordination and body movement. This can range from physical agitation to childlike behaviors. In more severe cases, they may become completely catatonic, with little or no interaction with their environment. This may be reflected by waxy flexibility, where their bodies become frozen in specific postures that they are incapable of moving unless someone shifts their bodies into a new position. Though usually linked to schizophrenia, catatonic behavior has been seen in other medical conditions as well.

Negative Symptoms

Most of the symptoms described so far are typically classified as positive symptoms (the development of abnormal symptoms that had not been previously present). There may also be negative symptoms, or the loss of functions that had previously been present. Examples of negative symptoms include the following:


◆Anhedonia: Schizophrenics may experience a reduced ability to feel pleasure or recall pleasurable episodes from memory. While anhedonia can be found in many other conditions, including depression and PTSD, it is extremely common in schizophrenia.

◆Alogia: Also known as poverty of speech, alogia is the inability to generate spontaneous speech or to hold a regular conversation. This can also take the form of telegraphic speech (extremely compressed speech largely made up of two-word or one-word sentences).

◆Disorganized emotional control: Schizophrenics often develop difficulty with emotional control and may be prone to verbal outbursts, bizarre crying episodes, or laughter with no apparent cause. They may also have problems with impulse control or acting appropriately in social situations. In more long-term cases, they may become emotionally “flat.”

◆Avolition: Schizophrenics may have a lack of motivation in carrying out activities that used to be done independently. Avolition may also be seen in people with other emotional disorders, which can make it difficult to diagnose.

◆Asocial behavior: Someone with schizophrenia may show a lack of interest in any kind of social interaction. Similar to avolition, asocial behavior can be due to cognitive problems, lack of motivation, or other psychotic symptoms that affect social interactions.



WHAT IS THE DEFICIT SYNDROME?

In recent years, researchers have proposed that schizophrenics presenting with strong negative symptoms can be classified as deficit schizophrenics as opposed to nondeficit schizophrenics, who primarily experience positive symptoms. This deficit syndrome is defined as having at least two out of the following six negative symptoms: restricted affect (showing little or no emotion when interacting with others), diminished emotional range (denying significant emotion when asked), poverty of speech, curbing of interests, diminished sense of purpose, and a diminished social drive. To be diagnosed with the deficit syndrome, these negative symptoms have to be present for at least twelve months and cannot be linked to other problems, such as anxiety, depression, or some other medical condition.

When compared with nondeficit schizophrenics, people with deficit schizophrenia tend to have a much poorer long-term prognosis in terms of overall quality of life as well as the ability to function in regular society. They also tend to show stronger cognitive impairments and are more likely to show evidence of brain pathology, though the available research evidence has been contradictory so far (see chapter 3 for an overview of existing brain research). Available research also suggests that deficit schizophrenics are more likely than nondeficit schizophrenics to have family members with subclinical symptoms, including poor performance on various tests of memory, attention, and problem-solving.

HOW IS SCHIZOPHRENIA DIAGNOSED?

As you can see, there is a wide range of possible symptoms that can occur in schizophrenia. As for how schizophrenia is actually diagnosed, the latest version of the Diagnostic and Statistical Manual of Mental Disorders (DSM-V) recommends the following criteria: having two or more symptoms, such as delusions, hallucinations, or disorganized speech and behavior, and negative symptoms over a minimum six-month period. These symptoms may fluctuate widely over time. Mental health professionals have also identified different phases that can occur. These include one or more active phases during which schizophrenics display significant psychotic symptoms, such as hallucinations or delusions. Once these symptoms subside, they may then enter a residual phase during which the symptoms are much less visible or may be limited to negative symptoms alone.

Even before active psychotic symptoms first develop, many schizophrenics may go through what is referred to as a prodromal phase, which can act as a warning that more severe symptoms are about to develop. As a psychotic episode rarely occurs out of the blue, first-time schizophrenics usually begin experiencing prodromal symptoms that can last for months or years. During this prodromal stage, a schizophrenic may undergo subtle changes in personality, thinking, and behavior that may go unnoticed by most people. It is also during this period that psychotic symptoms first develop, though most schizophrenics are able to conceal them, at least in the early stages.

In diagnosing schizophrenia, mental health professionals need to examine how severe the psychotic symptoms actually are. It is not enough to simply have the symptoms; they also need to be severe enough to disrupt the patient’s ability to engage in work, school, social activities, and so on. There also needs to be no evidence of substance use that might be producing these symptoms (other possible disorders are discussed later in this chapter).

Since many of these symptoms may have a neurological or medical cause, diagnosing schizophrenia typically requires a complete medical workup to rule out other possible explanations as well as a systematic interview, possible psychometric testing, and additional information provided by family members. Also, given that there are no current laboratory or diagnostic imaging tests that can formally detect schizophrenia, treatment typically focuses on the use of antipsychotic medication to stabilize the patient’s condition and make him or her more responsive to other forms of treatment.

As has already been pointed out, schizophrenia falls along an extremely broad spectrum, and there are a number of possible diagnoses for someone who develops psychotic symptoms. This is further discussed in the next section.

WHAT OTHER DIAGNOSES ARE POSSIBLE FOR SOMEONE WITH PSYCHOTIC SYMPTOMS?

Though we have covered the diagnostic criteria for schizophrenia, there are other possible diagnoses that someone showing psychotic symptoms may receive. As we will see, these different syndromes can vary widely, though the kind of symptoms being displayed are often similar to schizophrenia. The following sections provide a partial list of these disorders.

Schizoaffective Disorder

Distinguishing between schizophrenia or a mood disorder (depression or bipolar disorder) is usually not difficult, but it is still possible for both sets of symptoms to overlap into a single condition known as schizoaffective disorder. In many psychiatric cases, symptoms of schizophrenia can also be accompanied by either moderate to severe depression or a rapid “cycling” between manic episodes (with abnormally elevated mood, energy level, and arousal) and depressive episodes that can be indistinguishable from clinical depression. Treatment for schizoaffective disorder often involves both antidepressant and antipsychotic medication, and the long-term outcome is usually much harder to predict than for schizophrenia alone.

Paranoid, Schizoid, and Schizotypal Personality Disorders

The usual pattern for schizophrenia involves a sudden onset of symptoms during late adolescence or early adulthood. However, it is also possible to develop borderline schizophrenic symptoms that do not progress to full-blown psychosis. In many cases, these symptoms take the form of long-term personality disorders that affect how people think, function, and interact with the world around them. While usually not classified as mental illnesses, personality disorders can still be extremely difficult to treat, especially since many people with these disorders may not even acknowledge that there is anything wrong with them. In many cases, people have features of two or more personality disorders, which makes diagnosis especially difficult. Treatment can be difficult, though many cases respond through supportive counseling.

Among the different personality disorders that have been identified, the most commonly associated with schizophrenia are paranoid personality disorder, schizoid personality disorder, and schizotypal personality disorder.

Paranoid Personality Disorder

People with paranoid personality disorder have a chronic tendency to be highly argumentative and stubborn in their dealings with others. They are also very unforgiving and cold to the people in their lives and are often convinced that they are the target of a conspiracy, which makes them extremely suspicious of everyone they encounter. If they are in any kind of romantic relationship, they are often highly jealous and suspicious of their partner, even to the point of repeated accusations of infidelity.

Schizoid Personality Disorder

Characterized by an inability to form close social relationships and the avoidance of social situations, schizoid personality disorder is not the same as social anxiety, though cases may appear to be similar. While social anxiety can cause people to isolate themselves out of fear of how people will perceive them, people with schizoid tendencies may simply show no interest in forming any social relationships. They may also show restricted emotion that makes them seem completely indifferent to other people.

Schizotypal Personality Disorder

Schizotypal personality disorder is often considered a form of borderline schizophrenia. People with this disorder are prone to bizarre thinking, behavior, and emotional reactions and are often out of touch with reality. Along with strange speech and a tendency to stay isolated (much like schizoid personality disorder), schizotypal individuals are also prone to paranoid thoughts, strange beliefs, and inappropriate emotional responses to outside pressures. Again, though this disorder may resemble schizophrenia, the symptoms are rarely severe enough to merit a formal diagnosis of psychosis. Schizotypal people often lack insight into the real nature of their symptoms, but they may still seek mental health care for problems with social anxiety, depression, or stress (to which they are especially prone). Schizoid and schizotypal symptoms often go together and may also be associated with paranoid personality disorder.

Other Possible Diagnoses

As we have already seen, the criteria for diagnosing schizophrenia are very specific. But what about people who do not meet those criteria? For reasons that are still unclear, it is possible to develop severe psychotic symptoms that then quickly fade away. Usually known as brief psychotic disorder, this involves the development of hallucinations, delusions, or other schizophrenia-like symptoms with no clear cause that may only last for a month or less. The onset can be quite sudden, or there could be a relatively long prodromal period in which bizarre speech and behavior develop gradually. Cases of brief psychotic disorder are often classified in terms of whether the psychosis developed due to some sort of external stress (such as the death of a loved one or being in a traumatic situation) or whether there was no visible cause. One specialized form of brief psychotic disorder is the postpartum psychosis that some women develop shortly after giving birth.

If the psychotic symptoms persist for longer than a month (but less than the six months required for a diagnosis of schizophrenia), the patient may be then diagnosed with schizophreniform disorder. This condition is considered to be identical to schizophrenia, except that the psychotic symptoms may disappear completely after a few months (or at least improve to the point of not needing further treatment). Schizophreniform disorder is typically much rarer than regular schizophrenia.

Along with the most common mental health diagnoses, there are other medical conditions that can mimic the symptoms of schizophrenia, at least in the early stages. One of the first things that medical staff look for in someone showing first-time psychotic symptoms is whether they have ingested a chemical substance or are experiencing a reaction to medication. This can be determined quickly enough through laboratory testing or by examining the patient’s medical history. If the symptoms are drug related, medical staff then examine whether they are dealing with a case of substance intoxication or substance withdrawal, which may require inpatient detox to recover. Certain medications and exposure to industrial toxins or chemicals can also induce psychotic reactions and require immediate hospital care to prevent long-term health problems. For that matter, dementia, particularly early-onset dementia, can be extremely difficult to tell apart from late-onset schizophrenia, at least when the symptoms first develop. Since there are no laboratory tests for most dementias, patients need to be carefully monitored before an actual diagnosis can be made.

WHO GETS SCHIZOPHRENIA?

Typically, the first-time onset of schizophrenia occurs in young adults in their late teens to early thirties. For males, the peak age of onset is the early twenties, and the peak age of onset for females is the late twenties. Again, there is enormous overlap between male and female schizophrenics, and given that first-time episodes are usually preceded by a prodromal phase that can last for years, pinpointing exactly when the symptoms first developed can be impossible to determine.

But schizophrenia can strike at any age. Until fairly recently, the condition we refer to as autism was called “childhood schizophrenia,” and it was regarded as a variation on the schizophrenia usually seen in adults. While autism is no longer classified as a psychosis, cases of children developing schizophrenia much younger than usual have been reported. For that matter, schizophrenia can also be diagnosed for the first time in people aged forty-five or greater. This is usually termed late-onset schizophrenia, and the symptoms do not seem all that different from classic schizophrenia symptoms, except for the age at which they develop. Also, because of the cognitive issues and negative symptoms that often go with schizophrenia, late-onset cases can be misdiagnosed as dementia.

As for how common schizophrenia actually is, that can be extremely hard to estimate. We have already seen that schizophrenia and other psychotic disorders fall along a very wide spectrum, so finding an actual diagnosis tends to be complicated. It is also not uncommon for schizophrenia to go undiagnosed (especially in milder cases). This is why standard methods for estimating the rate of schizophrenia in most countries often misses many people in need of treatment.

Still, according to recent studies looking at available medical records, the prevalence rate for schizophrenia and related disorders in the United States alone ranges from 0.25 to 0.64 percent. As far as worldwide prevalence goes, this can be even harder to establish, considering that medical statistics for mental illness are lacking for many countries. When looking at schizophrenics living in the community (i.e., not in hospitals), estimates range from 0.33 to 1 percent or more. In terms of actual numbers, this means that approximately 1.5 million people are diagnosed with schizophrenia each year worldwide.

In real terms, however, these prevalence rates are just the tip of the iceberg. Not only is schizophrenia considered to be one of the top leading causes of disability worldwide, but the financial costs of dealing with schizophrenia can be disproportionately high compared to most other mental and physical illnesses. Along with the direct costs of health care due to hospitalization and other forms of treatment in the community, there are also the indirect health care costs from lost work productivity (both for the schizophrenic and for the family members who act as caregivers), the cost to society for those schizophrenics who enter the criminal justice system, and the overall demands on social service programs.

Because schizophrenics are prone to developing other medical problems, including heart disease, diabetes, and liver disease, these health care costs also need to be taken into consideration. Schizophrenics are especially prone to developing a wide range of other mental health issues, including depression and substance abuse, as well as being at an increased risk for suicide.

Though schizophrenia is certainly a chronic and disabling disease, the long-term outcome is not necessarily going to be poor. How long the symptoms will last and their severity often depends on how quickly treatment begins during the first episode and the kind of support schizophrenics have in the community, both formal and informal.

Numerous research studies looking at long-term recovery from schizophrenia suggest that 30–50 percent of first-time schizophrenics will be symptom-free five years after their first psychotic episode. This may seem like a short time window, but it is important to remember that schizophrenia is a lifelong condition and that many people will need to be monitored for possible relapses, even if they are not showing any obvious symptoms. Also, while some schizophrenics will never experience more than one psychotic episode in their lives, others may experience many episodes and become too disabled to live outside of a psychiatric hospital.

SCHIZOPHRENIA AROUND THE WORLD

While schizophrenia exists in all cultures, without exception, there are enormous differences in how schizophrenia is treated and what happens to these schizophrenics over time.

As we have already seen, compiling reliable health statistics that allow us to compare mental health care between countries has been a longtime challenge. For example, it has only been relatively recently that reliable health statistics have become available in those Asian and African countries that make up more than half the world’s population.

When looking at developing nations in particular, mental health care is largely limited to emergency services, as chronic care beds for the mentally ill remain scarce, especially outside the larger cities. The total number of psychologists and psychiatrists available to treat people with mental illness also remains far below what we take for granted in industrialized countries.

Due to the lack of specialized treatment services, people who develop symptoms of schizophrenia are typically treated in general hospitals or outpatient clinics, and the responsibility of caring for them is left almost exclusively to their families. For example, recent studies comparing schizophrenic patients in Liverpool, England, and Bangalore, India, found that 98.3 percent of the patients in Bangalore lived with their families compared to 48.6 percent of the patients in Liverpool.

But what does this relative lack of psychiatric care mean for schizophrenics in developing countries? Despite being able to live with their families, they often lack access to antipsychotic medication and the kind of specialized care found in Western countries. Does this make a difference in terms of long-term recovery? Actual research comparing recovery rates between schizophrenics in developing countries and developed nations has yielded surprising results that continue to be controversial and which have had a profound impact on mental health policies around the world.

In the first study of its kind, the International Pilot Study of Schizophrenia released in 1979 astonished researchers by showing that, overall, schizophrenics were more likely to recover in developing countries rather than in developed nations, where they can receive conventional psychiatric care. To explore this surprising finding even further, a second study, the Collaborative Study on Determinants of Outcome of Severe Mental Disorders (DOS, was launched during the 1980s.

DOS is a long-term project organized by the World Health Organization (WHO) to examine long-term recovery rates for people with mental illness in selected care facilities in ten different nations, including Colombia, Czechoslovakia, Denmark, India, Ireland, Japan, Nigeria, the USSR, the United Kingdom, and the United States. Recognizing that not all people with mental illness will get conventional psychiatric care, DOS researchers also examined alternative treatment options, such as primary care hospitals, police custody and prisons, traditional healers, and religious shrines. What they found was that only a relatively small percentage of all diagnosed schizophrenics in developing nations received antipsychotic medications, but when followed over a fifteen-year period, schizophrenic patients in the developing nations studied tended to show higher recovery rates than patients in developed nations who were receiving up-to-date psychiatric care.

Despite these findings, the DOS researchers pointed out that these differences were hardly uniform and varied widely across different countries. While cases of complete clinical remission were more common in developing than developed countries (37% vs. 15%), the proportion of schizophrenics requiring lifelong care showed little difference.

In looking at different reasons why some schizophrenics did better than others, the DOS researchers identified a series of specific factors that helped predict the overall recovery rate. Along with type of setting (developed vs. developing nations), they also found that schizophrenics who were married, female, and had good social support networks tended to do better overall. It also seems to make a difference whether the initial psychotic symptoms followed a long prodromal phase (insidious onset) or developed more rapidly. Not surprisingly, substance abuse was also a major predictor of long-term outcome.

In the years since the DOS results came out, researchers have questioned many of these findings and pointed out problems in methodology that might make these results less impressive than they seem. Still, these studies continue to be widely cited by patient care advocates and psychiatric critics who argue against standard psychiatric care. It should also be noted that a number of later studies have found no real difference between developing and developed nations, and the issue remains controversial.

Despite this controversy, these different studies highlight the importance of family care in treating schizophrenia, though many schizophrenics, particularly severe cases, still tend to fall between the cracks and disappear from official statistics. Overall, however, schizophrenia remains a major treatment problem around the world for which there are no easy answers.

CAN PEOPLE WITH SCHIZOPHRENIA GET BETTER?

The question that schizophrenics and their family members are most likely to ask, especially when they are first diagnosed, is whether people with schizophrenia will get better. Though schizophrenia has traditionally been viewed as a condition that rarely improves with time, more recent research suggests that the long-term outcome may be more positive than previously believed. One 2013 meta-analysis examining numerous longitudinal studies of schizophrenia patients suggests that as many as 14 percent of diagnosed schizophrenics show substantial recovery over a ten-year period. Other studies that have examined schizophrenics twenty to forty years postdiagnosis suggest that most schizophrenics experience some improvement in symptoms and functioning, with 20 percent having complete remission of their symptoms.

With this in mind, it is important to remember that schizophrenics tend to have a life expectancy that is much shorter than the general population. This is mainly because they are more prone to medical problems, such as cardiovascular disease. They are also prone to more lifestyle diseases, as they are more likely than average to smoke, have a sedentary lifestyle, and have poorer nutrition. They also have to deal with the long-term metabolic effects of antipsychotics in their system. When you add in the increased risk of suicide, major depression and other mood disorders, and substance abuse and the greater likelihood of becoming either homeless or becoming embroiled in the criminal justice system, it is easy to see that there are a wide range of possible outcomes for people with schizophrenia.

Though most schizophrenics will not show a complete remission of their symptoms, many will still be able to recover sufficiently with the aid of family support, medication, and supportive treatment. We will explore this further in chapter 8.
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The History of Schizophrenia

While mental disorders such as depression and dementia seem as old as humanity itself, the question of exactly when schizophrenia first arose is much harder to answer. However, descriptions of people showing symptoms that might be diagnosed as schizophrenia today can be found in our oldest literature.

For example, the Book of Daniel in the Bible mentions King Nebuchadnezzar II, who was cursed by God for his pride. As a result, he “was driven from men and did eat grass as oxen” for seven years until his sanity was eventually restored. There is also the story of the possessed madman known only as “Legion” in the Gospel of Mark. He is described as a “impure soul” who lived among tombs and who “had often been chained hand and foot, but he tore the chains apart and broke the irons on his feet. No one was strong enough to subdue him.” He was healed by Christ, who cast out his various demons and sent them into a nearby herd of swine.

Other ancient Egyptian and Greek medical texts describe schizophrenia-like hallucinations and delusions, including accounts of people with delusions of grandeur, persecution, and reference that seem similar to schizophrenic symptoms. Even the legendary Odysseus, hero of the Odyssey, reportedly claimed to be insane to avoid being drafted to fight in the Trojan War (presumably making him the first person to fake mental illness). Still, though diseases such as “melancholia” and “mania” are often discussed in the early medical works by Aretaeus and Hippocrates, it would be much later before modern diseases such as schizophrenia would be included in standard medical textbooks.

MENTAL ILLNESS IN THE MIDDLE AGES

Even during the Middle Ages, any kind of “madness” (including depression and epilepsy) tended to be viewed as having a supernatural cause rather than being due to a physical illness. As people with such symptoms were often viewed as either being punished by God or being possessed by a demon, the mentally ill were far more likely to be forced to undergo an exorcism or punished as sinners than to receive any kind of medical treatment. Humane treatment for the mentally ill was only available in medieval Islamic countries, and it was in Baghdad, Iraq, that the first true psychiatric hospital was established in the ninth century.

It was also during this era that Islamic medical and psychological texts first described different types of mental illness, including what we now refer to as schizophrenia. In one prominent example, the Arabic doctor and scholar Ibn Sina (more commonly known in Western countries as Avicenna) was the first to identify a condition that he called Junun Mufrit, or “severe madness,” which he considered a separate disease from conditions such as depression, mania, and dementia. Many of the symptoms of Junun Mufrit, such as agitation, bizarre speech, mutism, and behavioral and sleep disorders, certainly sound similar to what we see in schizophrenics today. Unfortunately, the only advice he could provide on how these patients should be treated was to restrain them to prevent possible harm to themselves or others.

As many of these Arabic medical texts slowly trickled into Europe during the later Middle Ages, hospices and hospitals where mentally ill patients could be kept were gradually introduced into different European countries. Actual treatment for these patients would only come much later, however.

THE RISE OF PSYCHIATRIC HOSPITALS

One of the first hospices for the care of the mentally ill was established in England in the thirteenth century as a priory for the New Order of St. Mary of Bethlehem. It still would not be until the dawn of the fifteenth century that Bethlem Royal Hospital formally became the first specialist institution for the treatment of insanity in the British Isles.

Despite the noble intentions of the hospital’s founders, Bethlem (which later earned the popular nickname “Bedlam”) would gain a deservedly sinister reputation for squalor, the horrific treatment of mentally ill patients, and open corruption by many of the officials supposedly in charge of the asylum. Not surprisingly, the word bedlam would soon be introduced into the English language, largely based on the antics of the patients there and the barbaric treatment they received (much of which could be seen by members of the public willing to pay admission).

Unfortunately, the term insanity tended to be much broader than it is today. While some disorders, such as melancholia (depression) and dementia, were well known, other inmates, including the first cases of schizophrenia, were largely just placed in Bedlam and similar hospitals to be warehoused rather than treated. These hospitals also housed people suffering from epilepsy, “moral insanity” (including homosexuality and promiscuity), and intellectual impairments, and they were often used as a dumping ground for problem patients abandoned by their families for various reasons.

In time, these hospitals became the final destination for countless victims of tertiary syphilis, a disease that does not appear to have existed in Europe before the early 1500s. In the absence of a real treatment for syphilis patients, the severe dementia and other neurological symptoms caused by syphilis, not to mention the stigma surrounding syphilis itself, meant that patients had no other option for treatment aside from the asylums.

Sadly, once these patients were admitted, it was often next to impossible to be released, and if you were not insane when you went in, chances were that insanity would soon follow given the appalling conditions found there. We will likely never know how many thousands of people lived and died in these hospitals, often to be relegated to nameless graves on the hospital grounds.

Ironically, some of the worst treatment patients received at Bethlem came not from sadistic guards or corrupt officials but rather from the well-meaning doctors and nurses. Many of the treatments may seem appalling today, but they were considered state of the art during the seventeenth and eighteenth centuries. Along with bleeding (to remove the evil humors assumed to cause insanity), patients also had to endure frequent purgings and cold bath treatments that were intended to shock them back to normalcy. Needless to say, these treatments did not work. In most cases, they either killed the patients outright or made their conditions even worse than before. The worst treatment was reserved for the problem patients, however, many of whom were kept chained to the walls for years.

As you might expect, relegating a family member to a hospital like Bethlem was not something done lightly. For many families, it was considered far preferable to either confine the family member in question to a locked room in the attic or cellar or, for those families that were particularly well-off, to have their suffering relative placed in one of the private hospitals run by physician entrepreneurs. The quality of care was not necessarily better in those hospitals, but they were legendary for being as discreet as possible. For everyone else, there were the regional hospitals or, for patients considered hopeless or especially dangerous, Bethlem.

Though psychiatric hospitals in other countries never had the notoriety of Bethlem, patients in those hospitals still received little or no treatment aside from being chained to prevent them from harming themselves. And the treatment they received in American and European hospitals was often little better than what patients at Bethlem were getting.

One of the first American doctors who dealt with the mentally ill was Dr. Benjamin Rush, the “father of American psychiatry.” Along with being an advocate of bleedings and purgings to treat various illnesses (for which Thomas Jefferson openly referred to him as a charlatan), Rush also developed some of his own unique treatments for the mentally ill. This included his “tranquilizing chair,” which basically involved strapping a patient into a chair with a hood over his or her head to ensure sensory deprivation, and his centrifugal spinning board for improving circulation in the brain. As it happens, Dr. Rush’s own son was psychotic, and many of Rush’s innovations were used on him as well. Despite the lack of improvement in many of Rush’s patients (including his son), his treatments continued to be used in many American hospitals long after his death.

But the work of innovators such as Philippe Pinel and William Battie in the eighteenth and nineteenth centuries slowly put an end to the restraints and led to more humane treatment overall. Even Bethlem underwent critical reform that ensured better patient care, largely due to pressure from government committees that had begun to scrutinize mental health care more than ever before.

THE BIRTH OF SCHIZOPHRENIA

Interestingly enough, it was also during the eighteenth and early nineteenth centuries that psychiatrists such as Philippe Pinel first described the case histories of patients who met the modern definitions of schizophrenia. This, combined with the relative lack of true descriptions of schizophrenic patients in older medical literature, has led some medical historians to suggest that schizophrenia is a relatively modern disease that simply did not exist in ancient times. Whether or not this is true makes for a fascinating medical debate and raises new questions about how and when this disease first arose.

One of the earliest documented cases of schizophrenia came to light in 1797 when a tea broker named James Tilly Matthews was committed to Bethlem. Matthews had been arrested following a rather public outburst in the House of Commons, where he accused members of the government of ignoring his many letters aimed at exposing sinister plots against the British Empire. After being committed, he told his doctors about how he was being harassed by a criminal gang that terrorized all of London. The four men and three women making up of this gang were basically spies and saboteurs dedicated to undermining the British Empire, and they “work[ed] events of the most atrocious nature.” He described various members of this gang, including its leader, Bill, or “the King,” as well as Jack the Schoolmaster, Sir Archy, the Middle Man, August, Charlotte, and the Glove Woman.

Along with being involved in virtually every plot or conspiracy Matthews could think of, the gang also regularly harassed him with a device referred to as an Air Loom. Though he was a bit vague on the inner workings of this machine, Matthews referred to it as being a creation of the brilliant pneumatic chemistry skills of the gang members. Using different substances, including seminal fluid (male and female), vitriol and aqua fortis, poisons such as nightshade and hellebore, stinking human breath, gas from the anus of a horse, and various other compounds, the device could have differing effects on the human body depending on what the gang intended.

Despite efforts by Matthews’s family to have him released, he would remain a hospital patient for the rest of his life, and the book his treating physician wrote about him represents one of the first clinical descriptions of what we would now call paranoid schizophrenia.

While case histories of schizophrenia would continue to be reported in the clinical literature throughout the nineteenth century, French and German psychiatrists also began introducing new terms to describe these patients who suddenly began cropping up in hospitals around the world.

In 1838, French psychiatrist Jean-Étienne Dominique Esquirol released a now classic textbook of psychiatry classifying the different forms of mental illness he found in psychiatric hospitals across France. Though he was primarily trying to call attention to the often barbaric treatment psychiatric patients received, he also introduced a number of new psychiatric terms, including monomania (an exaggerated or obsessive enthusiasm for or preoccupation with one thing) and hallucination. He also explored the biological and psychological roots of mental illness and the importance of establishing a therapeutic alliance between therapists and patients to improve treatment.

Work done in the nineteenth and early twentieth centuries helped establish psychiatry as an academic discipline entirely distinct from other medical fields. Along with developing better ways of classifying mental illness, the psychiatrists of that era formally identified numerous diseases that we still recognize today. They include the different types of dementia, including Alzheimer’s disease (identified by Alois Alzheimer), Korsakoff syndrome and Wernicke’s encephalopathy (identified by Sergei Korsakoff and Carl Wernicke), and Pick’s disease (identified by Arnold Pick). Still, while Esquirol’s classification system continued to be widely used, more psychiatrists came to recognize its limitations, especially when dealing with psychotic patients who could not be neatly pigeonholed into existing categories.

SCHIZOPHRENIA IN THE TWENTIETH CENTURY

It was the German psychiatrist Emil Kraepelin who would provide the first formal discussion of the disease we now call schizophrenia, though he never used that term. Instead, he labeled it dementia praecox, or precocious dementia. Dealing with patients at the University Clinic at the University of Dorpat during the first decade of the twentieth century, Kraepelin expanded on Esquirol’s system for classifying psychiatric patients and determined that disorders such as bipolar disorder and depression were completely different from what he was seeing in his precocious dementia patients.

Kraepelin also identified different forms of precocious dementia, all of which he regarded as similar to what he was seeing in dementia patients. As most of these patients were young adults rather than the older adults who were more likely to develop dementia, Kraepelin was one of the first to suggest that there was a unique brain disease at work. Among the different categories of precocious dementia, he identified catatonia (insanity with abnormal muscle tone), hebephrenia (insanity that reduced patients to a childlike state), and paranoia (delusions of persecution or grandiosity). Though many of these terms continue to be used by psychiatrists today, they tend not to be that useful in classifying schizophrenics, mainly because patients often have multiple symptoms from different categories.

Building on Kraepelin’s work, Swiss psychiatrist Eugen Bleuler was the first to coin the term schizophrenia in 1908. Based on the Greek roots schizein (σχίζειν, “to split”) and phrēn- (φρήν, φρεν-, “mind”), Bleuler intended his new term to describe the “splitting of mind” that he saw in patients with this condition, that is, the separation that seemed to occur between the personality, thinking processes, and emotions. While he continued to use Kraepelin’s catatonia-hebephrenia-paranoia typology, he largely rejected the concept of viewing patients with these symptoms as suffering from a form of dementia and argued instead that schizophrenia was largely a psychological disorder.

He also proposed the “four As” of schizophrenia, which are a handy way for psychiatrists to remember that schizophrenics may suffer from disturbed affect, autism, ambivalence, and associations:


◆Affect: Inappropriate or flattened emotions

◆Autism: Social withdrawal (not to be confused with the autism diagnosed in children)

◆Ambivalence: Lack of emotion, depersonalization, holding conflicting attitudes or emotions

◆Associations: Loosening of associations, including bizarre speech and thought patterns



Another important milestone in the history of schizophrenia occurred during the 1950s when German psychiatrist Kurt Schneider first developed a system for classifying psychotic symptoms, which he intended to help set schizophrenia apart from other psychotic disorders. Schneider identified what he referred to as first-rank and second-rank psychotic symptoms. First-rank symptoms are considered to be characteristic of schizophrenia, provided there are no other medical issues that may be causing the symptoms (such as dementia or substance intoxication). According to Schneider, first-rank symptoms include the following:


◆Hearing voices talking about the patient in the third person or commenting on what he or she is doing

◆Hearing voices that echo what the patient is thinking (also known as Gedankenlautwerden)

◆Hearing different voices arguing about the patient (e.g., debating over whether he or she should be locked up)

◆Delusions of being controlled by an external force that causes the patient to think, feel, or behave in a certain way, which may include somatic delusions of strange bodily sensations

◆Delusions of an external force interfering with a patient’s thoughts, either by inserting thoughts into his or her head or by removing those thoughts, or delusions of one’s thoughts being broadcast so others can hear them

◆Delusional perception in which witnessing or hearing a normal event can trigger a delusion that attributes an entirely different meaning to the event



Many of these symptoms seem to occur due to schizophrenics being unable to tell the difference between something that is really happening and something that is only occurring in their own minds. While Schneider recognized that some schizophrenics might never or only rarely show first-rank symptoms, he still regarded these symptoms as being especially useful in distinguishing between schizophrenia and neurological disorders.

Schneider also identified what he referred to as second-rank symptoms, which could also indicate schizophrenia but were often found in people with other kinds of neurological or psychological disorders. These included delusions of reference, emotional blunting, delusions of persecution, and second-person auditory hallucinations (believing that a voice is talking to the patient directly).

While both first- and second-rank symptoms are still commonly used by psychiatrists in describing psychotic symptoms, patients suffering from conditions such as dissociative identity disorder can also display such symptoms. For this reason, Schneider’s typology is no longer used in formal diagnosis.

THE PROBLEM IN DIAGNOSING SCHIZOPHRENIA

Largely due to Bleuler’s popularity with American psychiatrists, not to mention the popularity of Freudian psychoanalysis, a split developed between American and European psychiatrists over who should be diagnosed as schizophrenic. For example, American psychiatrists often applied the term pseudoneurotic schizophrenia to people suffering from neurotic symptoms or personality disorders, while British psychiatrists were more conservative about labeling patients as schizophrenic, something that would persist for decades. While diagnostic systems such as the DSM and the World Health Organization’s International Statistical Classification of Diseases and Related Health Problems were already in place, they tended to focus on the most common symptoms of schizophrenia and not on how nontypical cases should be diagnosed.

That these different diagnostic schemes could produce widely diverging diagnoses became apparent in a 1972 study comparing American and British psychiatric cases that showed that the schizophrenia diagnosis was far more common in the United States than in the United Kingdom. Of the 250 New York–based hospital patients examined, 62 percent had a schizophrenia diagnosis compared to 34 percent of London patients. At the same time, hospital patients in London were far more likely to be diagnosed with bipolar disorder than their American counterparts (32% vs. 5%). But when a standardized diagnostic protocol was used, these differences disappeared almost completely.

With the recognized need for standardized methods for diagnosis, four main protocols have been developed over the last few decades that provide basic definitions of psychotic symptoms and stringent criteria for diagnosing schizophrenia and related disorders. These protocols are the St. Louis Criteria, the Research Diagnostic Criteria, the World Health Organization’s International Statistical Classification of Diseases and Related Health Problems (ICD-10), and the DSM-V (which we reviewed in chapter 1). Though these systems are similar in terms of the symptoms they identify, it is still common for a patient to be diagnosed as schizophrenic under one system but not one of the others. However, these different systems have made diagnosing different mental health disorders, including schizophrenia, more precise than in earlier decades.

PSYCHIATRY IN THE TWENTIETH CENTURY

In addition to the issues surrounding the diagnosis of schizophrenia, the question of how to treat schizophrenics and other people with psychiatric problems continues to be controversial. By the dawn of the twentieth century, no real treatment was available for schizophrenics, who often spent decades in psychiatric hospitals with little real hope of release. Though medical advances and the rise of antibiotics during the first decades of the last century meant that patients with tertiary syphilis were no longer being treated in psychiatric hospitals, there was nothing equivalent to help schizophrenics.

But well-meaning psychiatrists continued to try different treatments, many of which would be considered barbaric today. For example, Austrian psychiatrist Manfred Sakel introduced what would be termed insulin-shock therapy in 1927. This basically involved administering large doses of insulin to schizophrenics in the hope of improving their condition. Sakel had gotten the idea after seeing a nonschizophrenic patient develop improved mental clarity following an accidental diabetic coma. He reasoned that the same could be true if it were tried with schizophrenics.

Not all schizophrenic patients could receive this kind of therapy (Sakel only selected the ones he felt were strong enough to survive an overdose of insulin). Still, he would eventually claim that over 80 percent of his schizophrenic patients improved dramatically, a success rate that few other psychiatrists found with their own patients. Unfortunately, there were no standard guidelines for treatment, and it was largely left up to hospitals to decide on how to administer insulin-shock therapy safely.

Due to the risks involved in using insulin shock in treatment, including seizures and hypoglycemia, patients needed in-depth medical treatment to cope with the regular insulin injections they received. Despite the risks involved, insulin-shock therapy remained popular well into the 1950s and was only phased out when other treatments came along.

Even as insulin-shock therapy was gaining in popularity, two new forms of therapy were also introduced during the 1930s that would play an even grimmer role in the history of psychiatric treatment. The first of these, electroconvulsive therapy (ECT), was developed in Italy by Italian psychiatrist Ugo Cerletti and first used on a human patient in 1938. Though Cerletti had studied under Manfred Sakel, he abandoned insulin-shock therapy in favor of direct electrical stimulation of the brain, something that he felt would be far more effective and safer. And it appeared to work, at least on those schizophrenic patients that Cerletti used to test the procedure.

Though the protocols have changed over time, ECT still involves placing electrodes on a patient’s head as well as using restraints to control the involuntary jerking that occurs when current is applied. ECT can be either bilateral (electrodes placed on both sides of the head) or unilateral (electrodes on one side of the head only). Treatment sessions often occurred two to three times a week and continued for weeks or months in some cases.

Ironically, it was the Nazis who helped spread ECT use around the world. Several of Cerletti’s students were forced to flee Italy to escape Nazi and Fascist persecution and took their knowledge of ECT with them. One of these students, Lothar Kalinowsky, had originally trained in Berlin before fleeing the Nazis and earning his second MD degree in Rome under Cerletti. As the Nazis advanced, Kalinowsky fled to France and then to England, introducing ECT to both countries.

After immigrating to the United States in 1940, Kalinowsky helped launch ECT at the New York State Psychiatric Institute, and Renato Amansi (Cerletti-trained refugee number two) did the same at the Columbus Hospital in New York. Victor Gonda (refugee number three) introduced ECT in Chicago at the same time, and there continues to be some controversy over who was the original “godparent” of ECT in the United States.

While asylum psychiatrists were enthusiastic about the potential for the use of ECT, psychoanalysts were far more skeptical. Washington, DC, psychoanalyst Harry Stack Sullivan was an early critic of ECT and the biological model of mental illness that it supported. Despite this resistance, by 1946, when Kalinowsky and Paul Hoch published Shock Treatments, Psychosurgery and Other Somatic Treatments, ECT had become widely used across North America.

Though there were warnings as early as 1947 by the Group for the Advancement of Psychiatry about the “promiscuous and indiscriminate use of” electroshock treatment, psychiatrists were eager for new treatments to deal with the chronic overcrowding in psychiatric hospitals. The end of World War II and its aftermath led to thousands of psychiatric casualties (including returning veterans) and drastic reductions in hospital staff. A 1942 survey of 305 state psychiatric hospitals found that 93 percent of them had adopted some form of ECT (although medical standards varied widely). An estimated seven thousand patients were treated within the first two years of its introduction to American hospitals.

The first ECT machines tended to be in-house creations made by local technical staff or hired electricians following directions provided by Cerletti and his assistants. As different designs and innovations began to proliferate, manufacturers offered their products to hospitals, and the familiar ECT machine started sporting brand names such as Offner, MedKraft, Rahm, and Lektra. There were active marketing campaigns, with ads in psychiatry journals and psychiatrists favoring some manufacturers and brands over others.

The use of ECT replaced all other forms of somatic treatment (except for the continuing use of lobotomies, which we will get to later). Patients suffering from any form of psychosis, depression, dementia, personality disorder, psychopathy, or even homosexuality (it was still considered a mental illness at the time) were considered for the new treatment. New organizations sprang up, including the Electroshock Research Association in 1944 and the Society for Biological Psychiatry in 1945.

Clinical literature was filled with posttreatment validity studies testing ECT in different psychiatric populations. A typical research study in 1945 reported a 67–70 percent remission rate for first-episode schizophrenics compared to a 25–30 percent spontaneous remission rate. Studies of longer-term improvements tended to be far less optimistic though, and it was increasingly recognized that ECT was a treatment rather than a cure. ECT even entered the popular culture with a prominent appearance in the 1948 classic film The Snake Pit (based on Mary Jane Ward’s semi-autobiographical book). The sight of Olivia de Havilland being subjected to ECT in the movie helped shape popular attitudes of the time.

Despite the eagerness associated with ECT use, there was one important stumbling block: nobody knew exactly why it worked. Ugo Cerletti proposed that ECT caused the brain to produce beneficial chemicals that he termed “acro-amines,” although his arguments were unconvincing. Other critics suggested that ECT produced selective brain damage due to trauma that affected emotional responsiveness (and pointed out the short- and long-term memory impairments that often resulted from its use). ECT advocates suggested that ECT stimulated neurotransmitter production, but experimental studies were (and still are) inconclusive.

Despite its appeal, there were still serious dangers associated with ECT use. Patients receiving electroshock often developed broken bones due to their thrashing about on the table. While these risks were reduced with the introduction of nerve blockers and general anesthetics, patients still complained of memory loss afterward.

Cerletti lived long enough to see a marked decline in ECT use during the early 1960s but managed to die before the full-scale backlash against his discovery truly began. The availability of antidepressant and antipsychotic medications that were safer and more effective made ECT less popular with therapists and patients. While ECT continues to be used with patients suffering from treatment-resistant depression, it is no longer recommended for people with schizophrenia.

But there was an even darker alternative treatment that proved popular with psychiatrists of the 1940s and 1950s: psychosurgery, also known as prefrontal lobotomies. First developed during the 1930s by António Egas Moniz, the rationale for this kind of surgery stemmed from Moniz’s research with lab animals, which led him to conclude that most forms of mental illness were due to abnormal neural pathways in the frontal lobe. To test this hypothesis, he developed a surgical procedure for removing white matter fibers from the frontal lobe, which would, theoretically, cure abnormal behavior. As he conducted this new procedure (which he dubbed prefrontal leucotomy) on other patients, Moniz and his surgical team soon found it made them more docile and easier to manage.

Though the first surgeries involved injecting alcohol into the brain to destroy the frontal lobe, Moniz and his colleague Almeida Lima (the surgeon who actually carried out the operations) developed a new technique involving the use of a surgical instrument with a wire loop. Carefully rotating the loop allowed them to sever key white matter fibers in the frontal lobe. Based on his observations of the first forty patients to undergo the operation, Moniz was enthusiastic in proclaiming the new operation to be a successful treatment for a wide range of mental disorders. Despite noting some personality and cognitive deterioration, he considered this to be an acceptable trade-off given the improvement his patients showed in their original symptoms.

While the international medical community was initially hostile to the idea of psychosurgery, surgeons in the United States, Brazil, Italy, Cuba, and Romania began using this new technique on their own patients. Though the complex nature of the operation made it extremely risky for patients, newer procedures were soon developed that mostly focused on accessing the frontal lobes through the eye sockets.

Even as early critics of the operation were already warning that leucotomy patients were more impaired than Moniz and his supporters were claiming, the prospect of a “cure” for many different kinds of mental illness and violence was too intoxicating for these warnings to be heeded. This enthusiasm surrounding psychosurgery would win Moniz the Nobel Prize in Medicine in 1949.

But it was neuropsychiatrist Walter Freeman who really popularized the procedure in the United States. Having met Moniz personally, Freeman became enthusiastic about the possible benefits of the new surgery and carried out the first leucotomy in the United States in 1936. Recognizing the difficulty of carrying out Moniz’s original procedure, Freeman, along with his colleague Jamie Watts, found a way to streamline the procedure by developing what would be termed the Freeman-Watts standard prefrontal lobotomy. Though initially requiring surgeons to drill holes into the scalp, Freeman soon learned to lobotomize patients by going through the optic tract instead.

According to Freeman, he apparently first experimented with this approach by using an ice pick from his own kitchen (though at least he tried it out on cadavers before proceeding to actual humans). This new procedure involved lifting the upper eyelid and placing a long, thin surgical instrument just above the eyeball. Using a mallet, he could then drive the instrument straight into the skull, where, with some careful maneuvering, he could then sever the neural tracts connecting cortical tissue of the prefrontal cortex to the thalamus. The operation was then repeated on the other side of the brain. Not only did this procedure avoid drilling holes in the brain, but it could be done with minimal risk of infection.

Given the advantages of this new operation, which was much simpler than any previous operations of this type, it is hardly surprising that lobotomies became even more popular than ever. In an era before the rise of psychiatric medication, mental hospitals were often filled to capacity with patients deemed to be incurable. In addition, Freeman and Moniz also boasted about the effectiveness of the surgery in eliminating criminal behavior and making prison inmates less violent.

Hailing lobotomies as a major breakthrough in the treatment of mental illness, numerous stories were published in the popular press—featuring interviews with the ever-enthusiastic Walter Freeman—describing how this new operation would revolutionize care for mental patients and even long-term prisoners. The prospect of emptying out mental hospitals (which represented a major financial drain for most states) was certainly tantalizing. Even the illustrious Kennedy family was sufficiently impressed by the news stories to have their wayward daughter Rosemary lobotomized in 1941 (a mistake they would later regret).

Though it was clear enough from cases like Rosemary Kennedy’s that lobotomies were hardly the panacea that had been promised, patients continued to be operated on, often for spurious reasons. Walter Freeman was outspoken in his support of lobotomies and traveled across the country conducting operations (frequently without anesthesia or proper sterilization); he even trained nonsurgeons to conduct lobotomies as well. He not only operated on adult men and women but also young children. All told, an estimated forty thousand were lobotomized in the United States alone, and it was not until the 1970s that the operation was finally phased out in most countries.

As for Walter Freeman, he conducted his last lobotomy in 1967 and lived long enough to see himself being reviled over the surgical procedure that made him famous (he died in 1972). Lobotomies have since been banned in most jurisdictions, and calls to rescind Egan Moniz’s Nobel Prize are still being made. Though only a few patients who underwent a lobotomy are still living, they continue to represent a sad legacy to a medical innovation many believed would change the world.

THE PSYCHIATRY REVOLUTION

Despite the popularity of suspect treatment methods such as ECT and psychosurgery, the 1950s were also remarkable for the sharp drop in patients being committed to psychiatric hospitals, and formerly “incurable” patients were increasingly being released into the community, either to live on their own or into the care of their families.

Part of this drop can be linked to the rise of antipsychotic medications, including the development of chlorpromazine (CPZ), which was first used on schizophrenic patients in 1952. Despite the serious side effects that were soon seen in patients treated with CPZ, its effectiveness in relieving psychotic symptoms helped demonstrate the value of antipsychotic medications. Though CPZ continues to be viewed as a “benchmark” drug today, new medications were soon introduced as medical research into brain functioning and biochemical causes of mental illness became better understood.

Even as antipsychotic medication became more widely accepted, new psychiatric models for treating patients with schizophrenia were also being introduced. This included the development of therapeutic communities in which doctors worked together with patients rather than acting as authority figures, as they did in traditional hospitals. Though not suitable for all schizophrenic patients, the therapeutic community approach was especially useful in preparing patients for life in the community, something that seemed more achievable than ever with the development of better treatments for the mentally ill. This social psychiatry revolution, including the founding of community-based mental health services for people in need, meant far more options for people diagnosed with schizophrenia than in previous decades.

Whether due to the effectiveness of antipsychotic medication or the widespread shift toward community-based alternatives, the total number of patients showed a slow but steady decline during the 1950s and 1960s. According to available statistics, 1948 appears to be the peak year for psychiatric hospital admissions, but the downward trend began even before medications such as CPZ were introduced. Ironically enough, the rate of release for schizophrenics on medication were actually lower than for untreated schizophrenics (usually because medication was often reserved for more severe cases). Still, the overall release rate for both medicated and unmedicated schizophrenics continued to drop for psychiatric hospitals across North America and Europe through the next two decades.

But the problem of dealing with patients being released from psychiatric hospitals (most of whom were schizophrenic) remained. In the United States alone, the lack of adequate community care facilities often meant that former hospital patients (many of whom had been hospitalized for years, if not decades) had few alternatives but to be placed in nursing homes. Given that few of these homes were actually equipped to deal with mental ill admissions, not to mention the lack of adequately trained staff, these released patients were typically worse off than they were in the hospitals. In general, the only treatment they received was medication to make them easier to manage.

Despite the obvious problems due to inadequate community support, psychiatric hospital populations dropped sharply during the 1960s. In the United States, the number of patients in state and county mental hospitals dropped from 505,000 in 1963 to 370,000 in 1969. Still, though the intended purpose of deinstitutionalization was to help psychiatric patients live independently, the soaring number of former patients placed in nursing homes typically meant the opposite. While many of these patients were elderly, even younger patients were often transferred to nursing homes as well.

Though nursing homes provided at least a basic level of care for mental patients, many other former patients did not even have that. Instead, they often ended up in boardinghouses located in high-crime inner-city areas. In one study of former mental patients living in Los Angeles boardinghouses, at least one-third reported having been robbed, assaulted, or both in the previous year. They also had virtually no treatment aside from medication (which was frequently stolen), and some boardinghouses had as many as several hundred former patients crammed together.

Given that many of these former patients were schizophrenic, they were prone to relapses. With the cutback in hospital beds, that usually meant only a brief hospital stay, and once the patient was stabilized, being released back into the community. As most treatment programs had long waiting lists (and still do today), homelessness became more common than ever among former mental patients.

Another consequence of the sharp drop in available hospital beds and lack of community care was that many people with psychosis often ended up in jail. During the 1970s, an estimated 6–8 percent of the 147,000 jail inmates across the United States had some form of psychosis, and as prison populations rose sharply, more inmates than ever were being diagnosed with schizophrenia or some other form of major mental illness.

SCHIZOPHRENIA TODAY

Though community treatment programs have become more common in recent years (at least in the larger cities), homeless people who are actively schizophrenic continue to be a common sight in most major cities and towns. Getting actual figures showing the prevalence of mental illness among the homeless remains problematic due to the difficulties in studying people who live on the street. Research studies of residents living in short-term hostels tend to show that anywhere from one-half to two-thirds have a significant psychiatric history, primarily schizophrenia. With the closing of most psychiatric hospitals in the 1960s, there are fewer treatment beds than ever, so most schizophrenic homeless people are simply released into the community or, in some controversial cases, shipped to other states by overcrowded hospitals.

As for the hospitals themselves, staff turnover remains a chronic problem due to the poor morale and overcrowded wards, where cases of violence, substance abuse, and sexual harassment continue to be reported. Another problem is the difficulty of placing released patients back into the community. In fact, one 1990 study of homeless people with psychiatric histories showed that two-thirds of them reported being released without any attempt by staff to prevent them from returning to the street. This has given rise to what is known as the revolving door cycle of hospitalization, homelessness, and jail, and this is something that many chronic schizophrenics still face today.

How Common Is Homelessness in People with Schizophrenia?

With an estimated one hundred million people worldwide being homeless, there is no question that dealing with homelessness remains a major issue for countries around the world. While there are a wide range of different reasons for being homeless, including unemployment, a shortage of affordable housing, a family breakdown, and addiction, research studies consistently show a high rate of mental illness in homeless people.

Compared to the general population, homeless people are far more likely to be diagnosed with serious psychiatric problems, including schizophrenia. On average, the reported magnitude of mental disorders in the homeless range from 25 percent to 50 percent across studies. In looking at hardcore homeless people living on the streets, the prevalence rate rises to over 90 percent. Along with having been diagnosed with schizophrenia or related psychiatric problems, mentally ill homeless people are also prone to other medical issues, including addiction and physical illness. In addition to being more likely to be victims of violence, mentally ill people who are homeless are also at a much higher risk of dying from a variety of different causes.

Researchers looking at mental illness in homeless people have encountered numerous problems in trying to establish how prevalent specific psychiatric diagnoses are. Homeless people often lack a reliable medical history, and their symptoms can often change due to the stress involved in living on the street or in temporary housing.

Still, a 2019 overview of existing research studies looking at over fifty thousand homeless participants across thirteen countries estimated that 21.2 percent of homeless people suffer from some form of psychosis. For schizophrenia alone, the prevalence rate is 10.29 percent, with the next highest diagnostic category being a psychotic disorder not otherwise specified (9%). Other diagnoses include schizoaffective disorder (3.53%) and schizophreniform disorder (2.48%). While most of the studies were carried out in developed nations, similar problems have been noted in many developing nations as well.

There is still an active debate over the actual causes of homelessness among people with schizophrenia and other psychiatric conditions. In addition to deinstitutionalization and the closing of hospital beds in many jurisdictions, people suffering from schizophrenia are often extremely vulnerable to financial cutbacks of government programs as well as the lack of available mental health services. For those schizophrenics without family members who can provide needed support, there is often no alternative to living on the street or in substandard housing.

Once someone with schizophrenia becomes homeless, the prospect for recovery is often bleak. Homeless people lack reliable access to most health care services, and life on the street often imposes unique stresses that make symptoms worse. Though Street Reach programs are available in many places to provide mental health services for the homeless, far too many people in need still fall between the cracks.

As a result, the criminal justice system is often the only way many homeless people with schizophrenia can receive medical treatment in a timely fashion. Still, the total proportion of prisoners with schizophrenia and other mental illnesses has dropped since the 1980s in most jurisdictions, primarily due to the lobbying efforts of organizations such as the National Alliance of the Mentally Ill (NAMI). Along with crusading for legislative changes to help the mentally ill, NAMI has worked with other aid organizations to establish better community-based care.

One particular innovation in patient care advocated by NAMI is known as assertive community treatment (ACT). This involves using specialized teams with small caseloads to help people with severe mental illness (primarily schizophrenics) to become better integrated into their communities. First established in the 1970s, the ACT model has become widely used in many U.S. states as well as in Canada, the United Kingdom, and other European countries. Not only is ACT popular with most patient advocates, but research has consistently demonstrated its value in helping the mentally ill learn to hold down jobs and live on their own or in special housing.

Though providing care for schizophrenics remains a continuing problem, the rise of better medications and more effective community-based treatment programs has made the outlook more hopeful for many people diagnosed with schizophrenia. In later chapters, we will talk more about the politics of schizophrenia and the controversy surrounding psychiatric treatment for the mentally ill.
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Causes and Risk Factors

For as long as schizophrenia has been known to exist, researchers and clinicians have furiously debated over whether it is a biological disorder or whether it is caused by social or psychological factors. While there is no clear consensus even today, this chapter will explore many of the biological, cultural, and psychological factors linked to schizophrenia. We will also look at the latest research into the biochemistry and neurology of schizophrenia and what these findings may suggest in terms of diagnosis and treatment.

IS SCHIZOPHRENIA GENETIC?

For as long as insanity has been recognized, the belief that it was genetic in nature was commonly accepted for centuries. So strong was this belief, in fact, that supporters of eugenics during the late nineteenth and early twentieth century routinely called for the sterilization of all mental patients, prisoners, and other people deemed to have “inferior genes” that needed to be weeded out of the population. Certainly, there have been various vintage movies pushing the concept of hereditary insanity, including The Bad Seed and Arsenic and Old Lace, though the science behind these films, along with the eugenics movement as a whole, has long since been discredited.

Given that schizophrenia researchers such as Emil Kraepelin strongly believed that schizophrenia was hereditary, numerous family studies looking at schizophrenia have been carried out over the past century. For example, Irving Gottesman of the University of Minnesota conducted a meta-analysis combining the results of family studies of schizophrenia collected between 1920 and 1987. What Gottesman concluded was that the risk of developing schizophrenia rose sharply depending on how closely related people were to other schizophrenics. While the risk was only 1 percent for people in the general population, the risk of developing schizophrenia was estimated to be 50 percent for children with two schizophrenic parents or those who have a schizophrenic identical twin.

Although these results strongly suggested a genetic basis for schizophrenia, critics have pointed out that families also share the same environment and that similar results can also be found for social and psychological issues, such as child abuse and juvenile delinquency.

With this in mind, researchers have focused on different types of genetic studies to partial out the effects of environment, for example, research comparing identical (monozygotic) and fraternal (dizygotic) twins in terms of likelihood of developing schizophrenia. Since identical twins share 100 percent of their genes while fraternal twins only share 50 percent (like a regular sibling), any difference in schizophrenia risk can be attributed to genetics alone rather than environment. Certainly twin studies have consistently shown that people who have an identical twin with schizophrenia are far more likely to develop the disease themselves than would be seen in fraternal twins, something that strongly suggests a genetic basis for the disease.

A second type of study commonly used in schizophrenia research involves looking at children of schizophrenics who were adopted at a young age by a different family. Comparing the rate of developing schizophrenia among these adoptees versus children of nonschizophrenics allows researchers to rule out family upbringing as a possible contributor to later development of psychotic symptoms. Despite the difficulties of this kind of research, a number of adoption studies have consistently shown that children with one schizophrenic parent who were adopted away at birth are at greater risk of developing schizophrenia than the general population.

Despite all these studies suggesting a genetic link, it is also apparent that genetics alone cannot explain who will become schizophrenic later in life. Even identical twins only have a 50 percent chance of developing schizophrenia while sharing all the same genes as a schizophrenic sibling. For that matter, there are many schizophrenics who have no apparent family history of mental illness at all. This is not always clear, however, because the stigma of mental illness can make getting a complete family history impossible in many cases.

In recent years, advances in genetic research have moved beyond twin and family studies in looking at the genetics of mental illness. Over the past several decades, researchers have succeeded in identifying specific genetic markers for a variety of conditions, including Huntington’s disease, cystic fibrosis, and hereditary breast cancer, among others. For diseases such as schizophrenia, however, establishing a direct link between specific genetic markers remains much more difficult, though several potential candidates have been identified.

For now, the current consensus appears to be that there are numerous different genes that can make people more vulnerable to developing schizophrenia, depending on how those genes are expressed and what kind of stress people experience that could bring these symptoms out.

Another approach that is showing more promise involves focusing on genetic markers linked to specific symptoms of schizophrenia, including cognitive impairments. For example, people showing problems on tests of verbal memory and problem-solving appear to be at higher risk for developing schizophrenia than controls. This suggests that common genetic mutations may underlie why some people with a genetic history of schizophrenia develop the disease while others do not. For now, at least, this line of research is still in its infancy.

Epigenetics and Schizophrenia

In recent years, genetics researchers have been taking a closer look at the role that environmental and external factors can play in whether specific genes are activated and become dominant or remain recessive. Research has determined that different environmental triggers can influence gene expression, known as epigenetics, including whether specific genes are activated without changing the genes themselves. Epigenetics can also help explain why identical twins may differ in developing diseases such as cancer later in life. Studies looking at identical twins show them to be almost genetically identical in the early years of life, but over time, significant epigenetic changes can occur, including marked differences in their medical history (a process known as epigenetic drift).

Epigenetic changes can play a role in the development of a wide range of diseases, including some forms of cancer. With cancer, for example, the accumulation of epigenetic changes can activate genes involved in the suppression of tumors, leading to uncontrolled cell growth. Other changes can turn off genes that repair damaged DNA, increasing the risk of developing cancers. Given the research that is helping to prove the role of epigenetics in cancer, researchers are hoping to develop new forms of chemotherapy that are less toxic for patients.

While research looking at the epigenetics of schizophrenia is still in the early stages, some studies examining the brains of schizophrenics show evidence suggesting that epigenetics may play a role in psychotic symptoms. For example, mice fed L-methionine, a precursor of the key enzymes that influence epigenetic changes in the brain, often develop symptoms resembling positive symptoms in schizophrenia. Certain genes that have been identified as possible “candidates” in schizophrenia research have also been proven to be extremely vulnerable to epigenetic changes. Still, only time will tell whether epigenetic research will lead to better treatments for schizophrenics.

In summary, there has been extensive research that shows a strong genetic component to schizophrenia, but finding clear evidence for a “schizophrenia gene,” or even a cluster of genes, remains a major challenge for researchers. For now, at least, current evidence suggests that while people can be born with a genetic vulnerability to schizophrenia, it still is not clear who will develop the disease later in life. Epigenetic research may help explain the complex relationship between genetics and environmental factors, but more research is needed.

IS SCHIZOPHRENIA A BRAIN DISORDER?

Although early researchers such as Kraepelin, Wernicke, and Alzheimer were able to identify specific changes in the brain that they linked to different diseases, including dementia and epilepsy, tracing the brain abnormalities associated with schizophrenia has been more difficult. Part of the problem was that much of the research into the brains of schizophrenics was limited to human brains examined after death, and because of the primitive methods of tissue preservation used at the time, there was no way of detecting very subtle changes and how they were related to mental illness.

EEG Research

As new advances in medical technology became available, it soon became possible to examine neurological changes in the brains of patients while they were still living. For example, beginning in the late nineteenth century, researchers determined that electric currents in the brain could be detected by attaching electrodes to key areas of the scalp. Still, it was not until 1924 that this method was first used on a human patient. As a result, the electroencephalograph (EEG) device was soon developed, and it came to be hailed as a major breakthrough in brain research as well as a useful tool in diagnosing and treating brain disorders.

Given its value in diagnosing conditions such as epilepsy, researchers soon turned their attention to whether EEG research could identify brain abnormalities in schizophrenics. Over the next few decades, EEG studies of schizophrenia reported that as many as 80 percent of schizophrenics could be reliably identified by different EEG patterns, including reduced electrical activity in different regions of the brain. Unfortunately, improvements in EEG technology showed that most of these findings were due to problems with the primitive equipment being used.

More recent research has identified specific EEG patterns that frequently occur in schizophrenics, including the P3a and MMN metrics, which are usually associated with attention shifting. In other words, schizophrenics have greater difficulty in detecting external stimuli and shifting their attention to changes in these stimuli. Perhaps more importantly, these MMN and P3a measures appear directly associated with how severe the schizophrenic symptoms are and whether schizophrenics can function normally in the community. While studies of this nature suggest that EEG testing can be useful in diagnosing and treating schizophrenia, decades of research have failed to find a clear EEG diagnostic marker that clinicians can use for diagnosis.

Diagnostic Imaging

Although advances in radiology during the first two decades of the twentieth century helped revolutionize medicine, it took the development of pneumoencephalography (PEG; replacing cerebrospinal fluid with air or other chemicals) to allow the brain to show up on x-rays. Despite the inherent dangers involved, not to mention the extreme pain experienced by patients undergoing this procedure, using PEG became widely accepted as a way of examining brain lesions in live patients.

By the early 1930s, numerous research studies showed different neurological abnormalities in schizophrenics (including enlarged ventricles and brain atrophy), though the lack of control groups, the medical dangers of pneumoencephalography, and the inherent difficulties in using PEG on schizophrenics would limit this kind of brain research for decades.

As better brain imaging methods became available, such as computerized tomography (CT) and magnetic resonance imaging (MRI), thousands of research studies on the brain and nervous system have been published over the past three decades. Still, despite the many advances made in the fields of neurology and neuroanatomy, finding specific brain markers that are unique to schizophrenia continues to be a major challenge.

Much of the research linking schizophrenia to brain atrophy has identified key regions of the brain that are most likely to show shrinkage in long-term schizophrenics. These regions include the medial temporal lobes (linked to language, emotion, and sensory input) as well as critical parts of the limbic system, such as the hippocampus and amygdala, which play a role in memory formation and emotion regulation.

During the 1970s, researchers speculated that these brain abnormalities develop as a result of brain damage, viral diseases (much like meningitis), or damage that occurred during pregnancy or early infancy that lay dormant until adulthood. Recent research involving MRI scans of close relatives of schizophrenics has revealed that many of these relatives show the kind of brain abnormalities linked to schizophrenia, but it remains unclear whether these relatives will ever develop the disease themselves.

PET Scans and Blood Flow

Along with imaging studies examining structural aspects of the brain, it is now possible to monitor blood flow and other markers of brain activity and to chart brain activity while people perform cognitive tasks. Through the use of single-photon emission computed tomography (SPECT) and positron emission tomography (PET), studies have shown that the brains of schizophrenics generally show less activity than nonschizophrenics—primarily in the brain’s frontal regions—when engaged in activities requiring planning or problem-solving. This reduced frontal activity seems especially likely to occur in schizophrenics with strong negative symptoms (see chapter 1) and does not appear to be linked to medication use.

Despite the numerous studies carried out to date, no one has been able to identify brain markers specific to schizophrenia alone. Virtually all the abnormalities that have been found also occur in other diseases, and brain imaging plays no real role in diagnosing schizophrenia (so far). Also, MRI studies comparing the brains of people deemed to be at high risk for schizophrenia have not shown significant differences between those who went on to develop the disorder and the those who did not.

By comparison, the differences in brain pathology between people in the earliest stages of schizophrenia and chronic patients tend to be more apparent, including the presence of enlarged cerebral ventricles and generalized atrophy in the brains of schizophrenics. With this in mind, many researchers still question whether these brain changes are specific to schizophrenics or can be found in other diseases. For that matter, it is still unclear whether anatomical differences are a result of schizophrenia or caused by long-term treatment with antipsychotic drugs and other forms of treatment used on psychiatric patients.

IS SCHIZOPHRENIA DUE TO BIOCHEMICAL FACTORS?

Even if specific brain abnormalities can definitely be linked to schizophrenia, it still is not clear why these abnormalities would produce schizophrenic symptoms. To answer this question, early researchers took a closer look at the antipsychotic medications being used to control psychosis. Given that these medications worked by altering brain chemistry, could schizophrenia be linked to alterations in the biochemistry of key regions of the brain?

Even as antipsychotic medications were being introduced in the treatment of schizophrenia, brain research was making remarkable new advancements, particularly in the discovery of neurotransmitters, chemical agents produced in the body that allow the transmission of nerve impulses.

Acting primarily on the synaptic gaps separating neurons, neurotransmitters function as chemical messengers that cross these gaps. These chemical messengers are released from synaptic vesicles to diffuse across the synapse to be received by neurotransmitter receptor sites on the target neuron. Once the target neuron is stimulated, the released neurotransmitter is then broken down by enzymes, or it undergoes reuptake into the postsynaptic neuron to be stored for later use. Although hundreds of different neurotransmitters have been identified, the most prominent neurotransmitters are now known to have an essential role in regulating a wide range of neurological and physiological functions throughout the body.

Dopamine

Dopamine, one of the first neurotransmitters to be identified, is part of a chemical family known as catecholamines. Along with other catecholamines, such as adrenaline and noradrenaline, dopamine is primarily produced in the medulla of the adrenal glands as well as the substantia nigra and ventral tegmental regions of the brain. Research has identified two major classes of dopamine receptors, D1 and D2, which vary according to their biochemical properties and their concentrations in different parts of the brain.

Due to dopamine’s importance in brain function, the brain has many distinct dopamine pathways, such as the nigrostriatal, mesolimbic, and mesocortical systems, all of which regulate different brain functions. Since neuroimaging techniques became more sophisticated, hundreds of research studies on the different types of dopamine receptors in the brain and how they might influence different schizophrenic symptoms have been conducted.

Along with regulating brain regions associated with planning and problem-solving, arousal, reinforcement, and motivation, dopamine can also modulate sexual gratification, nausea, and overall pleasure. This is what produces the euphoric “high” of drugs such as cocaine—a boost of overall dopamine activity. High doses of cocaine can also produce paranoia and fear of persecution as well as a distorted sense of reality.

Ever since dopamine was first identified as a neurotransmitter in the 1950s, medical researchers have linked impaired dopamine production to numerous diseases, including Parkinson’s disease, multiple sclerosis, and other movement disorders. Still, it was the observed effect that antipsychotic medications such as haloperidol and chlorpromazine (CPZ) had in blocking dopamine activity in the brain, along with controlling psychotic symptoms, that first gave rise to the dopamine hyperactivity hypothesis.

According to this hypothesis, positive schizophrenic symptoms are caused by the overactivity of many of the main dopamine pathways of the brain, particularly the mesolimbic pathway linking the ventral tegmental area of the midbrain, the basal ganglia in the forebrain, and other areas of the limbic and hindbrain associated with attention, stimulation, and reward seeking.

As there are individual differences in the distribution of D1 and D2 receptor sites, the hypothesis suggests that these account for why psychotic symptoms vary so widely among schizophrenics. The hypothesis also suggests that prolonged overstimulation of key dopamine receptor sites can lead to brain atrophy and the development of negative symptoms over time.

As evidence for this hypothesis, researchers pointed to the antipsychotic effects of medications that directly affect dopamine activity in the brain. Given that the biochemical properties of these different medications vary widely, the effect they have on dopamine activity can vary as well. Amphetamines, for example, stimulate the release of dopamine from presynaptic vesicles, and cocaine influences the brain by blocking reuptake and preventing released dopamine from being reabsorbed.

Research examining the effects of amphetamines and other chemical agents that can cause dopamine overproduction in the brain has shown that the chemicals produce temporary psychotic symptoms in many research subjects. However, these symptoms are usually quite different from what is seen in schizophrenics.

Basically, all antipsychotic medications act by stimulating dopamine receptors (agonists) or blocking them (antagonists), leading to different psychological effects. In addition, many patients receiving these medications develop symptoms resembling Parkinson’s disease because of reduced dopamine activity in the substantia nigra and other dopamine-rich areas of the brain.

To date, most of the research into the dopamine hyperactivity hypothesis has involved searching for homovanillic acid (HVA) in the blood and cerebrospinal fluid of schizophrenics. As a major biochemical metabolite of dopamine, the presence of increased HVA levels is regarded as a major indicator of heightened dopamine activity in the brain. Unfortunately, actual research comparing HVA levels between schizophrenics and untreated controls has yielded contradictory findings for the most part. Also, determining whether these altered HVA levels are due to the effects of medication rather than the schizophrenia itself is often impossible.

And this remains the primary problem with research into the effects of dopamine on schizophrenia: Is the evidence of increased dopamine production in the brains of schizophrenics due to the disease itself or to the medications they receive? Despite the early appeal of the dopamine hyperactivity hypothesis of schizophrenia—not to mention the hundreds of studies investigating dopamine activity in the brain—the actual role that dopamine plays in diseases such as schizophrenia is far more complex than previously believed.

Serotonin

Due to the lack of clear evidence linking dopamine activity alone to schizophrenia, investigators have also looked at other neurotransmitters, including serotonin, norepinephrine, and gamma-aminobutyric acid as well as hormones such as endorphins.

Serotonin, in particular, became an early favorite because of its chemical similarity to powerful hallucinogens such as lysergic acid diethylamide (LSD) and psilocybin. The discovery of LSD in 1943 inspired numerous research studies in the 1950s and early 1960s because it appeared to produce an artificial form of psychosis that greatly resembled schizophrenia. Described as psychotomimetic, the effects of these hallucinogenic drugs, which apparently acted to enhance the effects of serotonin in the brain, strongly suggested that serotonin might be the long sought-after key to understanding schizophrenia.

Serotonin (5-hydroxytryptamine) can be found in every part of the body and is produced by the amino acid tryptophan from normal dietary sources. Along with helping to regulate the gastrointestinal and cardiovascular systems and overall metabolism, serotonin plays an overly complex role throughout the brain. Serotonin in the brain is primarily produced in the raphe nuclei, from which axons extend across the brainstem to virtually every part of the central nervous system.

The main serotonin receptor sites are generally classified into S1 receptors, which generally have an inhibitory effect in subcortical brain regions, such as the hippocampus and the basal ganglia. On the other hand, S2 receptors have a generally excitatory effect and are mainly found in the neocortex, especially in the frontal lobes. Given that serotonin is more widely distributed in the brain than dopamine and occurs in higher concentrations in the cerebral cortex, it seemed to be a better candidate than dopamine in explaining why schizophrenia develops.

Behavioral functions that have been linked to serotonin activity include pain perception and the regulation of sleep, mood, sexual behavior, food consumption and appetite, and body temperature. For example, animals administered the drug p-chlorophenylalanine (a serotonin inhibitor) lose their ability to sleep, and medications that increase serotonin production can alleviate anxiety and depression.

But existing research examining how serotonin may be linked to schizophrenia has so far failed to provide clear answers. Although the hallucinatory effects of drugs such as LSD were initially believed to be due to altered serotonin activity, more recent studies do not seem to bear this out. Another problem is that, while LSD does stimulate certain types of serotonin receptors, other neurotransmitters are also likely involved.

Much of the current support for the role of serotonin in schizophrenia has come from the development of atypical antipsychotic medications during the 1980s and 1990s. One of the most widely used atypical agents, risperidone, relieves psychotic symptoms by acting on specific serotonin and dopamine receptors. Even more importantly, many atypical medications are especially useful in treating negative symptoms of schizophrenia, plus they have fewer side effects than “typical” antipsychotics. Unfortunately, studies examining the brains of schizophrenic patients have failed to find clear evidence that serotonin plays a unique role in psychosis.

Glutamate

The third neurotransmitter that has been implicated in schizophrenia is glutamate. Though long known to medical researchers, glutamate was not formally identified as a neurotransmitter until the 1970s. Now recognized as the most widely distributed neurotransmitter in the brain, glutamate has been detected throughout the entire vertebrate nervous system.

As the most common neurotransmitter in the cerebral cortex, glutamate receptors have been found throughout the frontal cortex, hippocampus, and the entorhinal region, all areas that have been linked to schizophrenia. Also, glutamate pathways appear interlinked with serotonin and dopamine pathways of the brain suggesting a complex interplay among different neurotransmitters in different brain functions.

In much the same way that LSD research has suggested a link between serotonin and schizophrenia, drugs that act selectively on glutamate receptors can also cause nonschizophrenics to develop psychotic symptoms. One of the most well known of these drugs is phencyclidine (also known as PCP or “angel dust”). Originally developed as a pain reliever, the drug was quickly dropped due to the psychiatric problems many patients experienced. In low doses, PCP can produce a pleasant euphoria (which has made it a popular street drug), but higher doses can produce hallucinations, paranoia, and delusions that greatly resemble positive symptoms of schizophrenia. High doses may also produce apathy and unresponsiveness remarkably similar to negative symptoms.

The psychiatric symptoms produced by phencyclidine primarily occur due to the PCP molecules binding to NMDA (N-methyl-D-aspartate) receptor sites, which are specialized glutamate receptors found in nerve cells. By blocking these sites, PCP alters brain chemistry by increasing dopamine activity on D2 receptor sites and, correspondingly, producing the analgesic and psychological effects. And so, while glutamate is an excitatory neurotransmitter, the glutamate hypothesis of schizophrenia proposes that a deficiency in glutamate may lead to excessive dopamine activity resulting in schizophrenic symptoms. To date, however, there have been few studies specifically looking at how glutamate is linked to schizophrenia.

Unfortunately, in identifying the different types of glutamate receptors in the brain, including NMDA and non-NMDA receptors, has proven extremely difficult since many of which are hard to detect with brain imaging. Also, given that glutamate plays so many different roles in the human body, singling out specific processes that might produce psychotic symptoms is still a challenge. To date, most of the studies done so far are post mortem studies comparing the brains of schizophrenics to nonschizophrenics, an approach that has produced little hard evidence so far. Also unlike dopamine and serotonin research, glutamate functioning does not easily show up on PET scans. As a result, research investigating a glutamate connection to schizophrenia is still in the very early stages, and actual evidence supporting its role in psychosis is still scarce.

Kynurenic Acid

Though not classified as a neurotransmitter, kynurenic acid has been identified as an endogenous N-methyl-D-aspartate (NMDA) receptor antagonist that influences a wide range of neurological functions. Known as KYNA for short, kynurenic acid is a chemical product of L-tryptophan and has been linked to schizophrenia as well as other brain diseases, such as tick-borne encephalitis and HIV dementia.

Based on research showing altered KYNA levels in schizophrenic brains when compared to nonschizophrenic controls, a kynurenic acid model of schizophrenia was first proposed in 2007 that suggested that KYNA could modulate dopamine and glutamate activity in the brain. Through direct action on NMDA receptor sites, various symptoms associated with schizophrenia, both positive and negative, have been linked to altered KYNA activity.

There also appears to be a close relationship between KYNA activity in the brain and changes in immune functioning, including increased activation of immune responses associated with exposure to certain viruses (more on that in a later section). Certain drugs, including phencyclidine, are also known to cause psychotic symptoms by altering glutamate and KYNA activity throughout the brain.

A recent study examining the brains of seventy-one schizophrenics and seventy-two controls showed increased levels of KYNA in schizophrenics as well as significant differences in brain volume and elevated cytokines associated with activated immune systems. Another research study examining prenatal exposure to kynurenine (a KYNA precursor) in rats produced cognitive impairments similar to negative symptoms of schizophrenia in adulthood.

Along with schizophrenia, however, abnormal levels of KYNA and other tryptophan metabolites have been found in the cerebrospinal fluid (CSF) of patients with other types of mental disorders, including bipolar disorder and major depressive disorder. A 2017 twin study comparing patients with schizophrenia or bipolar disorder and their nonaffected twins showed a significant link between elevated levels of CSF KYNA and psychotic symptoms and pathological personality traits. That same study also showed evidence of elevated immune activity in affected twins.

Even more intriguing is the potential role that childhood trauma and stress may play in KYNA levels and the development of schizophrenia later in life. A 2017 research study showed that experiencing childhood trauma is associated with increased levels of both kynurenine and KYNA in schizophrenics as compared to healthy control subjects. The same study showed a potential relationship between kynurenine and anxiety, especially in people with a history of childhood trauma.

To sum up, despite the extensive research carried out to date looking at the role of different neurotransmitters in schizophrenia, identifying a single overall biochemical model of schizophrenia remains elusive. While there is certainly no question that antipsychotic medications, whether typical or atypical, can reduce psychotic symptoms, explaining why these medications work continues to be a serious challenge. Despite the controversy, biochemical research has led to better antipsychotics that control psychotic symptoms with fewer side effects.

Given the different ways that antipsychotic medications can alter brain chemistry as well as the evidence concerning the roles of various neurotransmitters in mental illness, many researchers now argue that the biochemistry of schizophrenia is far more complex than previously believed. Rather than focusing on specific neurotransmitters, such as serotonin and dopamine, there are likely multiple neurotransmitter systems in the brain and central nervous system that can be linked to psychotic symptoms.

As more sophisticated research methods are developed, including expanded use of PET and other forms of diagnostic scanning, our understanding about how the brain works is increasing rapidly. Whether this increased understanding will help resolve the controversy surrounding the biochemical roots of schizophrenia remains to be seen.

IS SCHIZOPHRENIA A DEVELOPMENTAL DISORDER?

While schizophrenia is rarely diagnosed until young adulthood, usually without any prior warning, many researchers suggest that schizophrenia’s true beginnings may go back much further, perhaps as far back as early childhood or even during pregnancy. Though there is evidence supporting a genetic link to schizophrenia, many of the brain regions linked to the later development of psychosis form during pregnancy and the first few years of life. Is it possible that brain abnormalities occurring during critical development periods may lead to a child eventually becoming schizophrenic?

To explore this question further, researchers have focused on identifying children who appear vulnerable to developing schizophrenia later in life. According to the neurodevelopmental hypothesis of schizophrenia, early problems in children, including behavioral problems, may suggest later psychiatric issues. Much of the early research into this hypothesis focused on the autism seen in many children, as it was once viewed as an early form of the schizophrenia seen in older patients. While autism and schizophrenia have long since been proven to be entirely separate conditions with different causes, more recent research suggests that it may be possible to identify the beginnings of schizophrenia even in early childhood.

For example, a series of innovative studies published between 1991 and 1994 by Dr. Elaine F. Walker and her research team examined old home movies featuring everyday behavior of infants and children. Many of the children in these films grew up to develop psychiatric disorders, including schizophrenia and depression. Based on research comparing the behavior of these children with a nonclinical sample, Dr. Walker and her colleagues detected specific behavior patterns that act as potential predictors of later problems such as psychosis.

Using trained observers to watch the extensive video footage of these children at play, the researchers identified specific behavioral abnormalities that allowed them to identify nonschizophrenic children 78 percent of the time. These abnormalities included abnormal postures, strange facial movements, and visible tremors, both in nonschizophrenic children and their siblings. The overall effect size reported was small, however, and suggests that only 20 percent of nonschizophrenic children have noticeable motor abnormalities.

In a later study following children with schizophrenic parents as they grew into adulthood, testing confirmed that children who later developed schizophrenia themselves had significant motor impairments when compared to nonschizophrenic children. In fact, the effect size was much larger than what Walker et al. had reported. This same study also reported significant verbal memory deficits in nonschizophrenic children, though, so far, researchers have failed to find consistent evidence of cognitive problems in these children.

But what about birth complications that can affect the brain development of infants before or after birth? While numerous studies have been carried out examining birth complications and schizophrenia risk, these studies face a number of problems, including how these birth complications can be measured. For example, researchers can define complications in variety of different ways. A partial list includes whether the child had a breech birth, length of labor, perinatal bleeding, premature labor, low birth weight, jaundice, and asphyxia. Despite these differences, many studies are surprisingly consistent in showing that schizophrenia risk is moderately correlated with the number of birth complications recorded.

While it has long been recognized that certain environmental factors can contribute to the development of schizophrenia, the question of how these factors damage the brain and possibly cause psychiatric problems continues to be explored. For example, research has demonstrated that severe pregnancy and birth complications (such as fetal hypoxia and low birth weight) can be associated with the reduced hippocampal volume seen in schizophrenics. This also includes abnormalities in the Cajal-Retzius cells found in the developing brain. In schizophrenic brains particularly, these abnormalities seem unusually dense compared to nonschizophrenic brains, suggesting prenatal differences. Again, this remains controversial.

CAN SCHIZOPHRENIA BE CAUSED BY INFECTION?

While we have already explored different prenatal and postnatal problems that may make a child more vulnerable to developing schizophrenia, there has been some intriguing research exploring whether certain infectious diseases during pregnancy and early childhood may also play a role. One line of research has focused on the possible link between influenza in mothers (especially in the second trimester of pregnancy) and the later development of schizophrenia in their children.

In one 1988 research study, researchers examined children of mothers who were in Helsinki, Finland, during a massive influenza epidemic that struck the city in 1957. What the researchers found was that these children developed schizophrenia at a rate far higher than in the general population. What made this study so remarkable was that higher prevalence rates were found for schizophrenia alone, with no other mental disorders showing a similar increase. These results remain controversial given that other studies have failed to show consistent evidence of an influenza-schizophrenia link.

In addition to epidemiological studies following influenza epidemics, other research studies have examined serological studies looking at immunological markers (including the C-reactive protein) in mothers of schizophrenics. To date, however, no consistent evidence of a clear link has been found, though maternal influenza has also been associated with other psychiatric conditions, such as bipolar disorder. If viral influenza plays any role in developing schizophrenia, it is likely only in combination with other biological factors, such as genetic history, the body’s capability to fight off infection, and the severity of the original infection.

But what about direct exposure to infection? Given how similar the onset of first-time schizophrenia can be to autoimmune diseases such as multiple sclerosis and psoriasis, some researchers have speculated that schizophrenia may be linked to the human immune system. According to the immune hypothesis of schizophrenia, exposure to diseases such as the herpes virus and cytomegalovirus can cause neuroinflammation in key regions of the brain leading to changes in neurotransmitter production.

One potential culprit that has caught the attention of schizophrenia researchers is Toxoplasma gondii, a one-celled organism that is extremely common in most developed countries. Though mainly carried by cats, T. gondii can infect all mammals, including humans. While an estimated sixty million people in the United States may be carrying the parasite, most of them will never develop symptoms. For people with weaker immune systems, however, a condition known as toxoplasmosis may develop. Along with flu-like symptoms, toxoplasmosis may also cause other medical complications, including blindness and death. For pregnant women, additional complications can occur, including increased risk of miscarriage as well as fetal developmental disorders.

T. gondii exposure can also cause adverse behavioral changes in many infected animals. In rats, for example, T. gondii infection can alter rat behavior to make them more likely to be killed and eaten by other rats, thus allowing the T. gondii to perpetuate their reproductive cycle (earning T. gondii the unofficial nickname of the “zombie parasite”).

While actual evidence of T. gondii infection influencing human behavior remains scarce, a 1990s review showed that many schizophrenia patients had a much higher prevalence of T. gondii antibodies than those found in nonschizophrenic controls. Toxoplasma-infected schizophrenics also showed more severe positive and negative symptoms than noninfected schizophrenics. Another recent study showed that infected patients were fifteen times more likely than uninfected patients to be continually psychotic rather than having intermittent psychotic episodes. They also spent more time in hospitals and were more likely to show evidence of reduced gray matter in various parts of the brain. Also, toxoplasmosis rates vary widely among different countries, which may help explain the disparity in schizophrenia rates around the world.

Though it is still not clear why toxoplasmosis exposure may lead to schizophrenia, researchers have speculated that the brain cysts that result from toxoplasmosis can cause abnormal dopamine levels. T. gondii infection has also been demonstrated to increase the levels of kynurenic acid in the brains of infected mice, which, as we discussed in a previous section, may help explain why psychotic symptoms develop. This would not only produce many of the positive symptoms seen in schizophrenia, but it may also explain many of the behavior changes seen in schizophrenia as well. And schizophrenia is not the only psychiatric condition linked to T. gondii; other researchers have demonstrated that bipolar disorder and obsessive-compulsive disorder may also have a T. gondii connection.

EXPLORING PSYCHOSOCIAL CAUSES OF SCHIZOPHRENIA

Despite the large volume of studies examining the biological causes of schizophrenia, the potential role of early childhood problems and life crises in the development of schizophrenic symptoms has also generated considerable research in its own right.

During the early twentieth century, prominent psychoanalysts such as Sigmund Freud and Paul Federn attempted to explain psychosis in terms of personality problems and how they affected the way psychotics interacted with the world. Though Freud was pessimistic about using psychoanalysis to treat schizophrenics, some of his later pupils reported significant success in dealing with these patients.

One of these pupils, Harry Stack Sullivan, regarded schizophrenia as being caused by a long process of personality disintegration that began with relationship problems in early childhood. Throughout his career, he showed a remarkable ability to interact with schizophrenic patients and helped them work through their symptoms over time. Along with launching one of the first group treatment programs for schizophrenics, he also established a special ward where his treatment model could be applied by trained staff.

Even after Sullivan’s death in 1949, his theories continued to be supported by an entire generation of psychoanalysts and helped pave the way for later researchers, including Melanie Klein and Otto Kernberg. It was Kernberg who proposed a link between schizophrenia and what he termed borderline personality organization, which is a stable pattern of personality traits formed in early childhood that makes people especially vulnerable to developing schizophrenia later in life.

Still, the appeal of more biologically oriented treatments for schizophrenia has largely overshadowed the use of intensive psychotherapy. Today, while psychotherapy programs continue to be available for schizophrenics, they are largely intended to supplement medication-based approaches rather than standing on their own.

As for whether social and emotional problems in high-risk children and adolescents might predict who will develop schizophrenia, available studies yield contradictory findings. While there is some evidence that preschizophrenic children may be more prone to social isolation, social anxiety, or depression, there is still no real evidence that behavioral measures can be used to detect future schizophrenia risk.

But what about other environmental factors, including early childhood problems that may put some children at higher risk for developing schizophrenia later in life? During the first few decades of the twentieth century, Sigmund Freud and his supporters argued that schizophrenia and other mental disorders developed due to poor parenting behavior (usually focusing on mothers but later including fathers and older siblings). The concept of the overcontrolling “schizophrenogenic mother” who made their children prone to schizophrenia became a dominant theme in popular culture for a time (including in movies such as Psycho). In much the same way, many autism researchers argued that autism could be caused by cold maternal behavior toward the children (leading to the term “refrigerator parent”), though this has since been disproven.

While some actual research studies found results suggesting that schizophrenics may not have received the same quality of parenting as nonschizophrenics, evidence for a link between schizophrenia and parenting has been modest at best. Critics have also raised questions about the value of such studies, often because the studies focused on asking people to recall their childhood experiences rather than conducting longitudinal studies. There is also the question of cause and effect. Is schizophrenia caused by abnormal parenting, or is this parenting a response to abnormal behavior in preschizophrenic children?

In one of the most comprehensive research projects of its kind ever conducted, in 1962, a sample of more than two hundred Danish men and women with schizophrenic mothers were identified while they were still around fifteen years of age. These research subjects were followed for decades afterward to examine long-term mental health problems and how they compared to an equivalent sample of low-risk controls. Among the findings reported by researchers was that participants who had low birth weights tended to have the most severe schizophrenic symptoms. Also, children of schizophrenics frequently showed signs of brain atrophy, including enlarged ventricles, even when no psychotic symptoms developed.

This research also represented one of the first studies to look at whether poverty in childhood could be related to schizophrenia. Earlier researchers pointed out that schizophrenics were often found to be living in poverty, and, as a result, they argued that poverty could be causing mental illness. However, Danish researcher Sarnoff Mednick and his colleagues rejected this explanation. Instead, they proposed that people with schizophrenia experienced cognitive disabilities that caused them to sink into poverty, something that the Danish study confirmed.

Another factor that seems to play a strong role in whether someone develops psychotic symptoms is having a history of childhood trauma. For example, a 2019 study that examined four thousand young people who reported some form of trauma during the first seventeen years of life found that the participants were two to three times more likely than non-traumatized youths to develop psychosis by the age of eighteen. That same study showed that youths experiencing multiple forms of childhood trauma were four to five times more likely to develop psychosis than less traumatized children. In another study that looked at people between the ages of eighteen and thirty-five experiencing first-episode psychosis, 89 percent reported some history of childhood trauma compared to 39 percent of matched controls.

Among the different forms of abuse that have been linked to later psychosis are physical, sexual, and emotional abuse as well as neglect during the early years of life, and the effects of trauma seem greatly multiplied in young people experiencing more than one type of trauma. Research into at-risk children with co-occurring trauma also showed significant problems with severe suspiciousness, perceptual abnormalities, and emotional symptoms when compared with controls. The severity of childhood trauma was also strongly linked to greater risk of suicide, nonsuicidal self-harm, poorer treatment outcome, and poorer adaptive functioning.

In a 2018 meta-analysis that specifically looked at positive symptoms of schizophrenia, the overall severity of these symptoms seemed causally linked to the number of traumatic events experienced as well as exposure to childhood physical and sexual abuse. Negative symptoms, on the other hand, seemed directly linked to childhood neglect. Along with being more vulnerable to problems with substance abuse, patients with psychotic illness and a history of childhood trauma also showed a much poorer prognosis over time as well as longer hospitalization. They were also less likely to follow treatment.

There also appear to be significant gender differences in terms of likelihood of experiencing childhood abuse and the risk of developing later psychosis. A 2009 study investigating patients with first-episode psychosis aged sixteen to sixty-four showed that females were twice as likely to have experienced childhood physical or sexual abuse than controls. No real differences were found between male patients and controls. Other studies showed that women with psychotic disorders and a history of abuse showed worse positive and negative symptoms, worse overall psychopathology, more depression, and poorer social functioning than males with a history of abuse.

While researchers have explored different potential explanations for the link between psychosis and childhood trauma, including biochemical and epigenetic changes resulting from traumatic stress, several psychological mechanisms have also been proposed. For example, children and adolescents who have experienced interpersonal trauma often learn to view the world as inherently dangerous and unsafe. Such childhood abuse may also help explain why so many adolescent schizophrenics develop delusions about being persecuted as well as hallucinations that are often based on their childhood abuse.

There also appears to be a strong link between childhood trauma and difficulty in regulating emotions. Though children normally learn how to control their emotions as a result of being raised in a safe and loving environment, childhood trauma and abuse often disrupt this natural development. As these children grow older, they then become less able to cope with new emotional problems that arise. They are not only at risk for anxiety and mood disorders but are also more prone to develop problems with substance abuse and disruptive behavior. Not all survivors of childhood trauma will necessarily develop psychotic symptoms; however, the risk is certainly there.

Though numerous different treatments have been developed to help children and adults trying to recover from childhood trauma, there has been little research to date examining how effective these treatments are in treating patients with psychotic symptoms. For now, the main focus for clinicians is in treating at-risk adolescents and adults to help prevent serious psychiatric problems, such as psychosis and mood disorders. While not all patients experiencing psychosis for the first time will necessarily have a history of childhood trauma, mental health professionals need to learn as much as possible about these patients to get a sense of why these symptoms developed. It is also important to monitor at-risk children and adolescents and provide them with the necessary treatment that might prevent serious mental health problems from developing.

Despite numerous research studies, nothing has been found that could be considered a “smoking gun” in explaining who will develop schizophrenia. All that we can say so far is that for people already born with a genetic vulnerability to schizophrenia, exposure to various environmental stressors, whether occurring before birth or during childhood or adolescence, may increase the risk of them becoming schizophrenic later in life.

To summarize, while researchers have identified a wide range of biological and environmental factors that can increase the risk of schizophrenia, though, so far, no definitive answers about its causes have been found. While research into the biochemistry of schizophrenia has provided some insights that have led to better medications for treating psychosis, especially in the early stages, we are still no closer to determining why some at-risk individuals develop schizophrenia while others do not. For that matter, it may not even be all that certain that there is a single disease known as schizophrenia, considering the extreme range of different symptoms that can develop and how some schizophrenics respond better to treatment than others. All that can be said for certain is that schizophrenia is an extremely complex and mysterious disorder and that far more research will be needed before we gain a better understanding of why it occurs and how to treat it effectively.
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Signs and Symptoms

Though we already covered the symptoms most commonly seen in schizophrenia in chapter 1, it is still important to understand the difference between signs and symptoms when it comes to people with schizophrenia. A sign is any objective evidence of a disease that an external observer, usually a medical doctor, can detect that can aid in making a diagnosis. Whether the sign involves high blood pressure, an abnormal reading on a blood test, or abnormalities that show up in an x-ray or a CT scan, health care professionals rely on their extensive training to interpret these signs properly.

A symptom, on the other hand, is something more subjective. When a patient complains of a headache, ringing in the ears (tinnitus), or feelings of depression, these are all things that cannot be seen directly and can only hint at what might be happening. With schizophrenia, symptoms such as hallucinations, delusions, and bizarre beliefs are all things that need to be reported by the patients themselves (or by family members reporting on what the patients have told them). While health care professionals may note external indicators such as unusual speech patterns, abnormal motor behaviors, or emotional instability, these are still not the kind of clear, objective signs that medical doctors often rely on for making medical diagnoses.

In chapter 1, we discussed the difference between positive and negative symptoms, but when it comes to diagnosing schizophrenia, such symptoms are rarely enough to make a clear diagnosis. According to the DSM-V, there are numerous possible symptoms that someone who is schizophrenic might show, and these symptoms are going to vary widely from case to case. While many schizophrenics may experience hallucinations, they may not necessarily experience delusions as well (or vice versa). For that matter, someone can be diagnosed as schizophrenic based on entirely different symptoms as well as how those symptoms develop over time.

It is also important to examine how severe the symptoms are. A schizophrenia diagnosis would not apply if someone reports hallucinations or delusions but is otherwise able to function in the community without real problems. Instead, that person would likely be given an alternate diagnosis, such as schizotypal personality disorder (see chapter 1), and would rarely be admitted to a psychiatric hospital unless the symptoms became worse.

As discussed in chapter 1, the signs and symptoms schizophrenics display often vary depending on which stage they happen to be in over time. We will discuss the different stages of schizophrenia in the next section.

UNDERSTANDING THE DIFFERENT STAGES OF SCHIZOPHRENIA

Over time, schizophrenia tends to progress through different stages, and the kind of treatment needed can change for each stage. Family and friends need to understand these different stages of schizophrenia to determine how they can help in terms of emotional and physical support.

Prodromal Stage

As discussed in chapter 1, schizophrenics typically go through what is known as the prodromal stage long before the first clear symptoms of psychosis become apparent. For many first-time schizophrenics, prodromal symptoms appear as subtle changes in personality, thinking, and behavior that are typically unnoticed by most people. It is also during this period that psychotic symptoms first develop, though most schizophrenics are able to conceal them, at least at first. In many cases, prodromal symptoms are misdiagnosed, especially in people with no family history of psychosis or who are successfully concealing that something is wrong. Depending on the internal resources of the developing schizophrenics, not to mention the severity of the symptoms, the prodromal stage can last for months, or even years, as the schizophrenic’s mental state slowly worsens.

First Psychotic Episode

The onset of the first psychotic episode begins what early clinicians such as Bleuler referred to as acute schizophrenia. Often seeming to occur out of the blue (but usually following a long prodromal stage), acute schizophrenia typically presents with various positive symptoms, including hallucinations, delusions, and bizarre speech patterns, that are severe enough to require hospitalization.

To see what kinds of symptoms first-time schizophrenics experienced across different cultures, a multiyear study was conducted during the early 1970s that examined over 1,200 patients in nine countries. The patients had all been referred to hospital psychiatric services and received extremely comprehensive examinations to identify reported symptoms. Among the 811 patients who were given a consensus diagnosis of schizophrenia, virtually every class of schizophrenic symptom was found, though some symptoms were more common than others.

What the study results showed was that the single most common feature in acute schizophrenia was lack of insight concerning the symptoms they were experiencing with over 80 percent of patients appearing unable to understand what was happening to them. Other symptoms, including suspiciousness and unwillingness to cooperate, were also found in more than 50–60 percent of cases. Only half of all schizophrenics reported delusions of persecution or reference, and only 42 percent reported auditory hallucinations. Most of the other symptoms associated with schizophrenia, including thought disorders and hearing voices, only occurred in about one-third of all cases.

In the same study, 543 of the original 811 patients were assessed two years later to see how their symptoms had changed over time. While lack of insight was still a significant problem in 42 percent of the schizophrenics studied, most of the other acute symptoms had subsided, with a high proportion of all patients showing few, if any, symptoms. Many of the other acute symptoms, including delusions and auditory hallucinations, were much rarer.

Chronic Phase

After a schizophrenic’s condition stabilizes, he or she is usually released from the hospital and treated in the community. This is known as the chronic phase of schizophrenia, though patients can still be vulnerable to relapsing over time, with follow-up hospitalizations if their symptoms become more acute.

Primarily suffering from negative symptoms such as apathy, lack of insight, suspiciousness, and flat affect, chronic patients often vary widely in terms of level of functioning. While many patients are able to hold down jobs and even pursue successful careers, others may require specialized care, including placement in sheltered workshops or group homes, to help them function and reduce their risk of relapsing. Whether they receive this kind of community support often depends on the family and community resources available to them.

UNDERSTANDING SCHIZOPHRENIA SYMPTOMS

While symptoms such as delusions, hallucinations, and thought disorders may not occur in all schizophrenics, it is important to examine some of these specific symptoms in more detail to understand why they may occur and how they can be treated more effectively.

Why Do Schizophrenics Experience Delusions?

Delusions are probably the most well-known symptom of schizophrenia, and they can occur for many different reasons, even in people who are otherwise symptom-free. Early schizophrenia researchers argued that delusions were due to schizophrenics having a “defective filter” that caused them to be unable to tell the difference between the external world and their inner reality. Schizophrenic delusions are often completely incomprehensible to the nonschizophrenics trying to make sense of what is happening. Schizophrenics may experience multiple delusions that often contradict each other, but these delusions can change without warning with new delusions crowding out old ones.

Schizophrenics can also experience partial delusions that are not as fixed as full-blown delusions. With partial delusions, patients may express some doubt about their being true. Over time, however, partial delusions either fade or become full-blown delusions. Schizophrenics may also be prone to overvalued ideas. Similar to partial delusions, such ideas often represent strongly held beliefs that seem irrational to others and may develop into full delusions over time. Partial delusions and overvalued ideas are especially common in the early stages of schizophrenia, including the prodromal phase.

To understand why schizophrenics form delusions and hold on to them so strongly, recent researchers have proposed that delusions often act as way of satisfying basic psychological needs, whether consciously or unconsciously. For example, paranoid delusions may arise out of the need for schizophrenics to make sense of the world around them and to preserve their self-esteem. In other words, believing that they are being deliberately persecuted can help them avoid uncomfortable truths, including recognizing that they are genuinely mentally ill. This can also mean refusing to take medication due to the belief that they are being poisoned by their persecutors or resisting attempts at restricting their movements because of the “evil people” who are unjustly attacking them.

Other delusions can rise out of the need to feel special, to avoid feeling shame over being mental patients (especially in schizophrenics coming from cultures with a strong stigma against mental illness), or to avoid the sense of guilt over how their illness is affecting family members. They may also rely on these delusions to gain sympathy and to pull in potential supporters (including fellow patients and health care professionals) who might try to help them. This often leads to “splitting” the world into benevolent and malicious people, depending on how they respond to these delusions.

Considering the powerful role that delusions can have in helping schizophrenics function, it is hardly surprising that patients often have a strong bias against any evidence that might prove them wrong. In fact, any attempt at disproving their delusions often results in severe emotional distress. As a result, many early pioneers advised against confronting schizophrenics over these delusions and even recommended humoring them to make them easier to handle as patients.

In recent years, better cognitive behavioral therapy (CBT) programs have reported good results in teaching many schizophrenics to overcome the different cognitive biases that can reinforce delusions. Research consistently shows that schizophrenics suffering from delusions are often prone to cognitive biases, such as jumping to conclusions (forming a belief based on inadequate information), extreme responding (all-or-nothing thinking), and lack of flexibility in their beliefs. In many cases, training schizophrenics to become more flexible in thinking about their beliefs helps them overcome their delusions and avoid developing new ones.

What Causes Hallucinations in Schizophrenics?

As previously discussed in chapter 2, schizophrenics can experience many different kinds of hallucinations, including visual, auditory, olfactory, and tactile hallucinations. Auditory hallucinations are especially common in people with schizophrenia (though they can occur in other psychiatric and neurological conditions as well). Considering the many different forms of hallucinations, researchers have difficulty understanding why they happen and what could be causing them.

But it is not just schizophrenics who may experience hallucinations. Along with “psychenauts,” who experience visual and auditory hallucinations when under the influence of various recreational drugs, there are clinical cases of people who, though they report hearing voices or experiencing other forms of hallucinations, deny any need for psychiatric help. In fact, various population surveys have put the lifetime prevalence of hallucinations at 10–15 percent, though this can vary widely depending on the kind of hallucination reported. For example, the U.S. National Comorbidity Survey examining mental health symptoms in thousands of American adults and adolescents found auditory hallucinations to be the most commonly reported symptom (8.5%) followed closely by visual hallucinations (7.5%).

Another important point to remember is that many cultures around the world regard hallucinations as being a regular part of their religious or cultural practices. In cultures that embrace supernatural or metaphysical explanations for hearing voices or experiencing visions, the Western interpretation of hallucinations as a symptom of mental illness is often rejected, something that may make schizophrenia more difficult to diagnose.

Hallucinations can also occur as a result of severe trauma, especially in childhood, and in people experiencing severe grief, major depression, acute stress, sleep deprivation, or exhaustion. These hallucinations are often labeled pseudo hallucinations, as those who experience them are generally able to tell that the hallucinations are not real. Such hallucinations rarely persist over time and usually respond well to treatment.

One of the most popular explanations for hallucinations in schizophrenics is that they are the result of a breakdown in reality monitoring, or the cognitive mechanism that allows us to tell the difference between internal thought processes and objective reality. For example, with auditory hallucinations, the voices schizophrenics believe they are hearing may actually be the result of the same inner thoughts that we all experience. Some intriguing support for this explanation comes from recent research looking at subvocal speech in schizophrenics experiencing auditory hallucinations. Subvocal activity is usually defined as measurable activity in the throat and vocal cords that often occurs when people are engaged in intense mental activities, including thinking or reading.

This same breakdown in reality monitoring also seems to be linked to various cognitive problems found in many schizophrenics. Experiencing hallucinations may affect concentration and memory as well as a schizophrenic’s judgment about what is real and what is not. In a recent experiment, schizophrenics with and without auditory hallucinations were given a task in which they were asked to respond to an acoustic signal while also hearing white noise. Schizophrenics who experienced auditory hallucinations were far more likely than the non-hallucination group to report hearing the signal when it was not actually present.

Similar results were obtained using tests of list learning; hallucinators were far more likely to recall words that had not actually been presented. Even when controlling for intelligence and verbal memory, hallucination-prone schizophrenics were far more likely to misremember words (especially words that were either familiar or were related to list words). These cognitive problems appear directly linked to how frequently hallucinations occur and how vivid the experiences are.

While an estimated 80 percent of all schizophrenics experience some form of hallucination, mental health workers often need to explore these hallucinations further to determine whether they might make the patient more likely to be violent or suicidal. Hallucinations of voices ordering a schizophrenic to carry out a certain activity (also known as command hallucinations) are particularly serious, especially if the command hallucination is related to delusions. They are also more likely to obey if the hallucinated voice is familiar to them and if it triggers emotions such as anger or sadness.

For example, someone believing that a family member is evil is often more likely to obey a command hallucination ordering that family member to be harmed. Conversely, schizophrenics are also more likely to go along with a command hallucination if they see the command as being harmless (such as a command to stop taking medication). However, even with command hallucinations, schizophrenics are more likely to obey commands to harm themselves than to harm someone else.

While antipsychotic medication is usually the most effective treatment for hallucinations, this is not always the case for many schizophrenics, either because they refuse to take their medication or because the medication simply does not work for them. Schizophrenics who fail to respond to medication need to be carefully monitored, especially if they are experiencing command hallucinations.

What Causes Thought Disorder in Schizophrenics?

Along with hallucinations and delusions, the third major type of positive symptom in many schizophrenics is thought disorder. As previously discussed in chapter 1, people experiencing episodes of schizophrenia can often be identified by the incoherent and irrational ways that they express ideas when they are thinking or writing. In many ways, thought disorder is one of the easiest symptoms to identify because it is much harder to conceal than delusions or hallucinations. Trained mental health professionals are often able to recognize disordered thinking by examining how patients communicate, either by speech or writing.

Much like other symptoms of schizophrenia, thought disorders can be classified as either positive or negative, depending on how the symptoms are exhibited. A positive thought disorder involves the presence of bizarre or distorted patterns of speech or writing that primarily develop in the early stages of schizophrenia. Negative thought disorder symptoms, on the other hand, represent a loss of the ability to communicate effectively, including limited speech production or an overall drop in the willingness or ability to express ideas.

As we will discuss in more detail in chapter 5, therapists often rely on specialized rating scales that can be used to measure thought disorder symptoms in terms of their severity and the kinds of symptoms displayed by the patient. For example, the Scale for the Assessment of Positive Symptoms (SAPS) can be used to rate the presence of different positive thought disorder patterns commonly seen in schizophrenics. These symptoms include the following:


◆Circumstantiality: Talking in circles rather than answering direct questions.

◆Tangential thinking: Jumping from thought to thought without ever being able to focus on one topic for very long.

◆Clang associations: Choosing words based on sound.

◆Word salads: A confused or unintelligible mixture of random words or phrases.

◆Pressure of speech: Speaking rapidly and incoherently at times.

◆Derailment or loosening of associations: Speech involving unrelated or remotely related ideas. Schizophrenia researcher Nancy Andreasen provided the following example: “The next day when I’d be going out you know, I took control, like uh, I put bleach on my hair in California.”

◆Speech that is easily distracted by external stimuli: For example, something in the room or a noise in the distance causes the schizophrenic to lose track of what he or she is saying, resulting in a complete change in the direction of the conversation.

◆Speech or written examples of thinking showing little apparent logic.

◆Incongruous affect: Displaying emotions that are inappropriate in particular situations: for example, crying or appearing sad when talking about a pleasant event.



As an alternative to the SAPS, there is also the Scale for the Assessment of Negative Symptoms (SANS) for rating negative symptoms exhibited by chronic schizophrenics. Along with ratings for symptoms measuring reduced emotional responsiveness and overall level of activity, the SANS examines specific examples of negative thought disorder symptoms, including the following:


◆Poverty of speech or alogia: Generally considered a form of aphasia. Patients with alogia show a sharp drop in speech output, including very sparse answers to questions and little, if any, spontaneous speech. They can also show poverty of content (talking at length without saying anything substantial).

◆Mutism: The complete absence of speech, especially in cases of catatonic schizophrenia. As mutism can have other causes, including depression and neurological diseases, it cannot be considered a symptom of schizophrenia by itself.

◆Thought blocking: The abrupt pausing of speech for a period of time, from a few seconds to a minute or more. The person experiencing the block may appear to be on “pause.” When the person starts speaking again, he or she will often have forgotten what he or she was originally saying. Instead, the resumed speech will be on a completely different topic.

◆Response latency: A delay in responding to a question or some other stimulus. For example, schizophrenics often show a delayed startle response rather than immediately reacting to a loud noise.



While not as prevalent in schizophrenics as hallucinations or delusions, thought disorder symptoms are believed to occur because of underlying cognitive deficits that can affect how people think or behave, especially in social situations.

One prominent explanation for why schizophrenics experience thought disorders deals with theory of mind, which is the ability to examine mental states and how to think and being able to attribute these same mental processes to other people. The term was originally coined by psychologist David Premack in a classic 1978 paper examining his own research with chimpanzees and whether animals have the same theory of mind as humans (a question that remains controversial). In humans, our ability to understand what other people are thinking and feeling depends on our ability to infer hidden intentions behind how they act or what they say. Beginning in early childhood, we all develop our own theory of mind based on our life experiences. Having a strong theory of mind allows us to create stories, tell lies (and recognize lying in others), understand verbal and nonverbal communication, understand humor and fantasy, and participate in pretend play.

In research looking at schizophrenia, however, available evidence suggests schizophrenics experience significant problems in monitoring their own thought processes the way that nonschizophrenics do. This leads to a breakdown in reality monitoring and an inability to tell the difference between internal mental states and external causes. For example, this breakdown can cause delusions of persecution and external control (such as believing that inner thoughts are being controlled by external forces, such as microwaves or telepathy). Impaired theory of mind may help explain why schizophrenics are prone to auditory and visual hallucinations, as they are unable to distinguish between internal thinking and external sights and sounds.

When looking at thought disorders in schizophrenics, the concept of theory of mind may also help to explain many of the positive and negative symptoms that often occur as well as the delusions of persecution and paranoia that are common features in schizophrenia. Imagine you are someone experiencing a psychotic episode for the first time. While you once had no difficulty communicating with the people around you, including recognizing the various verbal and nonverbal cues everyone gives off, this suddenly changes. As a result, you are no longer able to understand why people you once knew for years are not as trustworthy as they once were. Is it such a surprise that so many schizophrenics believe that they are the victims of some sort of conspiracy and that friends and family mean them harm?

But an impaired theory of mind can also mean that schizophrenics are no longer able to recognize their own inner states, including their ability to understand that they are not acting the way they once did. This inability to accept that they are ill, along with the paranoia and delusions of persecution, is what makes treatment so difficult for many first-episode schizophrenics. Treatment can help patients relearn how to interpret thoughts and emotions, but this can be a long and difficult journey in many cases.

Still, impaired theory of mind is only one of the cognitive abnormalities that often occur in schizophrenia. Research has consistently shown that schizophrenics are prone to a wide range of problems, including poor concentration and being easily distracted. They also have issues with memory and learning. In recent years, new treatment methods have been developed to help schizophrenics overcome these cognitive limitations through cognitive remediation training to help improve memory, concentration, and problem-solving. We will explore this in more detail in chapter 5.
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Diagnosis, Treatment, and Management

As you have likely come to appreciate, diagnosing schizophrenia is never easy, even for mental health professionals. Part of the problem is that there are no objective tests that might be used to measure whether someone is schizophrenic. For many other conditions, such as cancer and heart disease, there are specific laboratory tests and diagnostic imaging techniques that can be used to make a firm diagnosis. For schizophrenia, however, doctors can only monitor a patient’s symptoms and try to make a diagnosis according to specific criteria, such as the DSM-V. This is especially difficult on patients experiencing their first psychotic episode, as they may not have any medical history that can help explain what is happening. A schizophrenia diagnosis is pretty much what is left when every other explanation has been ruled out.

WHAT KIND OF TESTS ARE USED WITH SCHIZOPHRENIC PATIENTS?

Along with relying on professional training, therapists often rely on specialized rating scales and cognitive testing to help diagnose schizophrenic patients and to guide treatment programs to help with recovery. The most commonly used rating scales are discussed in the following sections.

Brief Psychiatric Rating Scale (BPRS)

Originally intended as a broad-based rating tool for use with psychiatric patients, the BPRS uses a seven-point rating scale to measure twenty-four symptoms often seen in people with mental illness, including somatic concerns, anxiety, depression, suicidality, grandiosity, hallucinations, bizarre behavior, emotional withdrawal, distractibility, motor hyperactivity, self-neglect, unusual thought content, and disorientation. Though the BPRS is one of the most widely known psychiatric rating scales, it is mainly used as a screening tool for identifying high-need patients.

Global Assessment of Functioning Scale (GAF)

First included in the DSM-III-R and DSM-IV, the Global Assessment of Functioning scale (GAF) is a one hundred–point rating scale used to rate the overall levels of occupational, social, and psychological functioning in people dealing with physical and emotional problems. Possible GAF scores range from one hundred (normal functioning) to one (severely impaired). Due to concerns about reliability and validity, the GAF has largely been phased out in most clinical settings and is not part of the latest edition of the DSM. It is still widely used in disability claim cases as well as with psychiatric patients.

Positive and Negative Syndrome Scale (PANSS)

First developed in 1987, the Positive and Negative Syndrome Scale (PANSS) is used as part of a forty-five-minute interview during which patients are rated on a scale of one to seven on thirty different symptoms. Along with the information provided by the patient, the PANSS items are rated based on information from family members or other people close to the patient. The PANSS is made up of seven positive symptom items (including delusions, hallucinations, excitement, grandiosity, and hostility) and seven negative symptom items (including social withdrawal, difficulty in abstract thinking, blunted emotions, and lack of spontaneity). There is also a sixteen-item General Psychopathology scale similar to the BPRS that measures somatic concerns, guilt feelings, anxiety, unusual thought content, disorientation, poor attention, and poor impulse control. Despite being a relatively brief screening instrument, the PANSS should only be scored by someone with the necessary training to ensure proper reliability. For this reason, it is widely regarded as the golden standard for use in schizophrenia research and treatment.

Schedule for Affective Disorders and Schizophrenia (SADS)

Originally published in 1978, the Schedule for Affective Disorders and Schizophrenia (SADS) is designed to be used as a semistructured interview with rating scales that measure psychiatric symptoms for disorders such as schizophrenia, depression, bipolar disorder, and anxiety disorders. Different versions of the SADS have been developed for measuring changes in symptoms over time as well as lifetime incidence of mental illness. There is also a children’s version known as the Kiddie SADS (K-SADS), which can be scored by interviewing children and parents. While the SADS has largely been replaced by rating scales based on the DSM-V, it continues to be used in many clinical settings.

Scale for the Assessment of Positive Symptoms (SAPS)

Using a four-point rating scale, the Scale for the Assessment of Positive Symptoms (SAPS) allows therapists to rate the presence of different positive symptoms, including hallucinations, delusions, and thought disorders. As an alternative to the SAPS, there is also the Scale for the Assessment of Negative Symptoms (SANS) for rating different negative symptoms that might be exhibited by chronic schizophrenics. Along with ratings for measuring reduced emotional responsiveness and overall level of activity, the SANS examines specific examples of negative thought disorder symptoms, including the speech, behavior, and emotional impairments often seen in chronic schizophrenics.

Quality of Life Scale (QLS)

Specifically developed to examine the quality of life in people formally diagnosed with schizophrenia, the Quality of Life Scale (QLS) has become a widely used measure in schizophrenia research as well as in predicting clinical outcome. Focusing primarily on negative symptoms, the QLS is a semistructured interview during which patients are rated on twenty-one items grouped along four dimensions:


◆Intrapsychic foundations: The capacity for curiosity and empathy and the ability to feel pleasure, motivation, and emotional interaction

◆Interpersonal relations: Quality and quantity of social relationships

◆Instrumental role functioning: Productivity at work or school and the ability to manage household chores and parental responsibilities

◆Common objects and activities: The use of everyday possessions, such as a wristwatch, and the ability to engage in common activities, such as driving or using public transportation



The QLS is not meant to be a standalone measure, but it can be a valuable part of test batteries used to determine the level of overall functioning in schizophrenics. It also provides insight into symptoms and how they are preventing patients from returning to normal life.

Schedule for the Deficit Syndrome (SDS)

As with the QLS, the Schedule for the Deficit Syndrome (SDS) primarily focuses on negative symptoms in schizophrenics and whether they can be classified as deficit or nondeficit types (see chapter 1). Used as part of a semistructured interview, patients are rated on six items on a five-point scale of severity. The items are restricted affect, diminished emotional range, poverty of speech, curbing of interests, diminished sense of purpose, and diminished social drive. Any patient showing two or more negative symptoms is classified as deficit schizophrenic, with the overall score showing severity of the deficit syndrome.

Though these are the most widely used clinical rating scales, there are numerous others that have been developed and are continuing to be used by researchers. There are also many different psychological and cognitive assessment instruments that are commonly used in assessing overall functioning in schizophrenic patients. These are discussed in the following sections.

Wechsler Adult Intelligence Scale–IV (WAIS-IV)

Considered the most widely used test of general intelligence, the Wechsler Adult Intelligence Scale–IV (WAIS-IV) is a comprehensive battery of verbal and nonverbal cognitive functioning, with subscales measuring processing speed, working memory, verbal reasoning, and perceptual organization. Test results can be used to derive a full-scale intelligence quotient (IQ) as well as verbal and performance IQs, though modern use focuses more on identifying problem areas in cognitive functioning. While many schizophrenics may not be able to complete the full WAIS-IV due to problems with attention or comprehension, abbreviated versions are also available to monitor how their condition changes with time.

Trail Making Test

First developed in 1944 as a test of general intelligence, the Trail Making Test consists of two parts that are both timed: the first part requires subjects to draw a line connecting a series of numbered circles that range from one to twenty-five, and a second part requires subjects to alternate between letters and numbers in the correct order (1-A, 2-B, 3-C, etc.). A revised version is also available that replaces letters in the second part with alternating colors. This test is basically used to measure alternating attention and concentration as well as executive functioning and processing speed.

Wisconsin Card Sorting Test (WCST)

Intended as a measure of set shifting, or the ability to discover problem-solving rules, the Wisconsin Card Sorting Test (WCST) is commonly used as a measure of executive functioning in brain-damaged and psychiatric patients. Essentially, it is a card-sorting task in which subjects are asked to sort cards but not told how the cards should be sorted. Instead, they are simply told whether they are right or wrong. Since the sorting principle can shift unexpectedly, subjects are required to work out the new principle on their own. Versions of 128 and 64 cards have been developed from which different scores can be determined (e.g., number of categories completed, errors, percentages). Though the WCST is still widely used with schizophrenic patients, especially in research studies, its greatest value is with high-functioning patients. It can often be extremely frustrating for schizophrenics with more severe symptoms.

Wechsler Memory Scale–IV (WMS-IV)

Made up of seven subtests, the Wechsler Memory Scale–IV (WMS-IV) can be used to determine five separate memory scores: auditory memory, visual memory, visual working memory, immediate memory, and delayed memory. It also includes a brief cognitive exam to assess global cognitive functioning in people with memory deficits. Along with being used extensively with people diagnosed with various neurological conditions, the WMS-IV can also be used with schizophrenic patients to measure memory issues and with chronic schizophrenics with severe negative symptoms.

There are numerous other psychometric tests available that are less widely used with schizophrenics, though they tend not to be as well validated as the tests described here. With any of the tests used, it is important to determine beforehand whether the schizophrenic’s symptoms will interfere with his or her ability to do the test and how it may affect the test results.

MEDICATION AND SCHIZOPHRENIA

As discussed in previous chapters, schizophrenia is a notoriously difficult disease to diagnose and treat. Still, the past century has resulted in profound scientific discoveries that give us a better understanding of the underlying causes of mental illness. At the same time, a wide range of new psychiatric medications have been developed to control many of the symptoms linked to schizophrenia. While far from a cure, more schizophrenics than ever are able to live in the community due to medications that help make their symptoms as manageable as possible.

We already covered the development of early antipsychotic drugs such as chlorpromazine (CPZ) in chapter 2. In this section, we will look at how they are used to treat schizophrenia. It took time for researchers to recognize the specific ways that these drugs affect the brain’s biochemistry. In the case of CPZ and many of the other first-generation antipsychotics (most of which belong to the class of drugs known as phenothiazines), they all seem to have the same property of preventing the brain’s chemical receptors from being stimulated by dopamine. This not only helps control hallucinations and delusional thinking in most schizophrenics, but it can also be an effective treatment for people experiencing psychotic symptoms due to high dosages of amphetamines or other recreational drugs.

During the 1960s, other drugs were introduced, including haloperidol and fluphenazine. While still classified as first-generation antipsychotics, these medications provided an alternative to frontline drugs such as CPZ and could also be used in the treatment of other diseases, such as Tourette’s syndrome and bipolar disorder.

Unfortunately, there were also trade-offs with many of these same medications. While antipsychotic medications appeared effective in helping schizophrenics patients, clinicians soon noticed other side effects, such as movement disorders, stiffness, motor slowing, and many other problems similar to patients with Parkinson’s disease. Other problems soon became apparent, including the adverse impact many of these medications had on sexual functioning as well as abnormal breast development in men (gynecomastia), hormonal changes in men and women, blurred vision, and constipation. Many patients taking these medications also described feeling “numbed out,” and they experienced problems with memory and concentration, which often made them unwilling to stay on the medication for long periods of time.

While newer antipsychotic drugs (also known as atypical antipsychotics) have less risk of the unpleasant, and even dangerous, side effects seen in older medications, there are still some schizophrenics who do not respond effectively to many of the most commonly used medications. Known as treatment-resistant schizophrenics, they represent about 30 percent of all patients with schizophrenia. Though one particular drug, clozapine, can be effective in controlling their symptoms, patients receiving this medication need to be carefully monitored due to the risk of reduced white cell production. Despite the need for careful monitoring while on medication, surveys conducted over the years tend to show that most people on antipsychotic medications view them as the most important factor in their recovery.

Most of the antipsychotic medications currently used can be taken orally, in tablet or liquid form, or by an intramuscular injection. Drugs in tablet or liquid form are usually taken once or twice a day, while the effects of an injection are designed to last for between one and five weeks. These injections are called depots, and they contain the antipsychotic medication suspended in, usually, a thin vegetable oil. There are advantages and drawbacks to the use of oral and depot medications. How the drugs are taken often depends on the symptoms and medical needs of the individual patient.

Adverse Effects of Antipsychotic Medications

While the most serious side effects associated with antipsychotic medication were more common with the early drugs such as CPZ, they can occur even with the newer medications. Many of these side effects are known as extrapyramidal symptoms (EPS) because they appear to affect the extrapyramidal system that regulates body posture and muscle tone. These symptoms include the following:


◆Acute dystonic reactions: Spasms that affect the muscles throughout the body, including the neck, back, eyes, throat, and tongue. About 10 percent of people on antipsychotic medication develop some form of dystonia, which often occurs within hours of first taking the medication or when withdrawing from it. Other medications, such as procyclidine and orphenadrine, can help counteract dystonic symptoms, though they may produce symptoms such as dryness of the mouth, blurred vision, or constipation.

◆Akathisia: Motor restlessness, particularly in the arms and legs. Akathisia can be severe and unpleasant and may be misdiagnosed as psychotic agitation due to the patient being unable to sit still for more than a few minutes at a time. It occurs in 20–25 percent of patients on medication.

◆Pseudoparkinsonism: Displaying many of the signs of Parkinson’s disease (e.g., tremors, rigidity, slow motor movements). The patient may be misdiagnosed as having Parkinson’s disease.

◆Tardive dyskinesia (TD): Involuntary and repetitive body movements. TD was first identified in the 1950s with the instruction of early antipsychotic medications and is a relatively common disorder. This condition can often be identified by facial distortions, such as smacking the lips or sticking out the tongue, and grimacing or bizarre movement of the arms or legs. Even for patients on atypical antipsychotics, the likelihood of developing TD is around 20 percent, and elderly patients on medication, particularly females, appear particularly vulnerable. While treatment for TD usually involves changing a patient’s medication, the symptoms can be permanent in some cases.

◆Oculogyric crisis: An involuntary shift of the eyes upward. This is a reaction to certain types of medications. In more serious cases, an oculogyric crisis can also be accompanied by seizures, restlessness, and agitation. Along with certain antipsychotic medications, an oculogyric crisis can also be seen in patients dealing with conditions such as Tourette’s syndrome and Parkinson’s disease, though it is most commonly seen in psychiatric patients.



While most of these side effects are not life-threatening, there are more serious conditions linked to antipsychotic use. One of the most serious of these conditions is known as neuroleptic malignant syndrome (NMS). Symptoms of NMS include high fever, mental confusion, unstable blood pressure, sweating, rapid heart rate, and rigid muscles. If left untreated, NMS can lead to kidney failure, seizures, and death. Though the introduction of atypical antipsychotic drugs has made NMS much rarer, about fifteen out of every one hundred thousand psychiatric patients still develop this condition in some form.

Another commonly reported side effect of some medications is weight gain. Though most people on medication tend not to have significant problems, some may find themselves gaining a great deal of weight. This kind of obesity can give rise to additional health problems, including increased risk of diabetes, heart disease, or hypertension. The psychological impact of significant weight gain can also lead to problems with self-esteem, depression, and self-isolation. Discuss any weight gain concerns with your doctor and see if there are better treatment alternatives.

Again, while new medications are considered safer, it still needs to be recognized that antipsychotic medications can have serious medical consequences in many patients. This is why all people on these medications need to be carefully monitored, including having regular blood tests and medical checkups, to catch potential problems as they develop.

Unfortunately, even if medications are taken as prescribed, they may still affect patients in different ways, depending on their metabolisms. Some people are fast metabolizers, meaning that the enzymes in their blood may break down the medication and prevent it from having an optimum effect. Other people are poor excreters, so their medications are eliminated slowly and stay in their system longer.

The amount of medication needed is also going to vary depending on body weight, age (older patients needed lower doses), and gender (we will explore that in an upcoming section). This is why it is especially important that blood levels be monitored to determine whether medication is being properly metabolized.

What Other Medical Issues Can Occur with Antipsychotic Medications?

Along with side effects that may occur with antipsychotics, another issue that needs to be recognized is the potential for toxicity effects if too much is taken. Toxicity can occur when someone has accumulated too much of a specific drug in the bloodstream or in other tissues of the body. While toxicity is an issue that can occur with any pharmacological agent, it is a special concern with antipsychotic use because many schizophrenics require high doses of a given medication to control their symptoms.

While not every schizophrenic will require being placed in a locked hospital ward during the course of a serious episode, many of the patients in these wards are often given high “as required” doses of medication to make them more manageable. Though the use of high-dosage antipsychotics to manage psychiatric patients remains controversial, many psychiatrists prescribe “as required” medication to be given at the discretion of the hospital staff.

Even after patients are released from the hospital, they may still be placed on high-dose regimens to control their symptoms despite the possible medical problems that can occur. Another consequence of high-dose regimens deals with possible drug tolerance, which is the reduced response to the medication as the body becomes increasingly adapted to the higher dosage. As with many recreational drugs, drug tolerance can also increase the risk of side effects and produce withdrawal effects when patients are weaned off the medication.

Another medical issue that can occur with antipsychotic medication is increased suicidal thinking. Though more common with antidepressant medications, schizophrenics taking medications that act as mood stabilizers may also find themselves thinking about suicide more frequently than usual. Any patient experiencing suicidal thoughts, particularly after starting a new medication, needs to seek medical help immediately.

If any issues arise that suggest that another medication may be more suitable, the prescribing physician will slowly change the patient to the new drug. This usually involves reducing the current medication while starting the patient on the lowest possible dose of the new drug. Assuming there are no adverse effects, the patient is then weaned off the old medication and the new drug is slowly raised to the level considered more appropriate. This often involves a fine-tuning process during which the physician watches for adverse effects from the new medication as well as possible withdrawal effects from the old medication.

Anyone who has concerns about potential issues with drug toxicity or tolerance needs to educate themselves about the medication being prescribed, including possible side effects, drug toxicity, and possible drug interactions if other medications are being taken as well. Most dispensing pharmacists are willing to answer questions, and information packages for most medications are available as well.

How Long Should Patients Keep Taking Medication?

For most people diagnosed with schizophrenia, the risk of possible relapse means that they will need to keep taking their antipsychotic medication despite the potential risks of long-term use. Over the past few decades, there has been an active debate over the best treatment strategy for long-term antipsychotic treatment of people with schizophrenia. While most psychiatrists recommend continuous antipsychotic maintenance treatment (using a constant dose of medication after symptoms go into remission), concerns about side effects and drug toxicity have resulted in increased support for an intermittent treatment approach. With intermittent treatment, patients are gradually weaned off all antipsychotic medication and carefully monitored to see if any new symptoms develop. Patients showing prodromal signs suggesting that a relapse may occur are then placed on medication to stabilize their condition.

Most research studies comparing continuous and intermittent treatment strategies show better results for continuous treatment, including reduced risk of relapses and hospitalization as well as lower mortality rates overall. Still, advocates for intermittent treatment argue that not all patients who go through a first episode of schizophrenia will necessarily experience a relapse. For these patients, discontinuing medication makes good sense, as it avoids long-term medical problems, including side effects. Also, some studies comparing continuous and intermittent treatment suggest that patients have a similar risk of relapse over longer periods of time. In one 2014 study, for example, intermittent treatment patients showed a higher recovery rate than patients taking medication continuously.

Still, even for schizophrenics who need to stay on medication long term, there are some important factors that need to be taken into consideration. For example, some patients are especially sensitive to side effects and may want to discontinue their medication, even knowing that this will put them at increased risk of relapsing. Anyone seeking to discontinue their medication needs to be aware of the risks and potential trade-offs.

In recent years, medical organizations around the world have formulated specific guidelines over long-term antipsychotic treatment for schizophrenia. While continuous treatment with medication remains the gold standard to avoid the risk of relapse, the question of how long medication should be continued and at what dosage remains controversial.

Though an estimated 20 percent of schizophrenics will never relapse and will likely not require further medication, there is still no proven way of predicting who will relapse and who will not. While machine learning approaches to predicting relapse—that is, using mathematical models to determine who is at risk—is showing some promise, more research needs to be done.

When Medication Is Discontinued

For now, the decision of whether to choose the continuous or intermittent treatment approach should only be made by a patient in consultation with the treating psychiatrist. However, even for patients being treated continuously, treatment may be discontinued if there are no further symptoms after several years (but only in patients with no history of relapsing). While some patients may want to stop their medication earlier, it is vital that they are fully informed of the potential risks involved and that the treatment be stopped on a gradual basis to avoid withdrawal effects and other possible medical complications.

According to a 1992 study, tapering off antipsychotic medication over an eight-week period resulted in only an 8 percent relapse rate. For patients who withdrew over a much shorter time period (around two weeks), the relapse rate was as high as 50 percent. Even with gradual withdrawal, the risk of relapsing appears highest during the first six months after the medication is discontinued.

Along with the need for gradual withdrawal, there are other factors that can increase the risk of relapsing when coming off medication. These include how high a dosage a patient is taking, whether or not the medication is taken orally or by injection (injected medication usually requires a much longer withdrawal period), and how long a patient has been taking the antipsychotic medication. One useful rule of thumb is to require one month for every year someone has been on the medication, though this can vary depending on the patient’s condition and whether any medical complications occur.

Patients coming off medication also need to be careful about withdrawal effects. While gradual withdrawal can reduce these effects, it is important to remember that people who have been on these medications for long periods of time are likely to experience problems with anxiety, insomnia, nausea, vomiting, restlessness, sweating, extreme salivation, and hypertension, to name just a few possible symptoms. Hallucinations and delusions may also occur, though this should not be confused with relapsing.

For patients who are trying to function on low-dose medication, or who are doing without medication altogether, the social support available is going to be a vital part of avoiding relapse. If family members, friends, or health care professionals do not support the decision to discontinue medication, their negative attitudes are going to influence how well a patient functions over time.

Do Men and Women Respond Differently to Antipsychotic Medications?

While men and women can both develop mental disorders such as schizophrenia, clinicians and researchers have long reported that women tend to have better treatment outcomes than men. Women are not only hospitalized less often, but they also have a lower suicide rate, are less likely to get in trouble with the law, and are more likely to maintain close relationships with family and friends.

To try to understand why gender differences exist, researchers have conducted numerous studies comparing men and women in terms of the symptoms they develop as well as how they respond to antipsychotic medications. For example, men with schizophrenia tend to develop symptoms earlier than women and, as a result, often receive antipsychotic medication much earlier. Also, men and women metabolize the medication they receive at different rates, especially medication taken by mouth, due to differences in enzyme activity.

On the other hand, differences in physique between genders can make women more likely than men to accumulate medication in their body fat, which can have longer-lasting effects than for men. Overall, though, men have a longer lifetime exposure to antipsychotic medications and are more likely to develop side effects that might interfere with treatment.

Research studies have also shown significant differences between men and women in terms of how they respond to specific medications. For example, a recent eight-week study comparing men and women treated with olanzapine shows that women are far more likely than men to have higher drug concentrations in their systems over time despite receiving identical doses. Sex hormones such as estrogen may also influence how medications are absorbed into women’s systems, especially at different stages in their menstrual cycle.

There are also important differences between men and women in the kinds of treatment they receive as well as the symptoms that they develop. Women are far more likely than men to be prescribed antidepressant medication along with antipsychotic medication They are also less likely than men to have other substance issues, such as alcohol, tobacco, or recreational drug use. Women are also less likely than men to be given medication to control other symptoms, such as hostility, aggression, or disorganized behavior. Not only are women less likely to be violent, but, being smaller than men, they are also usually not seen to be as threatening by staff.

While women appear to respond effectively to lower antipsychotic doses than men, they also appear to be more vulnerable to side effects. Based on available research, women have substantially greater risk of adverse complications than men. In fact, adverse drug reactions in women have led to eight of ten antipsychotic medications being withdrawn from the U.S. market in recent years. There can also be complications related to hormone changes from menstruation, pregnancy, and menopause that pharmaceutical companies do not often anticipate when seeking government approval for new medications.

Though more research is needed, psychiatrists and other mental health professionals need to recognize that schizophrenic men and women may differ widely in terms of long-term treatment needs, the kinds of symptoms they develop, and the problems that can arise with antipsychotic medications.

WHAT IS TREATMENT RESISTANCE?

Approximately one-fifth to one-third of all people experiencing active psychotic symptoms are not going to respond to antipsychotic medication. This is known as treatment-resistant schizophrenia, and it accounts for most psychiatric patients who need to stay in the hospital for long periods of time.

Not every schizophrenic requiring extensive hospitalization is going to be treatment resistant, however. As a rule, there can be different reasons why some patients do not respond to medication, including persistent failure to take medications as prescribed as well as additional problems such as substance abuse, chronic stress, or poor family support. For that matter, even patients who are not responding to medication may simply require being placed on a new medication that might be more effective.

A formal diagnosis of treatment-resistant schizophrenia usually requires experiencing severe positive symptoms as well as failing to improve on medication for two years or more. Once this diagnosis is made, a patient can be tried on newer antipsychotics, such as clozapine, which appear to work better with treatment-resistant patients. Unfortunately, clozapine and other newer generation medications, such as risperidone, paliperidone, and olanzapine, carry medical risks that require careful blood monitoring to avoid the development of serious medical problems. This is something that needs to be carefully explained to patients and their families so that they are aware of potential risks.

Another issue with treatment-resistant schizophrenia is the difficulty that patients who are frequently hospitalized often experience on returning to the community. Without medication to stabilize their symptoms, the risk of relapse is frequently greater than usual, and, as a result, they need to be closely monitored at all times.

Though it is still unclear why some schizophrenics do not respond to conventional treatment, brain imaging studies suggest that it may link to subtle differences in cognitive functioning and neuroanatomy. For example, a 2020 study comparing treatment-resistant schizophrenics to schizophrenics who respond to treatment showed that treatment-resistant patients tended to have more problems with working memory as well as reduced hippocampal volume. Other research suggests there may be genetic factors and biochemical factors at work, though this remains controversial.

While treatment-resistant schizophrenia continues to be a major problem in psychiatric populations, the development of newer medications is helping more patients than ever. In addition to medication and counseling, there are some intriguing new treatment approaches that can also help more schizophrenics. These are discussed in the next two sections.

CAN DIRECT BRAIN STIMULATION BE USED TO TREAT SCHIZOPHRENIA?

In chapter 2, we already covered the use of electroconvulsive therapy (ECT) in treating schizophrenics. Despite the strong opposition ECT still receives, it continues to be used in treating patients with treatment-resistant schizophrenia. While research does suggest that ECT can be effective, concerns about potential long-term effects, including memory loss, as well as the ongoing controversy over why ECT works have led to the development of newer alternatives that may well replace ECT altogether.

Over the past few decades, there has been increasing interest in the use of direct brain stimulation to help treat different psychiatric conditions, such as depression and schizophrenia. Direct brain stimulation eliminates many of the risks associated with ECT, and research suggests that it can also help improve cognitive functioning in general.

The two main techniques available for human brain stimulation are transcranial direct current stimulation (TDCS) and transcranial magnetic stimulation (TMS). The first of these techniques, TDCS, uses a pair of electrodes to deliver low currents to specific regions of the brain. The rationale for TDCS is that using current in this manner will created an electric field that modifies the polarization of the resting membrane, which either increases or decreases neural activity according to the polarity of the current. In a typical TDCS trial, a participant completes a cognitive task to establish a baseline. Then the current is administered for ten to twenty minutes, after which the task is completed a second time to see whether there is any improvement.

Depending on the polarity of the current used, TDCS can either lead to improved or worsened performance, though the size of the effect usually varies depending on the amount of current used and the duration of the stimulation. While critics argue that TDCS is just an improved form of ECT, the only adverse effects detected to date have been headaches and itchiness at the site of stimulation, so long as proper safety protocols are followed.

The other main technique, transcranial magnetic stimulation (TMS), involves using an electrical coil held above the head. When a current passes through the coil, a magnetic field is produced that causes a secondary electrical current in specific regions of the brain, depending on where the coil is placed. The effect of this secondary electrical current can either increase or decrease neural activity, depending on how and where the magnetic field is applied. TMS can be administered in the form of a single pulse or repeatedly, and it tends to be more expensive than TDCS, though its effect is also more powerful.

As far as cognitive stimulation is concerned, the effects of both TDCS and TMS can persist for quite some time after the stimulation takes place. These aftereffects are important in determining whether this kind of brain stimulation improves cognitive functioning and how long the benefits last.

In looking at the benefits of TDCS and TMS for schizophrenics, most research has focused on negative symptoms that are often hard to treat with conventional medications. Those few research studies done to date suggest that TMS in particular can be extremely effective, with symptoms such as impaired attention, lack of motivation, and the inability to feel pleasure improving significantly after only twenty sessions. As for TDCS, meta-analysis studies indicate that direct current stimulation can improve working memory, attention, and social cognition in schizophrenics as well.

While more research is needed, early research highlights the significant promise of TDCS and TMS in treating negative symptoms. Part of the appeal of direct brain stimulation is the flexibility of its use, which allows it to be combined with medication, psychotherapy, and cognitive remediation treatment.

HOW EFFECTIVE IS COGNITIVE REMEDIATION WITH SCHIZOPHRENICS?

As discussed in previous chapters, an estimated 75–85 percent of all people diagnosed with schizophrenia are prone to a wide range of cognitive impairments, including memory, attention, and language deficits that typically become more severe over time. The most persistent cognitive problems often appear long before the first true psychotic episode, even in early childhood, but they fail to be identified as being linked to schizophrenia until much later in life.

While antipsychotic medication can help treat many of these cognitive problems, at least in patients who are actively psychotic, treating the negative symptoms that occur in chronic schizophrenics is more difficult. The cognitive deficits often seen in schizophrenics may also increase the risk of relapse due to the stress that results from being unable to comprehend or react to new information as it arises. Cognitive problems can also make it more difficult for schizophrenics to function in the community, hold down a job, or attend school. Along with the increasing stress this causes, cognitive problems may also worsen self-esteem and make it more difficult for schizophrenics to participate in treatment, including remembering to take medication or to use coping techniques they might have been taught.

In recent years however, new approaches have been developed to teach schizophrenics to overcome cognitive deficits through rehabilitation exercises to build up critical thinking skills and make patients better able to function independently. Though not all schizophrenics will necessarily require this kind of cognitive training, it can be extremely beneficial for those who are showing cognitive problems that interfere with normal functioning.

While cognitive training programs are widely available online or as smartphone apps, people experiencing the kind of cognitive deficits seen in schizophrenia are usually better off participating in one of the structured programs described in the following sections. These programs are intended to enhance cognitive skills and build up self-esteem and confidence as users work through the treatment modules.

Neuropsychological Educational Approach to Rehabilitation (NEAR)

Designed as a group treatment program, the Neuropsychological Educational Approach to Rehabilitation (NEAR) focuses on encouraging group members to progress at their own pace in improving different cognitive functions. Working in groups of six to eight clients, NEAR encourages group members to develop a shared sense of community, even though they all work independently. Since clients progress at their own pace, there is no set starting or ending date, and new clients can join at any time. NEAR sessions occur twice a week, and individual sessions are typically sixty to ninety minutes long. A major part of each session involves working on individual cognitive activities (usually computer based) followed by a brief bridging session during which clients discuss how cognitive training can apply to real-world situations. Though clients are free to choose different training activities, they also work under the direction of the supervising therapist, who can guide them on those activities that fit their individual cognitive profiles best. Part of the advantage of NEAR is that sessions can take place in many different settings, such as outpatient rehabilitation programs, inpatient settings, supportive housing, and even forensic settings (such as jails or prisons).

Integrative Psychological Therapy for Schizophrenics (IPT)

Developed as a manual-based cognitive behavioral therapy (CBT) program for schizophrenic patients, integrative psychological therapy (IPT) is most commonly carried out in group therapy sessions, usually with only five to eight participants at a time. The sessions take place three times a week and can range from thirty to sixty minutes. Recognizing that cognitive deficits can undermine basic social behavior, the IPT program is made up of a series of subprograms that focus on different aspects of cognitive functioning and social living. The first three subprograms, cognitive differentiation, social perception, and verbal communication, are aimed at targeting specific cognitive abilities that underlie normal social functioning. Along with the material presented during the group sessions, patients also engage in shared group activities aimed at helping them improve and practice these cognitive abilities. The fourth and fifth subprograms, social skills and interpersonal living, primarily focus on building social and communication skills.

The cognitive subprograms are based on laboratory studies of human cognition, and the social subprograms are similar to the social skills training commonly used with many clinical populations. More than twenty years’ worth of research studies show that patients completing IPT do at least as well as those in less extensive psychosocial treatment. Still, there is controversy over whether the cognitive components of IPT actually contribute to its overall effectiveness. Some critics have argued that the benefits of IPT come solely from the social skills training and that cognitive remediation may not be useful in treating schizophrenics.

Cognitive Enhancement Therapy (CET)

First developed by Prof. Gerard Hogarty and Samuel Flesher, PhD, at the EPICS Program at the University of Pittsburgh Medical School, cognitive enhancement therapy (CET) used cognitive training exercises to improve cognitive functions such as memory, attention, and problem-solving. As cognitive impairments affect different aspects of social cognition (including cognitive flexibility and language comprehension), CET sessions are structured to help schizophrenics improve specific thinking skills and improve recovery. During forty-eight weekly sessions conducted by staff members referred to as CET coaches, patients participate in close groups of eight to twelve individuals. In these groups, the coaches engage patients in interactive discussions about different aspects of social cognition, have the patients pair off to engage in cognitive exercises, and review homework assignments. In addition to the regular group sessions, CET coaches also provide weekly thirty- to sixty-minute individual coaching sessions, and they pair off patients to engage in computer-based neurocognitive exercises.

While CET is based on a set curriculum, there is still enough flexibility to allow patients to progress at their own pace and to receive additional help to address problems as they arise. Though not as linear as IPT, both treatment approaches have many similarities in terms of training exercises.

PSYCHOTHERAPY AND SCHIZOPHRENIA

While most people diagnosed with schizophrenia are successfully treated with antipsychotic medications, supportive counseling and psychotherapy continue to be essential in helping with many of the problems schizophrenics face in the community as well as teaching them valuable coping skills. Over the past decade, numerous clinical trials have demonstrated the effectiveness of different therapeutic approaches in helping schizophrenics deal with both positive and negative symptoms and in helping to prevent relapses and keep schizophrenics in the community as long as possible.

Cognitive Behavioral Therapy (CBT)

Of the different treatment approaches, cognitive behavioral therapy (CBT) remains the most widely used. In fact, most of the clinical trials completed to date have focused on CBT in treating symptoms of schizophrenia. While most of these studies have dealt with outpatients living in the community, there are also a small but growing number of studies showing the effectiveness of CBT in helping hospitalized patients with acute psychosis.

Based on principles taken from both cognitive and behavioral psychology, CBT focuses on identifying and changing cognitive distortions that influence thoughts and behaviors. As part of the treatment process, therapists train patients in different techniques for coping with stress, regulating emotions, and evolving coping strategies for dealing with life crises and daily hassles.

Though CBT was originally developed for treating depression, it has since been expanded to treat a wide range of mental health problems, including substance abuse, anxiety disorders, post-traumatic stress disorder (PTSD), and personality disorders. Much of the clinical research into CBT and depression suggests that it can be as effective as antidepressant medication. Specialized forms of CBT have also been developed for different clinical populations, including children and adolescents, victims of domestic and childhood abuse, and people with eating disorders.

In treating patients with schizophrenia, therapists using CBT techniques typically begin with forming a strong therapeutic alliance, that is, making the patient an active participant in the treatment process. Once this alliance is established, the therapist will teach cognitive restructuring techniques to target specific psychotic symptoms. It is especially important for therapists to avoid being too confrontational with patients because this will undermine the therapeutic alliance and encourage the patient to drop out of treatment.

Acceptance and Commitment Therapy

As part of a third wave of CBT, therapists have developed new therapies that incorporate principles such as acceptance and mindfulness into a cognitive behavioral framework. Acceptance involves teaching patients to accept the reality of unpleasant or unwelcome aspects of their lives in a way that does not encourage feelings of despair or helplessness. Mindfulness is the use of meditation and other techniques to increase personal awareness of the here and now.

Acceptance and mindfulness are both essential aspects of acceptance and commitment therapy (ACT), which combines CBT with research into the role of language in cognition. Using ACT principles, patients are encouraged to accept internal events in a nonjudgmental way and work toward behavioral goals. For psychotic patients in particular, this involves learning to accept symptoms such as hallucinations and delusional thinking and keeping these symptoms from undermining their recovery.

For patients with psychosis, ACT typically consists of different modules that are presented on a weekly basis over a period of four to six months. Though mostly oriented toward patients living in the community, ACT programming can also be provided for hospital inpatients, usually to help prepare them for release. Treatment modules include the following:


◆Psychoeducation: This module teaches patients about psychotic symptoms and how they can be handled without giving in to despair or pessimism.

◆Introduction to the ACT model: This module explores different coping strategies, including strategies that failed to work in the past, such as trying to hide symptoms and unhealthy ways of responding. It also involves teaching patients to avoid making value judgments about their symptoms.

◆Mindfulness and acceptance exercises: This module includes the “soldier in the parade” exercise, in which patients visualize their thoughts as soldiers in a parade marching by. Through exercises such as these, patients learn to accept their thoughts without giving in to hopelessness or despair.

◆Clarifying values and goals: In this module, patients identify clear and attainable goals and the different ways these goals can be attained. They also learn how to deal with unexpected roadblocks and alternative ways of attaining the same goal.

◆Discussion and review of homework assignments. Homework assignments are intended to be carried out on a daily basis. Any problems that arise are discussed during group sessions.

◆Preparation for discharge from program. During the final sessions of the therapy program, patients discuss their goals and how to apply the principles covered in the program to attain them. This can also include educating patients about community resources that can be used if problems develop.



While research into the effectiveness of ACT in treating psychosis is still limited, early studies have shown good results in improving social functioning, reducing the distress that can come with hallucinations, and promoting overall improvement. Though there are different factors that can trigger relapses, ACT does appear to help patients stay in the community and avoid returning to the hospital much longer than conventional treatment (including medication alone). In a 2002 study looking at the rehospitalization rates of patients in their first year postrelease, approximately 20 percent of patients in the group receiving ACT returned to hospital within four months of release compared to 40 percent for the conventional treatment group. Other studies showed smaller rehospitalization rates, though differences in the research methods used make direct comparison difficult.

Treatment programs such as CBT and ACT can help reduce many of the problems experienced by schizophrenics in the community, but they should not be viewed as an alternative to medication. Also, while CBT is widely accepted as a clinically effective psychotherapy, the majority of schizophrenics in the hospital and in the community do not receive any treatment besides medication.

According to available research, only 21 percent of schizophrenics actually attend treatment programs, usually due to a lack of available programs or health providers. Based on research by the American Psychiatric Association’s Practice Research Network, psychotherapy is extremely rare for schizophrenics in Medicare and Medicaid programs as well as for patients over the age of sixty-five. As a result, far too many schizophrenics receive no psychotherapy at all.

Supportive Counseling

There are numerous different treatment approaches that a therapist may use when providing supportive counseling to schizophrenic clients. While not as structured as approaches such as CBT and ACT, effective supportive counseling typically begins with establishing a trusting relationship between the therapist and client. By showing clients that they are respected and valued, counselors can help them work through their negative emotions and fears and learn to not to keep their problems to themselves.

Supportive counseling is usually open-ended in nature, meaning that counseling sessions can continue as long as the client feels they are needed. Even after the treatment ends, the counselor can still act as a resource person that the client can call when new crises develop. To avoid problems with emotional dependence, clients are also taught how to cope more effectively with their symptoms as well as with any problems that might occur. Unlike more psychodynamic approaches, clients receiving supportive counseling are encouraged to focus on their present lives instead of whatever past issues might be influencing their mental functioning.

Evaluating the effectiveness of supportive counseling can be difficult due to the various forms that such counseling can take. Still, research studies looking at supportive counseling suggest that it can be as effective as CBT in helping schizophrenics cope with negative symptoms and reducing delusional thinking. Such counseling can also help clients build up self-esteem and overcome problems with social anxiety and relationships.

Other studies looking at the effectiveness of supportive counseling in schizophrenics suggest that its greatest value lies in the strength of the therapeutic relationship. A 1990 study examining 143 schizophrenics in therapy showed that those who formed good alliances with their therapists in the first six months of treatment generally functioned better after two years than those who did not. Along with requiring less medication, they also stayed in therapy longer and had more positive outcomes than patients who did not report a strong relationship. Establishing this kind of alliance is also essential in helping patients handle new challenges as they occur, including beginning group therapy.

Social Skills Training (SST)

Many schizophrenics display significant social skill impairments in terms of how they interact with others, handle emotions, or deal with daily responsibilities. This can occur for a variety of reasons, including feeling isolated due to psychiatric symptoms, having to cope with repeated hospitalizations, and long-term issues stemming from childhood abuse or neglect. Over the past three decades, numerous treatment programs have been developed to help schizophrenics gain better social skills.

Often based on behavioral theories and techniques, social skills training (SST) relies on behavior modeling, corrective feedback, coaching sessions, and positive reinforcement to shape how schizophrenics behave in simulated situations and help them to respond appropriately to the same kind of situations in real life.

Though SST programs vary widely in terms of the skills being developed, how long they run, and whether they occur in hospital settings or in the community, they often follow the same basic principles. A trainer leads participants through a series of teaching modules that focus on goal setting, role-playing, following conversational and behavioral scripts, and learning to recognize language and nonlanguage cues. Participants are also taught how to appropriately handle their emotions, including learning about the kinds of emotional display that may, or may not, be appropriate in specific situations.

The ultimate goals of SST are to apply what is learned in the training sessions to real-life situations and to become more socially competent. Along with improved conversation skills, SST also helps participants develop greater assertiveness and handle the social anxiety that might prevent them from forming strong family and friendship bonds. Research has shown that this kind of social competence helps to protect schizophrenics from the harmful effects of cognitive deficits as well as to manage stress more effectively.

Social skills training is especially important for schizophrenics with a longstanding history of personality problems and social isolation stemming from problems in early childhood. People with troubled childhoods are not only more vulnerable to developing schizophrenia, but they are also far more prone to developing negative symptoms and relapse more frequently than more socially appropriate schizophrenics.

While SST can be used for individual participants, it is most usually done in a group setting, with one trainer working with four to twelve participants. Sessions are usually forty-five to ninety minutes long and can be conducted one to five times a week. Part of the appeal of SST is that it can be delivered over long periods of time. More experienced participants take on the role of assistant trainers and help less experienced participants with their own training.

Research studies examining the effectiveness of SST have shown that it can be especially useful in teaching critical life skills that many schizophrenics with a long history of hospitalization may lack. This means preparing them for living in the community and holding down a job or attending school. SST can also help schizophrenics achieve personal goals by training them in goal-oriented behavior and providing them with opportunities to practice their new skills in a nonjudgmental way.

Group Therapy

While most of the treatment approaches discussed so far involve therapists working with patients on an individual basis, group psychotherapy programs in which one counselor treats multiple patients at the same time are also widely used with schizophrenic patients. Part of the appeal of group therapy is that it allows patients to interact with others who are experiencing similar symptoms in an open and nonconfrontational manner. Also, given the shortage of trained professionals, it is often more feasible to offer treatment in groups rather than focusing on individual therapy.

At present, the most widely used group therapy approaches are cognitive behavioral therapy (CBT), social skills training (SST), multifamily group (MFG) therapy, and psychoeducation, though cognitive remediation, metacognitive training, and integrated psychological therapy (IPT) groups are also becoming more common.

While the format can vary, depending on the issues discussed and the nature of the treatment program, sessions typically involve a trained mediator leading the group and encouraging group members to share their own experiences and coping issues as well as discussing possible solutions. Since group members can join at any time, there is usually no fixed starting or ending date for therapy groups. Also, much like supportive counseling, whether a patient continues in group therapy depends on the strength of his or her relationship with the mediator and the other members.

Schizophrenics who are actively psychotic or are experiencing significant positive symptoms are rarely capable of functioning in a group setting. For this reason, group treatment is usually restricted to patients who are on medication to control their symptoms and who have already attended individual counseling or psychotherapy to prepare them for group therapy. Patients who are dealing with other issues, such as substance abuse, social anxiety, or suicidal thinking, may also not be considered good group therapy candidates because they have issues that are better dealt with individually.

How effective is group therapy for schizophrenics? One recent meta-analysis study comparing different treatment approaches, including CBT and MFG therapy across twenty-six hundred studies and over four thousand group patients, showed that group therapy can be effective in controlling positive and negative symptoms. Though the effect size is relatively small, patients generally reported good results for at least a year after ending group treatment. In looking at specific types of treatments, social skills training (SST) proved to be the most effective treatment overall and showed reliable improvement in positive symptoms, negative symptoms, and overall clinical outcome. Cognitive remediation (CR) and psychoeducation also showed small but stable benefits for patients in terms of negative symptoms and overall clinical outcome. As for other treatment approaches, including multifamily therapy and cognitive behavioral modification, there was little evidence that they were particularly effective with schizophrenic patients, which is a surprising result considering their widespread use.

Since cognitive behavioral psychotherapy is usually considered the gold standard for treating patients dealing with issues such as schizophrenia, more research is needed to determine whether there are better treatment approaches that can be used. For now, group therapy programs are typically used in conjunction with other treatments, including medication and individual supportive counseling, to ensure that schizophrenics receive the necessary care to help them recover faster.

Other Forms of Therapy

There are a wide range of different therapies that have been attempted with schizophrenic patients over the past century. Many of the earliest therapists used psychoanalytic approaches based on the teachings of Sigmund Freud and his disciples. While Freud himself acknowledged that psychoanalysis did not cure schizophrenia, later therapists, such as Melanie Klein and Harry Stack Sullivan, were more optimistic. Still, the successes they reported seemed to depend more on the strong therapeutic relationship between therapists and their clients rather than the kind of treatment used (much like supportive counseling). Despite little actual research looking at the effectiveness of psychoanalytic therapy in treating schizophrenia, some clients do report benefiting from long-term psychoanalysis. According to one 2006 study comparing different therapies, including psychoanalysis and CBT, the treatment outcomes seemed to be equivalent, though more research needs to be done.

Other forms of therapy may also be used, depending on the specific needs of the schizophrenic patients and whether their symptoms are controlled enough to allow them to participate. These may include the following:


◆Family therapy is used for schizophrenics who are trying to work out relationship and communication issues with family members. This is not a standalone treatment approach but is usually done with patients already attending individual or group treatment.

◆Art therapy, music therapy, dance therapy, and other forms of “nontalking” therapy approaches can also be beneficial in treating schizophrenics, though there has been little research done to date concerning overall effectiveness.



Online and Self-Help Programs for Schizophrenics

While online resources are becoming more common for treating many different mental health issues, including substance abuse, depression, and suicide, there has been relatively little research looking at how these resources can help people dealing with psychosis. That includes mobile health (mHealth) programs using smartphones to monitor schizophrenics in the community as well as to help them keep their symptoms under control.

Many of these mHealth apps use reminders, text messages, or screens with written information, including videos of clinicians “speaking” to patients through their phones. Since smartphones have become increasingly common, including among people with mental illness, using videos to provide timely help to people in crisis is seen as an important step toward providing a “digital therapist in one’s pocket” (according to a recent report from the U.S. Department of Health and Human Services).

A 2018 study tested the effectiveness of mHealth applications with a small sample of patients diagnosed with schizophrenia and schizoaffective disorder. Each patient was tested to ensure basic proficiency with a smartphone and then assigned a phone with an mHealth application already installed as well as a set of headphones. Results so far suggest that this kind of treatment can help many schizophrenics in the community, though more research needs to be done before mHealth applications before more widely accepted.

For now, mHealth applications to treat schizophrenia are still very much in the experimental stage, and it will probably take many years and extensive research before they become used on a regular basis. Digital and online aids may well become part of the standard treatment in time, but only in conjunction with more established treatments, such as medication and conventional psychotherapy.

Residential Treatment

Along with the different treatment programs discussed so far, there are also residential treatment programs that show promise for treating schizophrenics. Much like residential treatment programs for people with other mental health issues, such as addiction, these programs involve having patients live full time in a residential setting where they can interact freely with trained staff as well as other patients with similar problems. The following sections present two prominent examples.

The Gould Farm Experience

First founded in 1913, Gould Farm is a nonprofit residential treatment center located on a seven hundred–acre working farm located in Monterey, Massachusetts. At any given time, the center has thirty to forty guests (as clients are called) who have been diagnosed with schizophrenia, schizoaffective disorder, bipolar disorder, or depressive disorder and have a past history of inpatient treatment. Referrals to the program usually come from other treatment programs, mental health professionals, or self-referrals from clients who learn about Gould Farm online. There is also a sliding-scale fee schedule that permits guests from all financial backgrounds to attend.

Based on a recovery-focused model, the treatment program combines traditional counseling services and medication as well as a unique work program to help guests develop social, work, and interpersonal skills. The work program allows people of all ability levels to engage in meaningful work for thirty hours a week. The guests are rotated through different work teams, depending on their level of functioning. For example, they can be assigned to the farm team that performs farm chores, such as collecting eggs and milking cows; a kitchen team that prepares meals; or a forest and grounds team that is responsible for clearing trails and maintaining the farm. Guests also prepare and serve breakfast at the farm-to-table restaurant that helps support the Gould Farm program. All the jobs performed by guests are designed to help build self-confidence and promote healing.

One of the strengths of the Gould Farm approach is the shared interpersonal community, which consists of staff members and their families (who live on the grounds and regularly interact with guests). Along with helping with the work program, staff also meet with guests on a regular basis to review treatment goals. Other services include support groups, a transition counselor, and a consulting psychiatrist to review medication. Guests are also encouraged to take part in recreational activities and physical wellness programs (including nutrition and addictions counseling) organized by staff and volunteers. Another unique aspect of the Gould Farm center is that all guests are required to have a “family partnership” that includes at least one family member who can participate in treatment and discharge planning.

Research studies looking at milieu settings such as Gould Farm are often difficult to carry out because cases can vary widely. For example, there is no fixed schedule for guests, and the length of their stay can range from a few years to six years in some cases. There are also significant differences among residents in terms of diagnosis, severity of symptoms, and the treatment received. Despite these problems, research studies looking at the Gould Farm program show extremely positive results for clients dealing with schizophrenia and other mental disorders. Along with improvement in symptoms, clients also report significant improvements in overall quality of life. Also, in at least one recent study following former clients for up to three years after their release from the program, relatively few of the clients studied needed to be rehospitalized or placed in another treatment center.

Soteria Houses

Originally founded by psychiatrist Leonard Mosher in 1971, the first Soteria house was based on a recovery model linked to the research of Harry Stack Sullivan. Soteria facilities are usually set in community-based residences rather than hospitals and can accommodate up to ten residents at a time. Diagnosed schizophrenics can be admitted at any stage in their recovery (including actively psychotic patients), depending on their ability to participant in the program. Admission is very informal, and many schizophrenics admit themselves whenever they are feeling in distress.

Staff members are always on hand to provide emotional support, though no actual treatment sessions take place in the house. The house is also a drug-free treatment environment, so all residents are required to refrain from any form of drug or alcohol, including prescription medications, which might not make it suitable for residents who require medication to stabilize their condition. Under specific circumstances, medication may be used, though residents are encouraged to deal with their symptoms without drugs as much as possible.

Residents and staff members work together in making treatment decisions and, as opposed to staff in psychiatric hospitals, are trained to deescalate emotional or behavioral outbursts that might otherwise be dealt with through the use of restraints or medication. Residents and staff members also share household chores, and residents are encouraged to make their own choices while still staying in contact with their outside support networks.

Due to the informal nature of the Soteria program, residents are free to leave the program while still being able to stay in touch through drop-in visits or phone-in support. They may also return to meet with staff members with whom they have developed an emotional bond. Though all staff members are supervised by on-site program supervisors, consulting psychiatrists involved with the program maintain a hands-off attitude to downplay the role of the medical model in treatment. This has generated controversy in the past over the effectiveness of Soteria programs, with many critics arguing in favor of more medication-based programs.

The original Soteria program closed in 1983 due to a lack of financial support; however, follow-up programs have been established in many European countries, including Sweden, Germany, Finland, and the United Kingdom. There are also still Soteria houses located in the United States, though they tend to be more supportive of medical model approaches, including encouraging residents to stay on medication while in the program. Even though they tend to be relatively successful and often compare well with more standard hospital approaches (with patients being able to function on significantly lower doses of medication than in more conventional settings), there is still considerable controversy over the Soteria approach, which may make many schizophrenics reluctant to participate.
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Long-Term Prognosis and Potential Complications

One of the first questions schizophrenics and their family members ask after being initially diagnosed is whether a true cure is possible. For most people, a cure implies reaching a point where someone can remain symptom-free without the need for ongoing treatment or medical support. But is this a realistic prospect for schizophrenics?

According to many critics, the insistence on a true cure stems from a belief in what is known as the medical model of schizophrenia, that is, treating it purely as a disease, with patients as passive recipients of treatment from health care professionals. Instead, they suggest that schizophrenics should focus on a recovery model or a recovery and self-empowerment model that treats people as individuals instead of focusing purely on their diagnosis or symptoms. This means encouraging schizophrenics to take charge of their own lives and become active participants in the recovery process. It also means encouraging them to set their own goals and decide what needs to be done to accomplish them.

Though different forms of treatment, including medication, psychotherapy, cognitive rehabilitation, and counseling, are a necessary part of recovering, whether schizophrenic patients actively participate in treatment often depends on how they view themselves and their symptoms. While an estimated 40 percent of all schizophrenics fail to comply with treatment, especially medication, simply confronting them or making them feel defensive about it is often counterproductive.

Instead, family members need to explore why patients are resisting treatment. It may be due to past experience with unpleasant side effects of medication or because the schizophrenic does not have enough insight to realize that he or she needs to stay on medication. However, it is still important that the patient be kept in the loop concerning all treatment decisions. This means carefully explaining why certain medications were prescribed and the potential side effects that may occur. This also means explaining the need for regular blood tests as well as frequent meetings with treatment staff to ensure the best possible outcome. This also includes arranging for regular counseling sessions, whether in a treatment group or on an individual basis.

Another important part of the treatment process is teaching schizophrenics to manage medication side effects as they occur. While some side effects can be especially disruptive, such as tardive dyskinesia and akathisia (see chapter 5), the risk is usually much lower with the newer generation of antipsychotics. Still, as side effects arise, it is important to discuss any concerns with the prescribing physician to see whether another medication might work better or if the dosage needs to be changed. Again, this is an ongoing process for most schizophrenics, and a certain amount of trial and error is usually expected.

After an extended period of being symptom-free, it may be possible to reduce the dosage on a trial basis. This is not a decision to be taken lightly, and it needs to be discussed fully with the entire mental health team as well as family members. While reducing the dosage on many medications can make side effects more manageable, it can also increase the risk of a relapse. Friends and family members should be aware of this risk and keep a close watch for new symptoms, including mood changes or alterations in thinking or behavior.

Studies also show that schizophrenics can learn to detect their own warning signs, though they may want to keep them hidden for fear of being rehospitalized or to avoid upsetting friends or family members. If a schizophrenic has never relapsed before, it can be easy to underestimate how disruptive a relapse can be. For people recovering from their first psychotic episode in particular, the feeling that “it will never happen again to me” can mean ignoring potential warning signs until it is too late.

Though we have already covered the question of whether people who are symptom-free need to stay on medication, there is no one-size-fits-all solution. A 1975 study looking at one hundred randomly selected patients found that some schizophrenics may not need medication at all, though this is still a decision that should only be made carefully and with medical approval.

In a real sense, there is no way of predicting how going off medication may affect someone’s quality of life. Those patients who are most successful in discontinuing medication have strong social support networks in place. These networks include friends and family as well as mental health professionals and volunteers who have experience helping schizophrenics return to society.

If a patient does decide to go off medication, it should be done to avoid problems with withdrawal effects or dealing with the kind of stress that might bring on a relapse. We will discuss this in more detail in the next section.

RELAPSE

While proper treatment can help most schizophrenics return to their normal lives, it is still possible to experience a relapse during which they may develop active psychotic symptoms. A relapse may not require hospitalization, but symptoms can often be severe enough to disrupt a schizophrenic’s ability to tell what is real and what is not. The severity of these relapses typically depends on how quickly the schizophrenic seeks help once he or she, or his or her family, becomes aware of key warning signs that a relapse is imminent.

Warning signs may include one or more of the following:


◆Inability to maintain a regular sleep schedule (i.e., total insomnia or sleeping at unusual hours)

◆Eating less than usual

◆Mood changes, nervousness, or irritability

◆Changes in personal hygiene

◆Signs of paranoia or suspiciousness

◆Odd speech patterns or signs of disordered thinking

◆Visual or auditory hallucinations

◆Aggressive behavior

◆Suicidal thinking or behavior (can include self-harm activities such as wrist cutting)



In many ways, these warning signs resemble what schizophrenics often go through during their first prodromal episode, as they are often trying to conceal what is happening from friends and family for as long as possible.

As the symptoms become more severe, signs of relapse become much harder to conceal, and schizophrenics may display more disturbing behavior, including becoming more destructive (e.g., breaking things, lashing out at family members or strangers). They may also become more visibly “odd” (e.g., frequent smiling, laughing inappropriately) By this time, their ability to recognize how severe their symptoms have become may be compromised, and they may actively resist being taken to see a psychiatrist or being hospitalized.

Family members should also be aware that the risk of suicide increases sharply for schizophrenics who are afraid of another psychotic episode. Remembering what they went through previously, including the effect it had on loved ones, they may want to kill themselves as a way of preventing further pain. This is why it is essential that family members seek help immediately if they are afraid that a schizophrenic may pose a danger to himself or herself or to others. We will explore suicide risk later in this chapter.

Understanding What Makes Many Schizophrenics Vulnerable to Relapse

Though researchers have put forward different theories about why relapses occur, one theory that has become increasingly popular is known as the stress-vulnerability-protective factors model. First proposed by psychiatrists Joseph Rubin and Bonnie Spring in a classic 1977 paper, the model argues that relapses can occur due to a wide range of risk factors that make certain schizophrenics much more vulnerable to relapsing. Along with inborn factors such as heredity, brain abnormalities, and biochemical changes, there are also developmental factors, which include problems that developed during pregnancy or during the first few months of life. There are also external factors such as childhood trauma, stress, and substance abuse that can increase this vulnerability.

Specific stress factors that may make schizophrenics more vulnerable to developing new symptoms include the following:


◆Substance use: While this tends to be a controversial topic given the changing legal status of cannabis in many jurisdictions, there is moderate evidence that cannabis smoking is a risk factor for developing psychotic symptoms. This primarily applies to people who use cannabis on a regular basis and who have formed a dependence rather than those who only use cannabis occasionally. For people with a history of schizophrenia or other psychotic disorders, severe cannabis use can also increase the risk of relapsing. Studies looking at other drugs, particularly methamphetamines, suggest that severe use can also trigger psychotic symptoms.

◆Tobacco smoking: At present, the evidence linking tobacco use to relapse risk is not as great as with cannabis and other drugs, and the effect size is moderate at best. Still, increased tobacco use can also be considered a warning sign that someone with schizophrenia is experiencing stress problems and may be developing new psychotic symptoms.

◆Stressful life events: While we all have to deal with stressful life events that can lead to emotional problems such as depression or anxiety, people dealing with schizophrenia also need to deal with the stigma surrounding any kind of mental illness. This often means being surrounded by people, including friends and family members, who might view schizophrenics as being fragile and thus incapable of handling real stress on their own. This may make things easier in some ways, but it also indicates that those people who might otherwise be an important source of support lack real confidence in them and their ability to cope effectively. This lack of confidence often undermines a schizophrenic’s recovery and may reinforce his or her own fears about experiencing a relapse.

◆Economic stress: Even though many schizophrenics are able to hold down jobs and live independently, this is not the case for a large percentage of treated schizophrenics in the community. For schizophrenics with a history of repeated hospitalizations or who are dealing with severe negative symptoms, there are often few options aside from living in supported housing and working in sheltered workshops where their symptoms can be controlled more effectively. And for far too many schizophrenics who are unable to find appropriate help or who refuse treatment for whatever reason, this often means being reduced to living on the streets and losing access to proper treatment. While the problem of homeless mentally ill is not as severe today as it was during the massive deinstitutionalization wave of the past several decades, schizophrenics are still overrepresented in homeless shelters and the prison system.



As later researchers have demonstrated, there are also protective factors that can reduce this vulnerability and help prevent relapses from occurring. These factors include the following:


◆Good social and family support: Having a strong network of family members, friends, and professionals in place can play a significant role in helping schizophrenics keep their symptoms under control. On the other hand, schizophrenics from families that express high levels of criticism, hostility, or over involvement are more prone to relapse than those with more supportive networks in place.

◆Strong social skills: Social skills essentially involve being able to participate in basic human activities, such as forming friendships, participating in conversations, developing strong emotional bonds with family and friends, and being able to hold down a job. As previously discussed in the section on social skills training, many people with chronic schizophrenia have significant problems with social skills, whether due to frequent hospitalizations or because of long-term emotional problems that began in early childhood or adolescence. For this reason, social skills training is an essential part of different treatment programs that help schizophrenics function better in the community. While social skills training and social cognitive treatment may not be that effective with positive symptoms, available research suggests that such training can help with negative symptoms as well as reducing the risk of later relapses.

◆Participating in treatment programs: Along with social skills and social cognitive training, treatment programs also focus on teaching schizophrenics about different recovery management skills, including relaxation training and stress management. Research looking at specific treatment approaches, including cognitive behavioral therapy and mindfulness treatment, shows that psychotherapy can be effective in helping schizophrenics control positive symptoms and the risk of relapsing, though results tend to vary depending on the research design used.

◆Medication compliance: While not all schizophrenics will benefit from antipsychotic medication, research studies comparing people on antipsychotics versus placebos consistently show that staying on medication is one of the best ways of avoiding relapses. As previously discussed, there is still some controversy over continuous versus intermittent medication use as well as the relative advantages of medication taken by injection versus being taking orally. Though these issues are still unresolved, complying with prescribed medication appears to be one of the best ways of keeping positive and negative symptoms under control.

◆Good coping skills: We all encounter stressful situations, whether in terms of major life crises or the daily hassles that occur all the time. But many chronic schizophrenics have difficulty coping with this kind of stress because they lack the necessary coping skills. This is why most psychotherapy programs with schizophrenic patients often include training modules to help teach better ways of coping with stress. These modules include relaxation training, stress inoculation, cognitive reframing techniques, and problem-solving training. Learning coping strategies also helps schizophrenics handle residual symptoms and builds confidence in their ability to handle obstacles.

◆Good self-esteem: This is often much harder to measure, but there is research evidence that suggests schizophrenics who lack self-esteem and who are pessimistic about their future are more prone to experiencing relapses. In terms of the kind of coping skills learned in cognitive behavioral therapy (CBT) and social skills training programs, limited research suggests that schizophrenics who have successfully completed these programs seem better able to handle stressful situations and avoid relapses. Follow-up treatment is still required to help ensure that patients benefit from this training for as long as possible.

◆Good life hygiene skills: In much the same way that strong lifestyle habits such as good nutrition, regular exercise, and sleeping regularly reduce the risk of cancer, cardiovascular disease, and diabetes, good life hygiene reduces the risk of relapse as well. Though there has been relatively little research done specifically looking at how good nutrition can help schizophrenics, many studies show that schizophrenics often have more sleep problems than controls. This includes difficulty getting to sleep at night and more overall awake time. There is also some evidence suggesting that schizophrenics wake up more frequently at night and may have much shallower sleep than nonschizophrenics. While it is not clear whether good sleep habits help prevent relapses, getting good sleep certainly helps to relieve stress and improve coping skills. Current evidence shows that all types of exercise (including cardio and yoga) can help alleviate positive symptoms. More research needs to be done, however.



As you can see, there are numerous risk factors and protective factors that can play a role in new schizophrenic symptoms, but there is still a question about these factors can lead to a relapse. Though most research studies have previously focused on risk factors, researchers are now taking a closer look at the different protective factors that can help schizophrenics manage their symptoms more effectively.

ARE SCHIZOPHRENICS AT RISK FOR SUICIDE?

Though suicide is an uncomfortable topic for schizophrenics and their families, it is something that needs to be considered, especially since there is a long history linking suicide and schizophrenia. Numerous epidemiological studies have already shown that suicide remains the most common cause of death for schizophrenics, but there is still some controversy over how prevalent it is. Surveys show that at least 50 percent of diagnosed schizophrenics will consider suicide at some point, and the percent of completed suicides ranges from 5 percent to 10 percent, depending on how such cases are diagnosed. In looking at suicide attempts, however, 15–26 percent of schizophrenics have made at least one suicide attempt prior to their first treatment, and of those, 2–11 percent will have made at least one more attempt during their first year of treatment. Overall, the risk of suicide among schizophrenics is at least twelve times greater than in the general population.

Researchers have tried to identify different risk factors that might make someone with schizophrenia more likely to attempt suicide, but the results have been controversial so far. There is no question that schizophrenics often face serious challenges, such as the financial costs of health care (medication, therapy, hospitalization, etc.), loss of independence, the need for social services, and anxiety over the possibility of relapsing. All these issues may well increase suicidal thinking and attempts among schizophrenics.

Research studies have identified certain risk factors for suicide that seem especially prevalent among schizophrenics. These include being younger in age than nonsuicidal controls, having a higher level of education, having a history of prior suicide attempts, experiencing depressive symptoms and emotional distress, and being acutely psychotic. Refusing to take medication also seems to be a factor, with the risk of suicide being thirty-seven times higher among schizophrenics who are refusing medication compared to those who are compliant with medication. This is especially important considering that 40 percent of all schizophrenics fail to take medication as prescribed.

But research has also identified different protective factors that can reduce the risk of suicide among schizophrenics. Having a strong support network can be important, even for schizophrenics who are living away from home. Providing schizophrenics with a sense of belonging may reduce the feelings of loneliness that can lead to suicidal thinking.

Family members, friends, and care providers need to be aware of potential warning signs that indicate someone with schizophrenia may be at risk for suicide. Though some of them are unique to people suffering from a major mental illness, many of the signs are seen in others who are considering self-harm. The following are signs to watch for:


◆Talking about wanting to die or to commit suicide: Even if the person insists that he or she was “only joking,” any reference to suicide should be taken seriously, especially if there have been previous suicide attempts.

◆Looking for a way to commit suicide: Unfortunately, there are many sites on the internet that discuss different suicide methods as well as books such as Final Exit that can be ordered online. There are even sites and bulletin boards that offer “suicide kits” that can be ordered. Even if someone is wavering in terms of wanting to commit suicide, many of the bulletin boards attract internet trolls who often try to persuade other users to go through with it. While some of these trolls have been later charged, prosecuting them is extremely difficult.

◆Talking about feeling hopeless or having no real future: For schizophrenics, it is easy to feel despondent about the possibility of relapse, particularly for those experiencing new symptoms that suggest they are becoming actively psychotic again.

◆Talking about being a burden to others: For schizophrenics living with family members who are caring for them, there is often a sense of guilt over how this added responsibility is making the lives of those caregivers more difficult. If they are considering suicide, they may often justify this as a way of making things easier for family members and friends.

◆Increased use of drugs or alcohol: Along with trying to self-medicate, schizophrenics may start using alcohol, tobacco, or recreational drugs as a way of reducing stress and anxiety. Though many schizophrenics try to conceal their substance use, this becomes much harder to do with time.

◆Abrupt life changes: Losing a job, a romantic breakup, a financial setback, or grief issues stemming from a recent death (especially if that death is due to suicide) can also increase suicide risk.



If any of these warning signs develop, family and friends should not hesitate to ask about possible suicidal thoughts or behavior. Though many people are afraid that questioning someone about suicide might “put ideas” into that person’s head, this is not something that can be ignored. Even if a schizophrenic is denying suicidal thoughts or planning, treatment staff should be alerted about these warning signs as soon as possible.

WHY ARE SCHIZOPHRENICS SO VULNERABLE TO DRUG AND ALCOHOL PROBLEMS?

There is no disputing that people with schizophrenia are at increased risk of developing problems with drugs or alcohol. According to available statistics, the lifetime risk of someone with schizophrenia developing a substance abuse problem is almost 50 percent (as opposed to one in twelve people in the general population). The most common drugs of choice among schizophrenics are nicotine and caffeine, though many other addictive substances, including alcohol, cannabis, amphetamines, and narcotics, are often seen as well.

To understand why people with schizophrenia appear so vulnerable to substance use, numerous hypotheses have been suggested by researchers. Of these, the best accepted is the self-medication hypothesis, which proposes that schizophrenics dealing with symptoms they find distressing may use drugs or alcohol as a way of treating themselves or at least making these symptoms more manageable.

While different drugs have different effects, people often take whatever medications are available to them to help treat whatever condition they may be experiencing. In much the same way that suffering from chronic pain can lead to becoming dependent on over-the-counter pain relievers or restricted medications such as Oxycontin, many people experiencing psychiatric conditions such as depression or anxiety may become dependent on psychoactive substances that can make them feel better.

These same psychoactive substances can also affect brain chemistry and may lead to psychotic symptoms that can be confused with schizophrenia in many cases. As discussed in previous chapters, hallucinogenic agents such as lysergic acid diethylamide (LSD) can cause visual, auditory, and tactile hallucinations, while other drugs, such as PCP and ecstasy, may produce psychotic symptoms as well. Even cannabis, which is often used by people prior to their first psychotic episode, can trigger paranoid delusions and self-referential thinking, though there is still some controversy over its role in schizophrenic symptoms.

Not surprisingly, many people experiencing psychiatric symptoms may turn to alcohol, which, much like nicotine and caffeine, is one of the most popular drugs, mainly because it is legal in most places. People experiencing mental health symptoms often rely on alcohol to relax themselves, though this often leads to symptoms of depression and emotional instability. It is also particularly dangerous for people who are already on medication due to potential drug interactions, which can be life-threatening.

While occasional alcohol use is rarely serious, more severe drinking (i.e., binge or chronic drinking) can lead to a wide range of medical and psychiatric problems, especially for people with existing issues such as schizophrenia. First, chronic drinkers are vulnerable to withdrawal effects that may include tremors, seizures, and, in more severe cases, delirium tremens (DTs), which can be indistinguishable from a psychotic relapse. Treatment in these cases often involves undergoing detox in a hospital ward until symptoms are stabilized.

Though many schizophrenics may not want to admit to having a substance abuse problem, trying to keep something like this hidden often leads to serious consequences, both in terms of risking relapse as well as the medical issues that come from severe substance use. The treating physician needs to be aware of the patient’s substance use, including whether the person decides to quit, so that his or her health can be carefully monitored.

Even though we have already covered most of the high-risk addictive substances that can adversely affect schizophrenics, here are some candidates that need to be examined more closely:


◆Caffeine: Though caffeine is probably the most widely used substance in our society, it is also one of the most dangerous, mostly because few people are aware of the potential risks. Even in low doses, its stimulant properties make it potentially addictive, and it interferes with the sleep cycle, which is something schizophrenics in particular need to take into consideration. Since most popular beverages, including coffee, tea, soft drinks, and even chocolate, contain caffeine, it can be easy to lose track of how much caffeine is consumed in an average day. Schizophrenics should restrict their daily caffeine intake to sixty milligrams or less.

◆Nicotine: Much like caffeine, nicotine is a powerful stimulant that can easily become addictive over time, though it can help reduce anxiety. Schizophrenics and other people with mental health issues should be especially careful because of how hard it would be for them to quit. Along with the other well-known medical risks associated with smoking, nicotine use can also boost liver functioning and, as a result, undermine the effectiveness of antipsychotic medications. While many schizophrenics smoke to cope with stress, it is best to abstain completely to avoid long-term medical problems.

◆Cannabis: Marijuana is often seen as harmless in small doses, but there are potential dangers in its use, especially when mixed with other addictive substances, such as alcohol. At larger doses, marijuana can cause memory loss, perceptual distortions, panic attacks, and even potential damage to the heart and lungs. When mixed with other drugs, the results are often unpredictable. This is why cannabis use should be avoided if schizophrenics are already taking antipsychotic medication, as this can lead to adverse drug interactions.

◆Pain medications: The wide-scale use of opiate drugs such as Oxycontin and fentanyl has resulted in an epidemic that has already claimed countless lives. While physicians who prescribe these medications are expected to monitor how they are used, these medications are also commonly available as street drugs. Also, in many cases, family members of people taking these medications may steal the drugs as a way of getting high or to manage their own pain. For schizophrenics, in particular, it is extremely important not to mix these medications with other drugs, including prescribed antipsychotic drugs, due to potential drug interactions. As opiate painkillers are also highly addictive, the stress that can result from trying to quit may bring on a psychotic relapse.



There are numerous other psychoactive substances that can also be dangerous for schizophrenics, and the urge to self-medicate often means ignoring the potential risks that can arise. Schizophrenics who are worried about their symptoms and who feel that their current medication is not working for them should consult their treating physician about alternative medications. They should also notify their doctors immediately if they are taking anything else that might interact badly with their medications, including drugs and alcohol.
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Effects on Family and Friends

For family members and friends of schizophrenics, the emotional impact of dealing with the schizophrenics needs and the stress of worrying about relapse can have serious long-term consequences on health and well-being. People who act as caregivers for anyone with schizophrenia, whether that person is a close relative or a friend, need to keep a careful watch on their own health to avoid being overwhelmed by these responsibilities.

HOW DO PARENTS COPE WITH A SCHIZOPHRENIC CHILD?

While this next section can apply to anyone providing care for a family member, spouse, parent, or friend with schizophrenia, it will focus directly on what parents of schizophrenics often face, both before and after their child is formally diagnosed.

Long before the first episode of psychosis, parents are going to realize that something is wrong about their child’s behavior and emotional state. The prodromal phase of schizophrenia, which is when the first real symptoms develop, can last for months or even years. While schizophrenics may try to conceal these early symptoms as much as possible, they are still going to emerge unexpectedly. As those symptoms become impossible to conceal, family members have to deal with the shock of a full-blown psychotic episode and what comes afterward.

For parents, the burden of caring for a schizophrenic child can quickly consume their entire lives. All too often, parents become so wrapped up in trying to help a son or daughter manage his or her behavior that they are no longer able to balance other work and home demands. As a result, they may not notice the warning signs that indicate they are becoming emotionally and physically exhausted. We all have limited reserves of energy and emotional strength, and once these reserves become drained, the risk of serious health problems becomes much greater.

The burden of caring for a schizophrenic child, husband, or sibling can be far more intense than anyone ever expects. Along with managing a schizophrenic’s behavior, parents are also the main liaison between their child and the various health professionals providing treatment. That means being with their child during assessments, discussing different treatment options, visiting while in hospital, and working with staff in providing treatment. After their child comes home from being hospitalized, parents are also in charge of monitoring medication, watching for new symptoms or side effects from the medication, educating themselves about schizophrenia, providing a stable home, and acting as their child’s main source of emotional support.

Given that many parents have little or no previous experience dealing with schizophrenia, or any other form of mental illness, it becomes easy to feel isolated. Parents are also prone to a wide range of different emotions when dealing with a schizophrenic child. Along with a strong sense of guilt and shame, parents also routinely feel powerless, anxious, and confused. And there is also anger—anger at themselves, the world, the treatment staff who do not seem to care enough, government agencies that are not providing needed support, the attitudes of friends and neighbors, and even at their child (which simply brings on more guilt).

For parents and other family members trying to come to terms with schizophrenia, there are some important guidelines to follow. These are discussed in the following sections.

Educating Yourself

As previously discussed, there are numerous misconceptions about schizophrenia and what it means to be raising a schizophrenic child. Since most parents have little or no real experience with mental illness, hearing the diagnosis for the first time often results in shock and disbelief. Mental health professionals will attempt to explain what is happening, but it is still up to parents to learn as much as possible about schizophrenia and mental illness in general. Developing a basic knowledge about schizophrenia is essential for getting through the lengthy treatment process as well as in making informed decisions about the best treatment options.

Just as importantly, parents of schizophrenics also have a responsibility to ensure the accuracy of what they relay to others, including well-meaning family members and friends who will have questions about what is happening and what they can do to help. This does not just mean learning about the disease itself. Parents of schizophrenics also need to educate themselves about the different resources available in the community that can help. This includes support groups and online web forums that can provide guidance and support when needed. Parents also need to join local groups to meet other people in the community who can become part of their support network, and they need to be prepared to provide support for others as well.

Dealing with Isolation

Isolation is probably the biggest danger parents face. Treatment staff and social workers will likely refer parents to local support groups or other community resources, but parents still need to work up the nerve to make that first contact. This can be an extremely scary thing to do, especially if parents are feeling embarrassed or ashamed of admitting that their child is schizophrenic. Even if they normally have a large circle of friends and family members, few, if any, of these people will have had prior experience with schizophrenia and will likely be clueless when it comes to asking for help.

This is why parents need to evaluate their current network to find someone who might be able to help. If they belong to a church, synagogue, or mosque, support might already be available in the form of pastoral counseling or through a fellow member of that community. The family doctor is also going to be a good resource person to contact because he or she is already aware of local programs or professionals who can offer guidance. Also, more than ever, there are online services that can provide information or even direct counseling. What is most important for parents of schizophrenics is that they do not give in to isolation and that they reach out for support. This book’s Directory of Resources includes information on online services that may be able to help.

Taking Care of Yourself

All too frequently, helping a schizophrenic child often means focusing on that child’s needs and ignoring how stressful this can be. Every parent needs a break, at least occasionally, because no one can handle being a round-the-clock caregiver. This means making informal arrangements with friends or family to take over for a while. Whether needing to run errands, having dinner somewhere, doing exercise, or simply spending time with other friends and family members, regular breaks are an essential part of staying emotionally and physically healthy. And if friends or family are not available to act as temporary caregivers, there are numerous agencies in the community that may be able to help as well.

Along with needing to take regular breaks, parents also need to share their parenting responsibilities. In many cases, one parent becomes the primary caregiver while the other parent is less involved, whether due to work or other time constraints. When both parents are home, it is essential that all caregiving duties be shared as much as possible, and that includes discussing any problems that arise and making joint decisions concerning treatment, managing a child’s behavior, and helping with therapy.

Coping with a schizophrenic child can also be extremely hard on relationships—between the parents themselves, with other family members, and with friends. For spouses, it is vital that everything possible be done to help preserve the marital relationship. If any conflicts arise over a child’s treatment or how to manage that child’s behavior, the parents should seek guidance from health care professionals. Having regular date nights, even if it only involves being in a separate room of the house to watch a movie, can provide a needed break as well. If major conflicts arise, couples should not hesitate to seek relationship counseling as well. Parents dealing with a schizophrenic child need to rely on one another for emotional and physical support. This will not only help keep them and their relationship healthy but will also make them better parents for their child.

Making a Realistic Self-Appraisal

For many caregivers, the first step should be a candid appraisal of the amount of stress they can realistically handle. Some people thrive on having a busy lifestyle with numerous activities, while others may need a lot of alone time to get through the day. As we all have different temperaments, this is something that we need to decide for ourselves and plan for accordingly.

Beginning this self-appraisal usually means examining the sources of stress that are already present in one’s current lifestyle. This includes work and home responsibilities; everyday stressors, such as commuting to work; interactions with coworkers and employers, other children or family members who also have demands; and whatever other time constraints that crop up.

The next step is to decide what changes need to be made to allow more time and energy to cope with a schizophrenic child. This can involve arranging for fewer or more flexible hours at work, delegating household and other tasks that used to be done personally, and simply cutting out activities that are considered to be low priority compared to more important ones. Even for parents who do not have a lot of flexibility at work, it still might be possible to work longer hours on some days and shorter hours on other days. Many workplaces are also providing better opportunities for telecommuting so that parents can work from home as much as possible.

Practicing Basic Self-Care

No matter how stressful life with a schizophrenic child can be, there is no better way to avoid serious health problems than to pursue a healthy lifestyle. While many of the following suggestions may seem obvious, it is far too easy to ignore them when life starts getting hectic.

Get Enough Sleep

The stress of a schizophrenic child can lead to sleepless nights, but practicing simple sleep hygiene can yield important dividends in terms of dealing with stress and anxiety. This means


◆Having a consistent sleep schedule by going to bed and getting up at the same time each day.

◆Not taking naps during the day. If insomnia prevents you from getting a normal night’s sleep, push yourself to stay awake until your regular sleep time.

◆Not eating heavy meals close to bedtime. If you are hungry, a small snack will do.



Get Regular Exercise

Following a consistent exercise schedule is an essential part of staying healthy, especially for people as they grow older. Do not start on any ambitious exercise programs without a full medical examination first. A family doctor is probably the best source of information on good ways to stay fit. If possible, try to involve your entire family, including the schizophrenic child, in any exercise routine. This helps promote fitness for everyone and gives your child a chance to participate in regular activities that can help self-esteem. Try to find fun new exercise activities that can be done with the entire family. Or, if you prefer, use the exercise periods as a way of getting some alone time to recharge your batteries.

Eat Nutritious Foods

In this modern era, there are countless fast-food restaurants that allow people to pick up food quickly without any thought about a well-balanced meal. It is also far too easy to gorge on snack foods that are heavy in calories and light in essential nutrients. Instead, take a good look at the kind of food that is being eaten and pay more attention to the nutrition labels found on most food products.

Much like starting a new exercise program, changing one’s diet to eat more nutritiously usually begins with a complete medical checkup to identify potential medical conditions that can affect food choices. These may include borderline diabetes, hypertension, or anemia, among others. A family doctor can also provide dietary information and even make a referral for a formal assessment by a nutritionist to find the right balance of nutrients needed for good health.

Recognizing That You Are Having Trouble Coping

It is all too easy to be so caught up with caring for a schizophrenic child that important warning signs are ignored. Insomnia, nightmares, frequent worrying, irritability, and social isolation are all signs that emotional and physical health are being undermined, and this must be taken seriously.

This is why it is so important to cultivate a strong social support network to help when these warning signs develop. We all have networks of friends and family members who we can turn to when dealing with stress, grief, or depression. Unfortunately, it is far too easy to take the people in these networks for granted. Instead of letting people in your network slip away, make sure you have contact with them on a regular basis.

The pressure of caring for a schizophrenic child often leads to becoming more isolated due to not having the emotional energy to hang on to friendships. Try to keep friends in your life and be open to forming new relationships as much as possible. This can include joining therapy groups for parents of children in crisis or volunteer organizations that help people in the community who have mental health issues. Also, do not hesitate to talk to the health professionals who provide treatment for your child. They are well experienced in helping parents to cope and can provide advice about local groups that can help.

Dealing with Negative Emotions

Parents of schizophrenic children are going to experience strong negative emotions and must learn to accept them. Whether feeling angry that a spouse is not fully sharing the caregiving duties, feeling upset in trying to deal with government agencies or health professionals who do not seem to care enough, or even directing anger inward, all of these emotions are going to crop up sometime. In many ways, denying these feelings is often going to be more draining than simply expressing them and trying to find ways to deal with them.

Do not be afraid to open up to the people in your network, whether this is your spouse, other children, friends, or a professional therapist, about negative emotions that seem overwhelming. Many people start journals as a way of expressing themselves and sharing emotions that seem too painful to tell others about. There are also online outlets, such as websites and bulletin boards, where parents can share their feelings and get helpful suggestions.

Not Giving in to Despair

For parents of schizophrenics, especially chronic schizophrenics who have been receiving years of treatment with no apparent improvement, giving in to despair and hopelessness represents a danger that must be avoided, even if it seems easier to be pessimistic about a schizophrenic child’s long-term health. Many schizophrenics are able to function reasonably well with the right support and treatment. And, yes, there are the inevitable crises, including relapses or setbacks in treatment that might derail a child’s progress or prevent them from moving on with their lives. Do not give in to feelings of hopelessness, and do not let your child feel that way either.

Becoming an Advocate

Many parents of schizophrenic children prefer to keep their lives as private as possible. However, there is an ongoing battle in our society over how people with mental illness are treated. Not only are the various misconceptions about schizophrenia still rampant, but there is a critical need for better health and social policies to ensure that schizophrenics receive treatment. Though many people may not feel comfortable lobbying Congress or their representatives about new legislation, they can still join local groups that support better rights for psychiatric patients and more money for mental health treatment in their community. This can also include doing some volunteer work with local patients’ rights groups or writing letters to people in public office to let them know about these issues.

Also, parents of schizophrenic children should not be afraid to open about their child’s medical condition and how they are managing it. Far too many families with schizophrenic loved ones are reluctant to share their experiences or raise awareness about mental illness in general. Do not let horror movies and newspaper headlines continue spreading misinformation and fear. Showing people the human side of schizophrenia can have a far greater impact on popular attitudes than you might think.

HOW CAN YOU MAKE YOUR HOME SAFER?

While the risk of violence in schizophrenics remains low, there are still things parents should consider doing to reduce the risk of a harmful event occurring, including suicide. Granted, every case is different, and many parents may not believe there is any danger. However, there are certain warning signs every parent should know about:


◆Has your child made suicidal threats or shown signs of becoming actively psychotic?

◆Have there been command hallucinations or an increase in despondency or moodiness?

◆Is your child not taking medication as prescribed or showing side effects that might be linked to the medication?



While your doctor should be contacted immediately if any of these red flags are present, there are basic steps that should be followed both before and after problems arise:


1.Have all necessary emergency numbers on speed dial. Do not call 911 unless it is a genuine emergency in which your child or someone else is in imminent danger. Most police departments also have nonemergency dispatch numbers for when police need to be called for matters that are not urgent. Check local community directories for numbers in your area. It is also important to keep the number for your child’s psychiatrist easily accessible as well as the numbers for local resources that can help when needed.

2.Secure sharp objects or anything else that might potentially be a danger. This includes kitchen knives, scissors, razors, and other sharp utensils. If they cannot be immediately secured, then hide them in a place known only to yourself.

3.Secure all guns in the house. While this may seem obvious, there have been a tragic number of cases in which an actively psychotic family member has gained access to a gun to commit suicide or violence. While it is best to remove guns from the house completely, gun owners are responsible for their weapons and need to take essential security measures, such as using a gun locker or a trigger lock and storing ammunition separately in a secure location.

4.Be aware of your child’s condition. If your schizophrenic child seems moodier or more remote than usual, check the medication bottle to ensure that he or she has been taking the medication properly. This might include checking the garbage or sink to see whether the medication is being spit out rather than swallowed. Also, stay aware of how your child is speaking or behaving. Is he or she more impulsive or short-tempered than usual? Are there any signs of hallucinations or delusions? Is your child displaying unusual hostility, including toward another family member? Notify your child’s doctor immediately if any of these signs occur.

5.Be a part of your child’s treatment. This can include going with your child to the hospital, being present while your child is having blood work done, or attending medical appointments to share your own concerns about what is happening at home. Do not take it for granted that your child is telling the doctors everything. If your child is attending group or individual therapy, ask if you can sit in or otherwise be a part of it. While many schizophrenics may feel intimidated by having a close relative sitting in during counseling, parents who are worried about a relapse need to keep as close a watch as possible.

6.Have an emergency plan in place in the event your child’s symptoms worsen. Along with all the necessary emergency numbers for doctors, including after-business numbers, you should also keep a complete list your child’s medications. This list should contain all the recommended dosages as well as any other special instruction, including recommended times for taking them. If you are not calling for an ambulance, you should still have the address of the hospital or urgent care clinic in case you need to take your child there directly. Have insurance information available as well as cash or a debit card for potential emergencies. And make sure you discuss your emergency plan with your child’s doctors to see whether they have their own suggestions. Another part of the emergency plan that is often forgotten is to have a list of family members who might need to be contacted for assistance or to be notified if your child is going to be hospitalized.

7.Decide what to do in the event of a health care emergency. While calling 911 may seem logical, you should come up with alternatives. Bringing in the police may escalate the situation drastically and lead to outcomes that you did not anticipate. Avoid this by preparing your own mental health crisis plan, including finding out which of the local agencies have a twenty-four-hour crisis number that you can call as needed. While not all psychiatrists may feel comfortable providing a home phone number, they will likely have emergency coverage in place that can be invaluable in a crisis.



DEALING WITH SUICIDE THREATS AND ATTEMPTS

Parents need to be aware that their schizophrenic children are at an increased risk for suicide or self-harm behavior. While medication and counseling can help reduce the likelihood of suicide, parents should never assume that the risk is no longer there. Even though counselors are trained to watch for signs of potential self-harm behavior, family members who actually live with the schizophrenic are probably going to be the first to spot behaviors that signal intervention is needed.

Unfortunately, there is a common misconception that asking someone whether he or she is feeling suicidal will “put thoughts into that person’s head” and increase the suicide risk. This is why many parents are afraid to question their children about possible suicidal behavior, even if they are acting in a way that raises concern. The opposite is actually true. By showing that you care, you let your child know that you are aware of suicidal concerns and will be doing whatever you can to reduce that risk.

Parents need to be especially aware that a child is considering suicide during or directly after a psychotic episode or right after the schizophrenic has been released from inpatient treatment. Ironically, the risk of suicide also increases when a schizophrenic’s condition improves due to a new medication or other treatment. For many schizophrenics, the sense of optimism resulting from having their symptoms under control is often followed by the fear of their symptoms becoming worse with time. Schizophrenics should be carefully monitored right after their release from the hospital or whenever there is a significant change in their condition. Suicide risk also goes up after the suicide of a close friend or relative and, under certain circumstance, after the well-publicized suicide of a high-profile media figure.

Parents, family members, and friends should watch for certain key indicators that a schizophrenic may be feeling suicidal. These include the following:


◆Talking about death or suicide.

◆“Wrapping up their affairs” by saying goodbye, expressing gratitude over what has been done for them, or giving away prized possessions.

◆Increasing signs of depression, such as growing lethargy, reduced appetite, visible despondency, or irritability.

◆Increasing drug or alcohol use or tobacco intake.

◆Being more impulsive.

◆Increasing signs of psychotic thinking or behavior. Family and friends should be particularly alert for any signs of command hallucinations, which might lead to suicide attempts.



Always take suicidal talk seriously. While there is a common belief that suicidal talk is just a way of getting attention, it should never be ignored or dismissed, whether it is a prelude to an attempt or just a cry for help. Schizophrenics may also engage in self-harm behaviors such as self-cutting, self-burning, or any other form of self-injury. While this is often done as a coping strategy, self-harmers may still commit suicide by accident. Be especially alert if the schizophrenic has a previous history of suicide or self-harm attempts.

If you have concerns, discuss them with your child’s mental health care team. They are usually the best source for information on what steps need to be taken. Incorporate their advice into your emergency plan, including phone numbers to have on speed dial and taking other essential steps.

There is no way to anticipate every possible emergency, but you need to have contingency plans in place in the event something happens. These plans allow parents to respond as calmly as possible if the crisis does not pass. It also helps minimize any guilt parents might feel afterward for not acting quickly enough.

AFTER THE CRISIS PASSES

Though a psychotic episode can be extremely frightening for parents, most schizophrenics soon return to a more manageable state once the symptoms are stabilized. That usually means returning to whatever living arrangement they had prior to their episode. While that may often be the family home, this may not necessarily be the best solution, especially if there are issues with siblings or other family members who are unwilling or unable to provide the care that is needed.

When a schizophrenic is hospitalized, a mental health team usually evaluates the case, including whether the patient can be safely returned to the community. As part of the discharge planning process, a psychiatric social worker will evaluate the home environment to see whether returning there is a good idea. If there are concerns about the ability of parents to provide necessary care, alternative options may be investigated, including psychiatric group homes or other community-based programs that could be a better fit. Unfortunately, there is often a long waiting list for these programs, especially in smaller communities. Also, some schizophrenics may be unwilling to consider such a solution and, as a result, refuse to cooperate with the mental health team.

If a schizophrenic does return to the family home, it is important that parents be as candid as possible in discussing the recent episode and what may have occurred. This includes reinforcing the need for schizophrenics to keep taking medication and cooperating with treatment. Parents also need to remember that the risk for suicide remains high during the period immediately after the schizophrenic returns home, as he or she may be frightened about the possibility of relapsing. Parents need to be open to this and should also encourage their child to settle into a normal routine as soon as possible.

LEARNING TO LIVE WITH A SCHIZOPHRENIC CHILD

There is no disputing that a child with schizophrenia affects the family in many different ways. With the disruption of the normal flow of family life, at least to some extent, it is easy to lose sight of other family problems that may arise while dealing with the child’s special care needs. Other family members, especially siblings, are also going to be affected. They may feel neglected or even a little jealous of the extra attention their sibling is receiving from the parents.

Dealing with Stigma

The word stigma originally comes from the Greek language, specifically from a verb meaning “to puncture” or “to prick.” For as long as there has been mental illness, there has been a strong stigma aimed at people with mental health problems, something that has not changed all that much over the centuries.

According to psychologist Patrick Corrigan, the stigma surrounding mental illness can take different forms. Many commonly accepted stereotypes about diseases such as schizophrenia shape how people choose to respond whenever they encounter someone who is schizophrenic. Corrigan also distinguished between public stigma, or how society as a whole responds to people with mental illness, and self-stigma, which is how mentally ill people often view themselves.

People with mental illness frequently become targets of discrimination, and that discrimination can occur in various ways. Along with direct discrimination, which is blatant rejection with little attempt at hiding what is happening, schizophrenics can also experience structural discrimination, which is much more subtle. Then there is the insidious discrimination many schizophrenics experience in which they are made to feel less trustworthy as well as more dangerous and incompetent.

Different attitude surveys demonstrate just how common many stereotypes surrounding mental illness are, with schizophrenia typically being the most frequently misunderstood disorder. Despite public awareness campaigns by the World Psychiatric Association and other organizations aimed at changing attitudes and reducing discrimination, the stigma can be hard to dispel. Do not allow the misconceptions of other people to affect your life or the life of your child.
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Prevention

As discussed in chapter 3, researchers have identified numerous potential risk factors that can lead to greater vulnerability to diseases such as schizophrenia. Along with genetic and biochemical markers, there are also prenatal and postnatal environmental contributors that may adversely affect the developing brain in ways that may make schizophrenia more likely. Unfortunately, the popularity of biological models often meant that children displaying these different risk factors were regarded as high risk, with little or nothing that could be done to prevent schizophrenia from developing.

Relatively recently, however, researchers took a closer look at the possible psychological and social influences, such as childhood abuse and neglect, that have already been linked to other mental disorders, such as post-traumatic stress disorder (PTSD), depression, and suicidal behavior. During the 1950s and 1960s, a series of groundbreaking research studies by developmental psychologists demonstrated that social development factors such as poverty, child abuse, neglect, racism, and sexism played a powerful role in the development of many mental disorders that had previously been seen as purely biological. This included schizophrenia.

Based on these studies, psychologist George Albee argued that, rather than focusing on the treatment of adults who were already psychologically distressed, the best approach for dealing with mental illness was to teach children, primarily children at risk, how to become more resilient and to develop their full potential. To explain this concept further, Albee proposed the following model:


incidence of emotional distress = risk factors, i.e., organic contributors (genetic history, medical factors)/stress/exploitation divided by protective factors (including coping strategies, self-esteem, and social support)



In other words, reducing the risk of mental illness means boosting protective factors while reducing risk factors. Though some risk factors, such as genetic history, are fairly inflexible, it is still possible to train children and adolescents to be more resilient and to not allow themselves to be adversely affected by labels such as “learning disabled” or “hyperactive.”

On the other hand, preventive measures can also help reduce the stress and exploitation that might otherwise increase the risk of mental illness. Certainly, there is substantial evidence showing that child abuse, whether physical, sexual, or emotional, can lead to later psychiatric problems, including psychosis. This is especially true if the childhood trauma is retriggered by further abuse later in life.

Other sources of stress, including childhood poverty, parental neglect, inadequate nutrition (particularly when children’s brains are still forming), and poor prenatal care, can also lead to later mental health problems and are essential targets for early intervention programs. There is also the frequent injustice many children experience as they are growing up, especially if they belong to racial, ethnic, or sexual minorities that make them targets for severe bullying. While it may seem unrealistic that these barriers can be completely eliminated, ignoring them means that many of the inequalities that can lead to mental illness will continue.

Though there are numerous early intervention programs already available in many places, not all children in need will have access to them. Along with programs focusing on developing self-esteem, problem-solving skills, and social skills, programs designed to help parents care for their children and improve the quality of their relationship with them can also yield important dividends.

This also means an end to the use of corporal punishment that could seriously damage the emotional health of children. It is likely not surprising that many people convicted of physically abusing their child have often reported having been similarly “punished” themselves, a pattern that can persist for generations. While many parents continue to justify hitting their child at least once a week, the United Nations Convention on the Rights of the Child has recommended a total ban, something that many countries, such as Sweden, have already enacted into law.

Albee and many of his supporters have stressed the importance of getting away from medical solutions to familiar problem issues in children. This includes the use of medications such as Ritalin to “treat” children for concentration or behavior problems, which could seriously impair their later development as research has shown.

Successful intervention programs aimed at pregnant women and high-risk families have many common features:


◆Being long term and intensive in nature, often starting at birth or before

◆Being flexible and responsive to local needs

◆Being linked to other community programs and activities to encourage the development of a sense of community

◆Having well-trained and well-supervised staff

◆Having strategies for enrolling participants that allow them to avoid the stigma associated with mental health programs

◆Being based on good research and undergoing regular evaluations to ensure that the goals of the program are being met



Examples of programs already being used to help high-risk children include Better Beginnings, Better Futures; Sure Start; and Families and Schools Together (FAST).

Established in eight cities across Ontario, the Ontario Better Beginnings, Better Futures Network was established in 1991 as a way of improving developmental outcomes for children and young people in high-risk neighborhoods. Program goals include teaching greater self-control and conflict management in young adolescents, improving self-esteem, and identifying children with specific needs who could be helped much earlier than they otherwise might. Along with dealing with children directly, staff also reach out to parents and other family members to identify potential issues, such as alcoholism and abuse, and help unemployed parents find jobs to improve their economic situation. Research shows that Better Beginnings, Better Futures programs can be highly effective in helping children overcome behavioral and emotional problems as well as in preventing more serious problems later in life.

Launched in 1998, the Sure Start initiative provides services across the entire United Kingdom to help children who are deemed to be at high risk for delinquency or mental health issues. Projects include establishing integrated early learning and childcare programs for working mothers who might otherwise be unable to care for their children properly. Drop-in centers for children are also available in many U.K. cities, where they can “stay and play” as needed. Women also have access to prenatal and postnatal care as well as education programs that allow them to retrain for better jobs and improve their financial circumstances. While research has proven that Sure Start can produce significant health care savings as well as reduce overall health care treatment needs, it continues to be a target for budget cuts, reducing the number of people who can be helped.

Founded in 1988, Families and Schools Together is a multifamily group intervention program intended for building protective factors for children to make them more resilient. Working with parents, who act as the primary prevention agents for their own children, teachers and counselors hold weekly meetings to help build supportive networks for the parents and address critical needs as they arise. FAST also provides intensive prenatal and early childhood home visits to educate parents and help them overcome barriers to healthy development for their children. Along with being established in over twenty-five U.S. states, FAST programs have also been successfully used in many other countries, including Canada and Australia, and the outcome research has generally been positive.

While research studies have demonstrated that early intervention in children can play an important role in helping to prevent later issues with substance abuse, depression, and other emotional problems, it is still not clear how effective such programs can be in preventing diseases such as schizophrenia. Though the benefits of such programs certainly justify the investment in health care dollars and staffing needed to establish them, not all psychiatric conditions can necessarily be prevented. For now, early intervention must be considered only one part of the overall strategy needed to ensure proper mental health care before and after psychotic symptoms begin.
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Issues and Controversies

Considering the very nature of schizophrenia, including fundamental questions about its causes, how it should be diagnosed and treated, and the social costs of dealing with schizophrenic patients in the community, it is hardly surprising that many of these issues remain controversial. In this chapter, we will explore some of the most well-known controversies surrounding schizophrenia and the role they have played in mental health treatment up to the present day.

IS MENTAL ILLNESS A MYTH?

Despite extensive research exploring the role of biological factors in schizophrenia, there is still considerable controversy over the very meaning of mental illness and whether conditions such as depression and schizophrenia can be considered diseases at all. There are still no objective medical tests for detecting these conditions, and health professionals continue to rely on subjective symptoms to make any kind of diagnosis, something that has plagued doctors working with the mentally ill for centuries.

In 1961, the Austrian-Hungarian psychiatrist Thomas Szasz brought this controversy into the open with his now classic book The Myth of Mental Illness. In this book, Szasz challenges the very concept of “mental illness” and whether diseases of the mind (such as schizophrenia and depression) and diseases of the brain (such as dementia and Parkinson’s disease) can be considered identical. Szasz’s view on the validity of the mental illness concept can be rendered into four statements:


1.All disease is due to tissue pathology. Without that pathology, there is no disease but rather the actions of “people that disturb us.”

2.The mind is a fiction. Not being a physical organ such as the heart or the liver, there is no real way of determining whether or not it is “diseased.” There are no objective tests of mental illness nor, for that matter, any real way of telling whether someone is not mentally ill. This means that mental illness should only be considered a label, and it is one that is used to stigmatize people against their will.

3.And, thus, mental illness is a myth, and psychiatric diagnoses have no actual reality. Szasz also maintained that psychotherapy is also a myth and that labels such as “schizophrenia” and “dementia praecox” were created to legitimize social policies of control over people who refuse to follow regular social conventions.

4.Individuals are moral agents who are responsible for their own actions, and psychiatry is a fake medical speciality aimed at upholding social and government agencies used to rein in those who might otherwise oppose this control.



Expanding on these statements further, Szasz pointed out that modern medicine did not have a solid consensus on what defined a disease. As a result, medical doctors often had trouble telling the difference between what he termed “literal diseases” and “metaphorical diseases” that tended to arise out of political and social trends. With mental illness, in particular, he argued that “for psychiatrists, politicians, journalists, and people generally, [an illness] is . . . anything . . . they want to make it.”

Szasz especially challenged using the concept of mental illness to justify different forms of coercion, including involuntary treatment for mental patients in psychiatric hospitals. This also included the insanity defense, as it depended on psychiatric or psychological testimony to determine whether someone could be considered not responsible for his or her own behaviors or decisions.

As for arguments from psychiatrists that mental illness should be considered a brain disease, Szasz countered,


Perhaps these gentlemen protest too much. . . . Scientists at the National Heart, Lung, and Blood Institute do not keep telling us that myocardial infarction is a heart disease. Scientists at the National Institute of Neurological and Communicative Diseases and Stroke do not keep telling us that stroke is a brain disease. . . . [I]f the scientists at NIMH are so sure that schizophrenia is a brain disease, why do they keep saying so . . . and why do [they], rather than those at the National Institute of Neurological Diseases, tell us that?



He also warned of the powerful role that psychiatrists, along with other medical doctors, often had in creating what he called a “therapeutic state” by assigning labels to people with unwanted behaviors. Along with psychiatric patients who are assigned the “mentally ill” label, Szasz also warned about the use of terms such as ADHD, PTSD, drug and alcohol addiction, and obesity to turn behavior issues into medical problems that need to be handled with medication.

Though often referred to as an “anti-psychiatrist,” Szasz himself opposed that label and insisted that psychiatry was a valid option for people who freely chose to seek medication to treat their symptoms. What he primarily opposed was the idea of forced psychiatric treatment or depriving patients of the right to reject psychiatric labels or treatments that they felt would be harmful or ineffective. We will discuss the problems surrounding involuntary psychiatric treatment later in this chapter.

In the decades since The Myth of Mental Illness came out, Szasz played a key role in the establishment of organizations such as the American Association for the Abolition of Involuntary Mental Hospitalization and the Citizen Commission on Human Rights (which he later quit). He also had a powerful influence on the anti-psychiatry movement up until his death in 2012, and he continues to be invoked as a champion of the rights of psychiatric patients. Though the anti-psychiatry movement has had other champions, including R. D. Laing, Michel Foucault, and the Church of Scientology, Thomas Szasz continues to be the most famous of them.

Thomas Szasz’s books continue to be embraced as required reading for anyone who might feel misused by the mental health system. Though his critics have rejected many of his arguments as being too arbitrary, the impact that he has had on mental health legislation and treatment programming across North America and Europe cannot be underestimated.

IS IT REALLY POSSIBLE TO RECOVER FROM SCHIZOPHRENIA?

One of the most common beliefs about schizophrenia is that it is an incurable and hopeless brain disease with no real chance for long-term recovery. Certainly, hospitals and community centers are filled with chronic schizophrenics who seem profoundly disabled, jobless, and with no friends or family members to look out for them. For people who have been recently diagnosed and their families, seeing many of these severe cases often brings on feelings of despair and hopelessness.

But is this necessarily the case for all schizophrenics? For that matter, can people who have been formally diagnosed actually move on with their lives? Perhaps even to the point of holding down jobs and living in the community without having to worry about relapsing? At this point, the only realistic answer is a qualified “maybe.” While early psychiatrists such as Emil Kraepelin often viewed schizophrenic as a profoundly debilitating disease, they usually based this on patients who had spent decades in psychiatric hospitals and whose recovery seemed hopeless. Despite this pessimism, however, many schizophrenics are able to avoid hospitalization altogether.

Back in the 1970s, a landmark study was carried out with funding from the National Institute of Mental Health (NIMH) to examine long-term outcomes of schizophrenia in patients admitted three to four decades earlier at the Iowa State Psychopathic Hospital. All two hundred patients recruited for the study met rigorous criteria for a schizophrenia diagnosis, with other psychiatric conditions being excluded. What the researchers found was that 20 percent of the patients studied had recovered completely and managed to resume normal life. For the 80 percent of patients who did not make a complete recovery, their condition ranged from relatively mild symptoms to being severely impaired. Patients with paranoid schizophrenia appeared to have the best prognosis overall, though cases still varied widely.

In a 2018 study published in the journal Psychological Medicine, British researchers followed hundreds of patients who had experienced first-episode psychosis over a ten-year period. According to their findings, approximately 65 percent of the former patients were not experiencing psychotic symptoms ten years later, though only 46.2 percent met criteria for a complete recovery. The overwhelming majority of the patients had been employed for at least 25 percent of the follow-up period, and a small minority (11.7%) had been employed for most of the ten years since hospital release.

Overall, the patients with the best outcome were those who had recovered fairly quickly from their psychotic episode (within twelve weeks of initial hospitalization) and who showed relatively few negative symptoms. Patients showing symptoms of bipolar disorder as well as schizophrenia also showed good long-term recovery. The poorest outcome was for patients with an insidious onset of symptoms (developing slowly rather than coming on rapidly), those who showed strong negative symptoms, and those for whom treatment was delayed.

As for patients who recovered from first-episode psychosis quickly, approximately one-third failed to make a long-term recovery, though the reasons for this remain unclear. Considering what we know about recovering from schizophrenia, even people who respond positively to treatment can experience relapses later due to other issues, such as substance abuse, life stress, poor family support, or failure to continue with treatment.

While relatively few research studies have examined schizophrenics over such a long period of time, more short-term studies suggest that patients who comply with treatment, including taking medication regularly, tend to do relatively well for themselves. In the introduction to this book, you were introduced to Rufus May and Elyn Saks, two chronic schizophrenics who successfully cope with their symptoms and have become tireless crusaders for better mental health care. They are just two examples of the many schizophrenics who are able to function in the community and even have productive careers, something that should provide hope for those who have been recently diagnosed.

While many schizophrenics appear to recover completely with proper treatment, the risk of potential relapses can never be completely ignored. As a result, patients should be carefully monitored to ensure that new problems do not develop and that they continue to receive the help they need to remain healthy.

SHOULD INVOLUNTARY PSYCHIATRIC TREATMENT BE ALLOWED?

More than another other issue involving mental health law, the question of whether involuntary psychiatric treatment should be permitted continues to invoke controversy whenever it arises. While critics such as Thomas Szasz have pointed out how frequently such laws are misused, supporters argue that they are necessary to ensure public safety and to provide help for patients who may not have the capacity to make an informed judgment about whether they need treatment.

While any patient is ordinarily free to refuse treatment, there are important exceptions to this rule. Virtually every country around the world has laws in place that allow medical doctors to sign an emergency treatment order requiring patients deemed to be a threat to themselves or someone else to be held for a short period of time in a psychiatric facility (usually up to seventy-two hours). These treatment orders are only meant to be used in emergency situations, and up until relatively recently, they also often meant that these patients could be medicated against their will.

Being held for longer than the initial seventy-two-hour period usually requires a court order and, in many cases, a competency hearing to verify that the patient in question needs treatment and cannot give informed consent. Almost inevitably, however, these laws have been frequently challenged on civil rights grounds, which has led to some highly influential court decisions restricting how involuntary treatment can be used. Under the 1975 O’Connor vs. Davidson decision, for example, simply declaring patients to be “mentally ill” is not enough to hold them involuntarily so long as they are not deemed to be dangerous. Though later court decisions have allowed for more stringent conditions (usually for patients deemed to be a danger to public safety), involuntary commitment or treatment is much rarer than it used to be.

Two important exceptions for this relate to the involuntary treatment of people either awaiting trial or who have been found not criminally liable for their actions due to mental illness. In seeking a formal order to force treatment on a patient in jail or in a forensic facility, the agency seeking the order typically needs to justify the request, either by proving that the person to be treated poses an imminent danger to self or others or that involuntary treatment will be needed to make the defendant competent to stand trial. But this raises an important legal question in itself, as any medication that can have a significant effect on a defendant’s mental functioning may also affect judgment and, thus, might endanger that defendant’s right to a fair trial.

According to the 2003 Sell vs. United States decision handed down by the U.S. Supreme Court, lower courts can only issue an involuntary treatment order if it can be determined that forced medication will not interfere with the defense or have serious side effects. The court issuing the treatment order also needs to demonstrate that the government issues involved are strong enough to override constitutional concerns.

While the Sell decision is hardly the last word concerning this issue, many jurisdictions have phased out involuntary commitment for most patients in favor of community treatment orders (CTOs). These orders allow psychiatric patients to live in the community but require them to attend treatment under supervision according to a community treatment plan that specifies medications, medical appointments, and other forms of care that are believed necessary. Such orders typically last for a six-month period with an option for renewal if needed.

Though the laws surrounding community treatment orders vary widely, CTOs are usually only used for patients with a history of psychiatric hospitalization who would like to live in the community. Unlike involuntary treatment orders, patients need to agree to go on a CTO and may even seek legal advice about the terms of the treatment order. If the patient later decides to refuse treatment, the treating physician can issue an “order for examination,” which gives police the authority to bring that patient in for an assessment with the doctor on in a hospital setting. Based on the results of the examination, the doctor may issue a new treatment plan, detain the patient in a psychiatric facility for an assessment, or simply release that person if the treatment is deemed unnecessary.

Though not an ideal solution in many cases, the use of CTOs allows for greater flexibility in treating psychiatric patients in the community. Despite their rising use in recent years, there continues to be significant controversy over how they are used and whether patients should be allowed the right to refuse treatment without being threatened with arrest or hospitalization. Critics also question whether using CTOs may do more harm than good by taking away a patient’s right to choose the kind of treatment he or she wants or by undermining the normal relationship between the patient and his or her treatment team.

As you can see, the question of whether involuntary treatment should be allowed in forensic settings such as jails or psychiatric hospitals or out in the community continues to invoke heated controversy. Part of the problem stems from public misconceptions and fears about mental illness, including the perception that people with mental illness need to be controlled. This often leads to the passage of laws authorizing involuntary treatment for psychiatric patients deemed to be a danger to society.

In Canada, for example, Brian’s Law was enacted in 2000 in response to the murder of Ottawa sportscaster Brian Smith by a paranoid schizophrenic who was not receiving treatment for his condition. It was this law that established the use of community treatment orders across Canada and formalized the use of involuntary treatment in forensic settings and hospitals. Similar laws have been passed in the United States and other countries, often in response to public outrage over violent crimes committed by people with schizophrenia or other psychiatric disorders.

On the other hand, human rights advocates continue to oppose many of these new laws and the very real issues surrounding how and when a psychiatric patient’s rights should be curtailed. They also question whether restrictive laws are being used to distract public attention from the problems psychiatric patients face in trying to find treatment, especially in smaller communities, due to the general lack of funding for mental health services.
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Current Research and Future Directions

While we have explored the extensive history, theory, and science behind schizophrenia throughout this book, it is important to recognize that there is much that we do not know about this baffling disease. Despite being hopeful that new research will provide real answers about the causes of schizophrenia and how it can be cured, there are too many unanswered questions to make any confident predictions. Along with the controversies discussed in the previous chapter, it is still unclear whether schizophrenia is one disease or many diseases. For that matter, is it exclusively a brain disorder, or does it have many different causes? Can the stigma surrounding schizophrenia, along with other mental disorders, be overcome? And how can we handle cultural differences that can prevent many schizophrenics from getting the treatment they need?

Even with extensive research findings and theories about schizophrenia, there is still the fundamental question of what all of this might mean for newly diagnosed schizophrenics and their families who are seeking more practical advice they can follow. Unfortunately, despite the advances that have been made and continue to be made, far too much uncertainty remains about the course that schizophrenia can take, and firm conclusions cannot be made about how well someone might respond to treatment and what it means for future recovery.

And so, it is often easy to be pessimistic about the challenges involved in understanding schizophrenia, finding effective treatments, and learning how to manage new symptoms as they arise. Though you have already been introduced to positive role models in the introduction, there are still far too many schizophrenics who are unable to return to their normal lives or learn to be productive members of society. To get a better picture of the challenges that remain in improving the lives of schizophrenics, we will explore a number of issues in this chapter.

THE NEED FOR IMPROVED MEDICAL TREATMENTS

As many recent writers have pointed out, there have not been all that many actual medical advances that have had a meaningful effect on the day-to-day mental health care offered to schizophrenics in recent years. While new medications continue to be developed and alternative treatments such as cognitive remediation and transcranial brain stimulation show promise, it remains to be seen whether psychiatric treatment in 2030 will be all that different from the kind of treatment provided today. Despite this caveat, there are still some hopeful signs for the future. Over the past fifty years alone, advances in medical technology have helped us to unravel many of the mysteries concerning how the human brain works, especially in understanding the different causes of mental illness. And this trend appears to be increasing.

On April 2, 2013, President Barack Obama announced the BRAIN Initiative (Brain Research Advancing Innovative Technologies) as a collaboration between public and private research agencies to develop and apply new innovative technologies to enable a better understanding of brain functioning. The new initiative built on decades of collaboration among researchers from many different companies as well as international corporations such as Google, Microsoft, and Qualcomm. Using new technologies, such as functional MRI and microbiology, researchers hope to collect data on neural functioning in humans and animals and to develop machine learning models to allow better diagnosis and treatment of different neurological conditions.

This new initiative may also help solve many of the mysteries surrounding schizophrenia, including the role that pre- and postnatal exposure to different infectious agents and environmental toxins may play in developing the disease. For example, while we have already discussed the possible role of diseases such as Toxoplasma gondii and influenza in schizophrenia, researchers are also taking a closer look at prenatal lead exposure in pregnant women and how this might lead to their children becoming mentally ill later in life. Though lead-exposed children have already been found to be at risk for a range of different problems as they grow older, including brain damage, substance abuse, delinquent behavior, and poorer educational outcome, numerous studies have already shown an increased risk of psychosis as well.

But lead exposure is only one possible environmental contributor that needs to be studied more carefully. Studies that have looked at different types of pollution, including air and water contamination, suggest that toxic exposure can also affect immune responses in the developing brain and, possibly, lead to neuropsychiatric conditions such as schizophrenia and autism. For that matter, we are seeing increased interest in the role that bacteria in the human digestive system, including the large and small intestines, may play in regulating the enteric and central nervous system. While research studies examining biomarkers of immune system functioning have shown significant differences between schizophrenics and controls, this kind of research is still in the very early stages.

THE NEED FOR MORE ACCESSIBLE HEALTH CARE FOR SCHIZOPHRENICS

Even as research into new treatments for schizophrenia continues, it is also vital that we take a closer look at why so many schizophrenics are not getting the treatment they need. During the 1960s and 1970s, in particular, the closing of mental hospitals gave rise to social problems such as homelessness, substance abuse, and poverty, and most of those problems remain with us today. Sadly, many of these problems are getting even worse due to the lack of adequate resources caused by cutbacks in health care funding and adverse changes in social policies.

This lack of proper care means that men with schizophrenia die fifteen years earlier and women twelve years earlier than the general population. While antipsychotic treatment and psychotherapy programs can reduce this elevated mortality, the World Health Organization has repeatedly pointed out that far too many of the people affected by mental illness, including schizophrenics, simply cannot access the treatment they need.

As was mentioned previously, studies indicate that only 21 percent of schizophrenics actually have access to any treatment besides medication, usually due to lack of available programs or health providers. And the problem is even worse for older schizophrenics who rely on Medicare and Medicaid programs for treatment. Even when treatment programs are available, the lengthy waiting lists often mean months, or even years, of delay before treatment can begin.

Though there is a clear and rising need for mental health services, the actual number of health professionals providing these services is barely holding steady. According to a 2016 report released by the Health Resources and Services Administration, the supply of workers in selected behavioral health professions will be approximately 250,000 workers short of the projected demand in 2025. And the 2017 Review of Physician and Advanced Practitioner Recruiting Incentives by the physician search firm Merritt Hawkins indicates that psychiatrists will be in particularly short supply.

At present, the U.S. Department of Health and Human Services estimates that 111 million Americans live in “mental health professional shortage” areas, a problem that will likely grow worse with time. Most current professionals are aged fifty-five years old or older and due for retirement over the coming decade, but the mental health shortfall is even worse in smaller cities and rural areas, meaning there will be little or no available resources for people in need. Even though many people will seek help from their primary care physicians and emergency hospitals, these services are often not enough for people dealing with serious psychiatric conditions such as schizophrenia.

The lack of mental health treatment is even worse in most developing nations. According to the World Health Organization, the rate of mental health care workers can be as low as two per every one hundred thousand people leading to a drastic shortage in available services. Medications are also often unaffordable, so far too many families may choose to turn to alternative healers who are rarely equipped to handle conditions such as schizophrenia. Despite success in training paraprofessionals who can deliver mental health care, the shortfall in mental health treatment will continue to result in unnecessary suffering in the decades to come.

THE NEED TO COMBAT THE STIGMA SURROUNDING MENTAL ILLNESS

Much of the responsibility for this current state comes from the stigma that continues to surround schizophrenia and other mental illnesses. According to one eye-opening study published in 2019, the perception that people with mental illness are dangerous has actually gotten worse over the past two decades. The latest numbers indicate that 70 percent of Americans now view mentally ill people as dangerous, and they also support the use of involuntary hospitalization for even nonviolent patients.

The main reason for this worsening view of mental illness stems from the political fallout from mass shootings and other incidents. Organizations such as the National Rifle Association (NRA) typically rely on negative portrayals of people with mental illness to distract public attention from issues such as gun control as a way of preventing future violence. Along with blaming the mental health system for failing to protect the public, pro-NRA politicians (including current elected officials) continue to demand stronger restrictions that erode existing civil rights for mental patients. Unfortunately, national news outlets often contribute to the negative stigma surrounding mental illness. According to media analysis, in 2019 alone, 73 percent of all discussions following mass shootings mention a connection with mental illness while often ignoring more relevant causes, such as poverty, social unrest, and access to guns.

Add in issues such as homelessness, increasing numbers of mentally prisoners in jails and prisons, and the general pessimism surrounding schizophrenia and it is hardly surprising that many newly diagnosed people give in to hopelessness and despair. And the consequences surrounding stigma can be even more far reaching than that.

Along with the public stigma arising from popular misconceptions about schizophrenia, there is also the problem of self-stigma in schizophrenics caused by the fear of being stigmatized by others as well as the poor self-esteem caused by internalizing the negative beliefs and feelings associated with this condition. Recent research looking at self-stigma indicates that 40 percent of people with schizophrenia often view being stigmatized as a “second illness” that can adversely affect self-esteem, quality of life, and whether to continue with treatment. Stigma also affects employment prospects, income, and vulnerability to physical and mental illness, and it increases the risk of adverse outcomes such as substance abuse and suicide.

Tragically, recent studies have also shown that many mental health professionals (including psychiatrists and mental health nurses) may share the negative beliefs and attitudes about schizophrenia found in the general public. When compared to other mental illness diagnoses, such as autism and bipolar disorder, schizophrenics are often seen as being more dangerous and having a poorer prognosis overall. Though there is no evidence that these negative attitudes necessarily affect the quality of care that schizophrenics receive, it can still have an impact in how well they respond to treatment.

A sobering new study published in the journal Comprehensive Psychiatry demonstrates the impact that stigma can have on recovery in people who have experienced their first schizophrenic episode. Conducted by a team of Norwegian mental health researchers, the study examined over one hundred psychiatric inpatients or outpatients admitted for a first-time psychotic episode between the years 2003 and 2014. After being treated and released, the patients were then followed over a one-year period to assess how well they were functioning over time. Through a series of interviews, they were also assessed concerning their experiences with stigma and were assigned to one of three groups based on their responses: sustained stigma (reported stigma both immediately after release and one year later), transient stigma (experienced stigma less frequently), or no stigma.

While the participants reported an overall drop in the stigma they encountered over time, patients who experienced sustained stigma had the poorest outcome of all three groups. This included severity of symptoms, level of functioning, life satisfaction, and total disability. While they still showed some improvement over time, experiencing prolonged stigma does appear to have an adverse effect on self-esteem, and it increases the likelihood of developing other symptoms, such as anxiety and depression.

These results are especially important because it is during the first year of treatment that newly diagnosed schizophrenics make the most progress in learning to cope with their symptoms and form social networks with family, friends, and health professionals. For this reason, learning to handle the stigma often associated with psychiatric conditions such as schizophrenia is vital to keeping the recovery process from derailing.

Being schizophrenic does not mean “going crazy” or “losing your mind,” and it certainly does not mean becoming violent or dangerous. Though the stigma is still strong, more people than ever are pushing back through political action, such as with patients’ rights movements, or simply by encouraging schizophrenics and their families to be more open and about their search for acceptance and not staying hidden the way that previous generations did.

Along with this greater openness surrounding schizophrenia and other mental disorders, many governments have also implemented anti-stigma campaigns that have been extremely effective in changing attitudes. In the United Kingdom, for example, the Time to Change anti-stigma campaign has been operating successfully for the past ten years. Funded by the U.K. Department of Health and Social Care as well as organizations such as Comic Relief and the Big Lottery Fund, Time to Change is part of a global alliance of anti-stigma campaigners. Dedicated to raising awareness about mental health issues, studies have shown a 10 percent improvement in attitudes toward people diagnosed with mental illness and an 11 percent decrease in desire for social distance from them over the period 2009–2017. Other countries have shown similar progress in recent years, though more work still needs to be done.

CONCLUSION

As we have seen throughout this book, schizophrenia is an extremely complex disorder. Countless research studies investigating its causes and potential treatments have often raised more questions than they have solved. Still, despite the often rocky road that lies ahead for newly diagnosed schizophrenics and their families, there are more resources available than ever before for people seeking guidance on how to handle their psychotic symptoms.

Unfortunately, separating the facts from misinformation about schizophrenia remains a challenge that we all need to face. Though there are no simple solutions to the problem of helping schizophrenics become integrated into society, it is still essential that we learn all that we can because this is most definitely not a problem that will go away anytime soon. Certainly, the social and economic costs of dealing with schizophrenia will continue to be high, especially for those do not have access to proper treatment or a caring family and fall between the cracks as a result.

Even for those schizophrenics who respond well to treatment, there are still major challenges to be overcome if they wish to become independent and self-supporting. This means complying with treatment and recognizing potential signs of relapse as well as learning to deal with stress and the sense of despair that all too many schizophrenics develop. It is also vital to come to terms with the stigma, whether public stigma or self-stigma, that many schizophrenics face and to combat that stigma by being open about their own struggles.

But all people dealing with schizophrenia, whether directly or indirectly, need to remember these words by Elyn R. Saks:


There’s a tremendous need to implode the myths of mental illness, to put a face on it, to show people that a diagnosis does not have to lead to a painful and oblique life. . . . We who struggle with these disorders can lead full, happy, productive lives, if we have the right resources.




Case Illustrations

The following case studies are fictionalized but based on actual cases of schizophrenia from my private practice. Any resemblance to actual patients is coincidental.

WHEN ALBERT BEGAN HEARING VOICES

For Albert, the first signs that something was wrong began when he was in his late teens. Though he was always a loner, and prone to being bullied because he was considered a “nerd” by other kids his age, things became worse when he started hearing voices. While at first he had no idea where the voices were coming from, they were similar enough to people he knew to make him think someone was playing a trick on him. But the voices continued even when he was alone in his room. At first, the voices seemed random, but the messages soon became much darker. The voices told him that he was worthless, that he needed to kill himself, and that family and friends were conspiring against him. He also became increasingly suspicious about the people around him, including his parents and his sister. Along with the voices telling him that he was bad and deserved to die, he also became hyperaware of anything people said or did that might suggest they were conspiring against him.

Despite the symptoms he was experiencing, Albert had enough awareness to realize that what was happening was not normal. Afraid about how his family might react, he tried to conceal these symptoms from his family and his doctor as long as he could. After months of trying to ignore the voices and self-talking to overcome the paranoid thoughts, Albert’s changed behavior at school gave him a reputation for being “weird.” This not only made him more isolated as his friends started avoiding him, but his teachers also seemed more cautious around him (which reinforced the paranoid beliefs). He also became more introverted and rarely left his room except for meals or to attend class. It was his mother who finally made an appointment with a psychiatrist for her son, something Albert refused to consider at first, though he eventually gave in to pressure from his parents.

On meeting his psychiatrist for the first time, Albert was reluctant to open up due to his fear of being locked up as “crazy.” Given how worried his symptoms made him, and the fact that they became more intense during his first session, he grudgingly opened up about the voices, though he tried to downplay what he was experiencing as much as possible. The psychiatrist immediately ordered a series of medical tests, including an EEG, to ensure that Albert was not experiencing a neurological condition that could be responsible for his symptoms. She discussed the pros and cons of going on antipsychotic medication, including the possible side effects and the need to stay on them to keep his symptoms under control. She also explained about schizophrenia and what it could mean to live with such a serious disease.

While Albert was terrified about the implications of such a diagnosis, he was glad that the doctor was treating him like an adult and encouraging him to make his own decisions. Also, given that Albert had been seen along with his parents, his psychiatrist met with the three of them, and this helped Albert open up to his parents about the symptoms he had been concealing for so long. While they were naturally upset, both of his parents were open in their support for their son, which made the burden of his symptoms easier to bear.

Though he decided to put off taking the medication until his diagnosis was confirmed, Albert spent the next few weeks reading everything he could find about schizophrenia. While the disease itself was frightening, he was gratified to learn that the prognosis was not necessarily grim for people like him in the very early stages. He also educated himself about the potential side effects that he could expect and used the internet to find organizations in his area that could help him learn more about how to live with schizophrenia. After learning that there was a local branch of the Schizophrenia and Related Disorders Alliance of America (SARDAA), he and his parents got in touch with them and became involved with some of the programming that was available.

Finally, after weighing his options, Albert acted on his psychiatrist’s advice and started on olanzapine (Zyprexa). While his psychiatrist remains uncertain about his diagnosis (which is common with first-episode schizophrenics), she felt that his symptoms could not be ignored for long. Though he experienced some mild side effects (weight gain, fatigue, constipation), this seemed a good trade-off considering that the voices seemed under control for the time being.

Albert knows he is still in the very early stages of schizophrenia and that he will need to monitor his symptoms for the rest of his life, but he is optimistic and has already been accepted by the university of his choice. He is aware of the risks he faces and remains determined to beat the odds with the help of his family and the resources available in the community and at his new school.

Analysis

The first episode of a serious illness such as schizophrenia can be extremely scary, both for the schizophrenic and also for his or her friends and family members. Though symptoms can vary widely, it is the ones who get treated as quickly as possible who tend to have the best outcome following a first-time schizophrenic episode.

Research looking at people who have developed symptoms of schizophrenia for the first time suggests that the onset of these symptoms can vary widely. While many schizophrenics develop symptoms over a few weeks or months, about half of all schizophrenics have a much longer onset, with the first symptoms appearing years before the psychosis becomes noticeable to other people. People in the very early stages typically develop emotional issues, such as depression, anxiety, agitation, and general mood shifts. The first episode usually occurs in people in their early to mid-twenties, and the onset of psychosis is often linked to a major life event, such as going to college or joining the military. However, this is not necessarily true for all schizophrenics.

While doctors often prefer to keep first-episode schizophrenics in the hospital where they can be monitored around the clock, many schizophrenics have difficulty accepting this option and may delay getting treatment because they are afraid of being “locked up.” Even when they begin treatment, finding the right medication can take time. New patients need to be educated about the different medications available and potential side effects. They also need to learn to be patient because it can take as many as five years to get a real sense of how well they can function with the right treatment and right counseling program. See chapters 5 and 6 for more information.

WHEN SUBSTANCE USE MAKES SCHIZOPHRENIA WORSE

Mary had always been self-conscious about her appearance. When she was a teenager, she experienced problems with bulimia due to her belief that she was too fat, which her mother and friends tried to convince her was not true. Though she did get her eating disorder under control, she never stopped being self-conscious about how she looked, even after she went off to college. With the new freedom that came with being a student living away from home, Mary got caught up in campus life, including parties, where she drank much more than she had in the past. It was during one of these parties that Mary first heard a voice that sounded very much like her mother that told her she was fat and ugly. Mary passed this off as being due to the alcohol she had been drinking, and because the voice was so upsetting, she decided to stop drinking cold turkey.

When the voice returned, along with other voices that also told her she was ugly, Mary soon began to experience other symptoms as well. She isolated herself more than before, and she found it harder than ever to concentrate on her class assignments. When her teachers noticed that Mary was no longer the attentive student she once was, one of them referred her to a guidance counselor and the school medical center to see what was wrong. By this time, Mary had become increasingly paranoid about the other students in her dormitory and had openly accused some of them of plotting against her. When the guidance counselor came to her dorm room to speak with her in person, Mary screamed at her to get out.

After the school contacted Mary’s mother and told her about her daughter’s odd behavior, she immediately drove to the campus to see her daughter and find out what was happening. By this time, Mary was extremely disheveled and disoriented, and campus security needed to come pick her up from the library, where she was acting out. Her mother met with the campus medical center staff and agreed that Mary would need to be placed in a hospital for her own protection while being assessed.

Being admitted as an outpatient in a strange hospital made Mary even more paranoid, even with her mother trying to reassure her. Though her mother found it hard to believe when the doctor suggested Mary might be schizophrenic, she urged Mary to take the medication the hospital was offering her, even though she was warned about potential side effects. Eventually, Mary agreed, and the medication helped keep her stable while the counselors at the hospital began therapy sessions to prepare her for release back into the community.

Mary’s psychotic episode only lasted a couple of weeks, but she felt too humiliated to return to school and arranged to drop out. She also arranged to move back home with her mother and to continue receiving treatment under another psychiatrist closer to home. Though she was reluctant to take the medication that had been prescribed for her, her mother, who had become her full-time caregiver, insisted that she keep taking it despite concerns about possible side effects. She also encouraged Mary to attend therapy sessions at a hospital clinic where Mary could see a counselor on a regular basis.

Unfortunately, Mary’s anxiety over her symptoms and whether she would ever be able to continue her education made her backslide, and she began drinking again despite being warned about mixing alcohol with the medication she was taking. Most antipsychotics have a depressing effect on the central nervous system, and this, combined with the alcohol she was drinking, left her feeling abnormally sleepy for most of the day. While her mother noted that Mary was sleeping more than usual, Mary tried to pass this off as a side effect of the medication while keeping her drinking a secret. It was only when she began experiencing difficulty breathing that she finally admitted that she had been sneaking out of the house to drink at a nearby bar.

To help stabilize her condition, Mary was admitted to a locked psychiatric ward to dry out. Since she was also taken off her medication, her symptoms returned as well. After two weeks in the ward, she was finally allowed to return home, where she agreed to follow her medication more carefully and to stay off the alcohol. Recognizing that she needed substance abuse counseling along with sessions for her psychotic symptoms, Mary started a second program that has been going well so far. Mary and her mother are both cautiously optimistic, though they realize they have a long journey ahead of them.

Analysis

According to research, an estimated 50 percent of all schizophrenics also have problems with drugs or alcohol, and over 90 percent are addicted to nicotine. Many schizophrenics are prone to “self-medicating” as a way of getting their symptoms under some form of control, and this may involve over-the-counter medications, street drugs, or some combination of the two. They may also start using for many of the same reasons that nonschizophrenics do, such as coping with social anxiety or stress, as a form of experimentation, or simply to fit in socially. In the very early stage, prior to the development of formal symptoms, many schizophrenics experience emotional problems that resemble other conditions, such as depression.

Whatever the reason for the addiction, schizophrenics who are also substance abusers often slip through the cracks of health care systems, whether due to their own refusal to seek treatment or, more likely, because nearby treatment programs have long waiting lists and a shortage of available beds. Most programs for substance abusers are unequipped to handle people dealing with mental illness, and treatment programs for schizophrenics often prefer not to deal with substance abusers. This often leads to schizophrenics with substance abuse problems bouncing back and forth between mental health and addiction programs, which often makes their condition worse. While specialized programs are becoming increasingly available to help substance users suffering from schizophrenia, finding such programs may take time and resources that many schizophrenics simply do not have. Mary was fortunate to have a good support network, but many other people in her position are not as lucky.

WHY IS AARON CHANGING?

Aaron is a fifty-eight-year-old insurance assessor with no real history of mental health problems except for occasional episodes of depression. It was only after his job was terminated that he began experiencing symptoms far different from anything he had experienced before. He became increasingly paranoid about the reasons for losing his job, and his wife, Alice, and their children worried about how he had had changed since losing his job. He was isolating himself from everyone more than before, and when he did talk to people, they noticed that his speech was often flat and unemotional.

As Aaron became more withdrawn, he often avoided talking to anyone for hours or even days at a time. He also seemed distracted and forgetful, which made it harder than ever for him to search for a new job. Since his wife worked full time and their children spent all day at school, Aaron spent most of his days at home alone, and he was prone to wandering the neighborhood. Even though he had been well liked before his symptoms began, neighbors began telling his wife about his odd behavior, including refusing to speak to neighbors and avoiding people as much as possible.

When Alice tried to talk to her husband about what she was hearing, she tried to be supportive, but Aaron reacted badly to her suggestion that he see a psychiatrist (though he had seen one in the past for his depression). It was only after an episode in which he was arrested by police after a public disturbance at a grocery store that he was sent to a psychiatric ward for observation.

While Aaron was in the hospital, the staff interviewed Alice because Aaron was too agitated for them to question. He was demanding to be released, and he had also made threats to staff and threatened to sue them for violating his civil rights. This was during his more lucid periods. At other times, he refused to talk at all and preferred to hide in his room rather than interact with staff and other patients.

From Alice, the staff learned about Aaron’s history of depression, but she insisted that he had never had such severe problems before. One of the doctors, a neurologist, first suspected an early form of dementia given Aaron’s cognitive problems (reduced attention span, more forgetful), but his other symptoms did not really fit with that diagnosis.

Finally, based on the Aaron’s lack of progress in treatment and the wide range of symptoms he was presenting, his treating physician place him on an experimental course of treatment with antipsychotic medication. Getting him to take it was a challenge, but Alice persuaded him to give the medication a try. It helped that Aaron was getting used to the routine of the hospital ward and seemed less threatened about being there. Also, since Alice visited him on a regular basis, Aaron was not feeling as paranoid as before, and after becoming more involved in the treatment groups being run in the ward, he was more aware of how his symptoms were disturbing to friends and family. Though the medication seemed to help with Aaron’s paranoid delusions, his cognitive impairments did not improve. However, his doctors decided he was stable enough to go home.

Aaron is still receiving a disability allowance, so he is mainly supported by his wife, who also has to act as his primary caregiver. Though the hospital arranged for him to be placed in a day program for psychiatric outpatients, Aaron still has difficulty coping with being on his own for much of the day. As he no longer has his driver’s license and often gets lost when he takes a bus, he prefers to walk to the nearby mall and spends much of the day in a coffee shop. Though he continues to take his medication, his family and doctors are still worried about his lack of improvement. He has been referred to a neurologist to investigate the possibility that he may be in the very early stages of a dementia, but, for now, all his family and medical workers can do is wait and see how his condition progresses.

Analysis

Cases of late-onset schizophrenia, with the first symptoms developing at age forty or later, were originally considered rare, but psychiatric problems are becoming increasingly common in older adults. Research suggests that 23 percent or more of older adults will experience psychotic symptoms at some point. They are often triggered by major life events, such as the loss of a spouse. While dementia remains the most common cause, other conditions, such as mood disorders (as in Aaron’s case), substance abuse, and cardiovascular disease (including stroke), can also lead to schizophrenia-like symptoms such as hallucinations and delusions. As formal thought disorders and negative symptoms such as reduced speech and emotion remain relatively rare in late-onset cases, it can often be difficult to tell the difference between symptoms caused by dementia and symptoms caused by other psychiatric conditions. For this reason, making a diagnosis often requires extensive testing, including neuroimaging and a detailed laboratory workup, to determine the cause and the best course of treatment.

While Aaron seems to be responding to medication, other cases like his are not so fortunate. Psychotic symptoms in older adults are likely to become an increasing problem, particularly in nursing home residents with other medical issues that can undermine mental health. According to World Health Organization statistics, the number of people over the age of sixty worldwide is expected to more than double over the next twenty years. This will likely mean a sharp rise in older adults with psychiatric symptoms, including dementia and late-onset psychosis, and treating them all will pose a tremendous challenge. See chapter 4 for more information.

MY BROTHER IS SCHIZOPHRENIC

Though Carla had never even known what schizophrenia was, she was still old enough at twelve years of age to realize that her big brother, Kevin, was starting to act strangely. She was afraid to go to her parents at first when Kevin, who had always been warm and supportive to her, suddenly began behaving like another person entirely. Even talking to her mother did not make her feel any better.

As both of Carla’s parents explained to her, Kevin was having problems that they did not understand themselves. He had stopped going to school, and he was isolating himself from everyone he knew. He often wandered through the house at night and could be heard muttering to himself at times. It was only after police picked him up at his old school and charged him with trespassing that Kevin agreed to see a psychiatrist, but even then, he refused to admit that he had a problem.

After weeks of the same behavior, Kevin’s doctor suggested that he might be suffering from schizophrenia and would need medication to help control his symptoms. Carla’s mother had some previous experience with a mentally ill relative (her uncle had been schizophrenic), but Carla herself was horrified at finding out that her big brother was “crazy.” Her parents did their best to explain what was happening to Kevin and that he would be needing to stay in a hospital for a while to help him get better.

This was hard for Carla to accept, and she also had to endure the whispering about her brother at school. Word had gotten around about his being arrested at school, and rumors about “Crazy Kevin” seemed to be spreading. As his sister, Carla also soon found herself a target for verbal abuse from other students. Some of the people she had thought of as friends were avoiding her, and she soon got used to eating alone during lunch hour and being shut out of many of the after-school clubs she had once enjoyed.

Carla’s teachers and the school counselor attempted to draw her out of her shell, but Carla felt uncomfortable talking about Kevin and how her own life had changed as a result of his illness. Also, since Kevin’s doctors were discouraging family visits until they could get his condition stabilized, she had not seen her brother in weeks, making Carla miss him more than ever. Even though she tried reading more about schizophrenia and looking it up online, she was often confused by the medical terms and found it hard to believe that her own brother could be experiencing the kind of symptoms being described.

Carla also found herself thinking about her family life with Kevin and her parents and wondering what she might have done differently that could have made things better for him. But when she tried to talk to her parents, she soon found that they were dealing with their own sense of guilt over what had happened to their son. Since they were reluctant to talk about Kevin, Carla soon found herself feeling as isolated at home as she did at school.

Acting on the advice of Kevin’s psychiatrist, Carla’s parents began attending family counseling to help the three of them come to terms with the schizophrenia diagnosis and how it was affecting all of them. While Carla was reluctant to attend the counseling sessions at first, she soon found that being able to talk about her own feelings made coping with Kevin’s illness a lot easier.

Though she had been reluctant to admit it to her parents, Carla was still having problems understanding what schizophrenia was and why her brother was being affected. She also admitted to feeling guilty over not recognizing what was happening sooner and whether she could have changed anything by telling her parents about how different her brother had become.

Though her parents were quick to tell Carla that there was nothing she could have done that would have changed Kevin’s diagnosis, they also admitted to feeling guilty themselves for much the same reason. Carla also opened up about how she was being treated at school and all the whispering about Kevin. She even admitted to wishing that he had gotten some other disease instead, such as cancer or heart disease. Though she felt guilty for saying that, she also admitted how embarrassed she was about Kevin’s condition being so public.

While the family counseling sessions have helped Carla and her parents adjust a little better, they realize that their lives have changed and that their future, along with Kevin’s, remains uncertain. All that they can be sure of is that, whatever happens, they will deal with it as a family.

Analysis

Accepting that a close family member is schizophrenic is never going to be easy. Family members often struggle to learn what schizophrenia even is, and they may also need to overcome their own preconceived ideas about mental illness. There is also the sense of helplessness that family members often feel when they see the kind of symptoms their child or sibling is experiencing. Even before symptoms become severe enough to require treatment, family members such as Carla are often quite aware that something is wrong, though they may be afraid to say anything.

In addition, when a family member finally gets diagnosed, it is usually up to parents or siblings like Carla to provide round-the-clock care due to the lack of proper treatment services nearby. Providing this kind of care often means putting their own lives on hold, and family member typically feel overwhelmed because of the burden placed on them and the sacrifices they need to make. There is also the burden of trying to hold down a job or attend school, which can be extremely difficult to balance along with being a caregiver.

Family members can also find themselves facing the stigma that typically surrounds mental illness in most cultures. Along with feeling stressed and helpless, they may also find themselves feeling ashamed about this illness in their family. Though health care workers can help, many family members feel shut out of their relative’s psychiatric care because they are not getting the information they need to make proper decisions about care.

While Carla was only twelve when her beloved older brother, Kevin, started developing schizophrenia, her life has been heavily influenced by Kevin’s symptoms, his frequent outbursts, her family’s efforts to get him into treatment, and, finally, the decision to place him in a psychiatric hospital full time. Along with not being able to see her brother except when his condition improves, Carla also has to cope with the stigma of having a schizophrenic brother, especially when other kids her age whisper about her “crazy” brother and try to avoid her whenever they can. She has also been dealing with school bullies, many of whom make fun of her and her brother, which has been adding to her own emotional problems. Family counseling can be invaluable in cases like Carla’s, at least in developing a better understanding about schizophrenia and helping entire families learn to cope more effectively.

LEARNING TO LIVE WITH SCHIZOPHRENIA

Despite having an excellent upbringing and a loving family with no history of mental illness, Jolene’s dream of going away to college was derailed when she first developed psychotic symptoms—auditory hallucinations (hearing voices) and delusions of persecution—in her second year at school. She was hospitalized for one month at the age of nineteen and was forced to drop out of school. She was eventually diagnosed with chronic schizophrenia, undifferentiated type, and despite taking medication regularly, she was still prone to relapses. Over the next seven years, Jolene was hospitalized eleven times and had to rely on her family and the government for financial support. Though her parents and siblings had trouble understanding Jolene’s schizophrenia at first, they still encouraged her to move back home where they could care for her. As a result, they felt hurt and worried when she insisted on living on her own.

As for Jolene, she felt encouraged that her latest medication, quetiapine, seemed to be working, though she still occasionally heard voices telling her that she was no good and would never get better. Prior to her latest release from the hospital, Jolene worked with a psychotherapist to prepare a discharge plan to help her upon returning to the community. Though she wanted to return to school, she knew this likely would not be practical until she had better control of her symptoms. She was also extremely pessimistic about her prospect for recovery and was afraid of the effect that her condition was having on her family, which was her main reason for refusing to move back home.

Finally, at the urging of her mother and her psychiatrist, Jolene agreed to attend a cognitive behavioral therapy program for schizophrenics that had recently started in her community. As Jolene was reluctant at first, the therapist who was assigned to work with her devoted the first few weeks of the program building up a good rapport with her. This included having regular conversations and sharing information about each other to help Jolene build up a sense of trust and mutual respect. The early sessions ranged from only fifteen minutes to more than an hour, depending on what Jolene felt she could handle. If she was feeling agitated or too tired to do actual therapy work, Jolene and her therapist would go for walks around the neighborhood.

Once the therapist felt Jolene was ready to move on to the next phase, she spent the next few sessions talking about schizophrenia and the process that the treatment would be following. She also explained about how biological factors made schizophrenics especially vulnerable to stress and the kind of coping strategies that would make that stress easier to handle.

Using examples from Jolene’s daily life, the therapist explained that how Jolene reacted emotionally to stressful situations often depended on how she interpreted the situation and the kind of self-talk she engaged in at the time. Since she often believed the voices that told her she was incapable of getting better, she typically reacted by becoming agitated or depressed. The therapist suggested that she instead try more positive self-talk statements that could lead to healthier coping. The therapist also gave her different behavioral assignments to encourage her to become more active, such as going shopping for clothes or taking her mother to a movie.

For additional encouragement, she also gave Jolene an interest inventory to explore her interests and get her involved in new activities. Through the inventory, she learned that Jolene used to enjoy arts and crafts but had stopped doing them because of her symptoms. As part of her therapy, Jolene was encouraged to attend different arts and crafts courses at the local community college. This included macramé and painting, both of which were activities that Jolene learned to enjoy.

Jolene was also encouraged to try out new social activities, such as ballroom dancing and bowling, where she could meet new people. Though there were some problems along the way, especially given Jolene’s anxiety in social situations, the stress management techniques she learned in her therapy sessions made this easier for her. Even though she made good progress in her therapy sessions, Jolene still worried about relapsing and having to go back to the hospital. Her therapist helped her deal with these fears by teaching Jolene more about her illness and constructive ways of coping with schizophrenia.

While her treatment is still ongoing, Jolene is showing excellent progress and feels that she is learning to handle her symptoms better. Though it is still too soon to see how well she will do in future, Jolene and her family are encouraged by her ability to stay out of the hospital longer than she ever has in the past. Jolene has even decided to return home to live with her mother and is already considering returning to school on a part-time basis.

Analysis

For many chronic schizophrenics, cognitive behavioral therapy for psychosis (CBTp) can play an important role in helping them deal with their symptoms as well as learning to function more effectively in the community. In the past, short-term cognitive behavioral therapy for schizophrenics has typically focused on helping them to deal with specific symptoms, such as hallucinations and delusions. But schizophrenia is an extremely complex condition, and many people in therapy will have additional needs, such as learning how to cope with stressful situations in the community and how to handle the kind of problems they might have socializing with friends and family.

Clinicians dealing with schizophrenic patients also recognize that treatment needs will change depending on their life circumstances and where they happen to be in terms of the recovery process. For chronic schizophrenics with a history of relapses, CBTp can teach them to become more confident in their ability to recognize when their symptoms are worsening and how to seek help in preventing those symptoms from getting worse. Aided by medication and psychotherapy, people like Jolene can get their lives back on track once they overcome the poor self-esteem and lack of confidence that often sabotage their recovery.

Again, there is no miracle cure for schizophrenia, but research studies looking at CBTp suggest that it can be extremely effective in teaching schizophrenics to manage distressing psychotic symptoms and improve social functioning. Unfortunately, CBTp programs are still not widely available, though this is slowly changing. See chapter 5 for more information.


Glossary

Acceptance and commitment therapy (ACT)

A psychotherapeutic approach that combines cognitive behavioral therapy with research into the role of language in cognition. Using ACT principles, patients are encouraged to accept internal events in a nonjudgmental way and work toward behavioral goals. For psychotic patients, in particular, this involves learning to accept symptoms such as hallucinations and delusional thinking and to keep these symptoms from undermining their recovery.

Acute schizophrenia

Episodes during which patients develop positive symptoms such as hallucinations, delusions, or thought disorders severe enough to require hospitalization. Onset is often abrupt but may be preceded by a prodromal phase.

Akathisia

Motor restlessness, particularly in the arms and legs which can be misdiagnosed as psychotic agitation in schizophrenics. Can occur in 20–25 percent of patients on medication.

Alogia

Also known as poverty of speech, alogia is the inability to generate spontaneous speech or hold a regular conversation. This can also take the form of telegraphic speech (extremely compressed speech largely made up of two-word or one-word sentences). Alogia can be seen in different neurological conditions, but it is classified as a negative symptom of schizophrenia.

Anhedonia

The reduced ability to feel pleasure or recall pleasurable episodes from memory. While anhedonia can be found in many other conditions, including depression and PTSD, it is also extremely common in schizophrenia. Anhedonia is typically classified as a negative symptom of schizophrenia.

Antipsychotic medication

Medication used to treat the symptoms of serious psychiatric disorders such as schizophrenia. First introduced in the 1950s, these antipsychotic medications typically work by altering the brain’s biochemistry through mimicking different neurotransmitters. While not considered a cure for psychiatric disorders, these medications can help psychiatric patients control their psychotic symptoms and function in society. Antipsychotic medications can have serious side effects that need to be carefully monitored.

Assertive community treatment (ACT)

A treatment model involving the use of specialized teams with small caseloads to help people with severe mental illness (primarily schizophrenics) to become better integrated into their communities. First established in the 1970s, the ACT model has become widely used in many U.S. states as well as in Canada, the United Kingdom, and other European countries.

Avolition

A lack of motivation in carrying out activities that used to be done independently. While a common symptom of schizophrenia, avolition is also seen in people with other emotional disorders, which can make it difficult to diagnose.

Borderline personality organization

A stable pattern of personality traits formed in early childhood that makes people especially vulnerable to developing schizophrenia later in life. Borderline personality organization was first proposed by researcher Otto Kernberg.

Brief psychotic disorder

The development of hallucinations, delusions, or other schizophrenia-like symptoms with no clear cause and which may only last for a month or less.

Catatonia

Abnormal movement and behavior arising from a disturbed mental state. It may involve repetitive or purposeless overactivity, or catalepsy; resistance to passive movement; and negativism. Originally associated with schizophrenia, catatonia can be seen in different medical conditions. Catatonia is also called catatonic schizophrenia, though this term is rarely used today.

Chronic schizophrenia

A phase characterized by negative symptoms such as apathy, lack of insight, suspiciousness, and flat affect following an active psychotic episode. Chronic patients often vary widely in terms of level of functioning. While many patients are able to hold down jobs and even pursue successful careers, others may require specialized care.

Circumstantial thinking

The tendency of many schizophrenics to talk in circles rather than answering direct questions. Essentially, they often respond to questioning by bringing in excessive details that have no relevance to what they are being asked (though they may be incapable of realizing this). Circumstantial thinking is also known as circumstantiality.

Cognitive behavioral therapy (CBT)

Psychotherapy that focuses on identifying and changing cognitive distortions that influence thoughts and behaviors. As part of the treatment process, therapists train patients in different techniques for coping with stress, regulating emotions, and evolving coping strategies for dealing with life crises and daily hassles.

Cognitive biases

Thinking errors seen in schizophrenics experiencing delusions. Cognitive biases can include jumping to conclusions (forming a belief based on inadequate information), extreme responding (all-or-nothing thinking), and a lack of flexibility in beliefs. Many therapy approaches, including cognitive behavioral therapy, focus on teaching schizophrenics to overcome these biases.

Cognitive remediation

Use of cognitive training and rehabilitation to help schizophrenics improve critical thinking skills and build self-esteem by overcoming cognitive impairments that might limit their ability to function independently.

Command hallucination

A hallucination, often a voice, that orders the schizophrenic to engage in an act he or she might not otherwise do, including self-harm or harming others. It often occurs in more serious cases of schizophrenia. Command hallucinations are often used as a defense in criminal cases in which the schizophrenic is accused of committing a criminal act.

Continuous antipsychotic maintenance treatment

Using a constant dose of medication even after symptoms go into remission. While continuous antipsychotic maintenance is the preferred treatment approach for most psychiatrists, concerns about side effects and drug toxicity have resulted in increased support for an intermittent treatment approach.

Deficit syndrome

A common syndrome in chronic schizophrenics defined as having at least negative symptoms, such as restricted affect (showing little or no emotion when interacting with others), diminished emotional range (denying significant emotion when asked), poverty of speech, curbing of interests, diminished sense of purpose, or a diminished social drive.

Delusion

A firm or fixed belief that arises in the absence of clear evidence and that persists even in the face of rational arguments or valid evidence that disprove that belief. Symptoms may include delusions of grandeur, persecution, or reference. Schizophrenics may also experience partial delusions, which are not as fixed as full delusions and which they can express some doubt about.

Delusion of control

The belief that external forces (e.g., aliens, the Illuminati) are exerting some kind of influence that is controlling someone’s thoughts or actions. Many people with this kind of delusion take extreme measures to “protect” themselves, such as wearing tinfoil hats.

Delusion of grandeur

Regarding oneself as having a special identity, having accomplished something amazing, or being a celebrity. People with grandiose delusions may insist that they are actually someone else who is famous (e.g., Christ, Napoleon, Julius Caesar) or that they occupy some important position in the world (e.g., president of the world, king of England).

Delusion of persecution

The false belief that someone is the target of a vast conspiracy to kill, discredit, or otherwise harm him or her. The person may claim that he or she is constantly being monitored by electronic or telepathic means and often takes extreme measures to block this monitoring. The person also tends to be hypersensitive to any comments that could be interpreted as threatening or confirming his or her belief that he or she is being persecuted.

Delusion of reference

Believing that outside events are personally relevant in some way (e.g., the television is relaying messages just for the person, everyone on a passing bus or car is talking about him or her).

Dementia praecox

Diagnosis once applied to people suffering from conditions such as schizophrenia that resembled the dementia seen in elderly patients. The term is no longer used in modern psychiatry. Dementia praecox is also known as precocious dementia.

Derailment

Thought disorder characterized by discourse consisting of a sequence of unrelated or only remotely related ideas. The frame of reference often changes from one sentence to the next. Derailment is also known as loosening of associations.

Direct brain stimulation

The use of either controlled electrical currents or magnetic fields to affect neural activity and improve cognitive functioning. Direct brain stimulation may be used in treating psychiatric conditions such as schizophrenia, though it is still highly experimental.

Dissociative identity disorder (DID)

A psychological condition in which an individual manifests two or more separate personalities. DID is viewed as an extreme reaction to childhood trauma. While potentially severe, it is not classified as a major mental disorder in the same way as schizophrenia. DID is often confused with schizophrenia, though the causes and symptoms are quite different.

Dopamine

A neurotransmitter that is part of a chemical family known as catecholamines. Along with other catecholamines, such as adrenaline and noradrenaline, dopamine is produced in key areas of the brain and plays a central role in many critical brain functions. Dopamine is also one of the first candidates for a biochemical explanation for schizophrenia.

Dopamine hyperactivity hypothesis

A research hypothesis that links psychotic symptoms, particularly in schizophrenics, to the overactive production of dopamine, which affects many of the brain’s key pathways, including the mesolimbic pathway linking the ventral tegmental area of the midbrain and other areas of the limbic and hindbrain. Early support for this hypothesis was based on the effects of antipsychotic medications such as haloperidol and chlorpromazine (CPZ), which can block dopamine activity in the brain.

Dystonia

Spasms that affect muscles throughout the body, including the neck, back, eyes, throat, and tongue. Dystonia occurs in about 10 percent of people on antipsychotic medication.

Electroconvulsive therapy (ECT)

Therapy that involves the direct electrical stimulation of the brain, whether bilaterally or unilaterally. First developed by psychiatrist Ugo Cerletti in the 1930s, ECT was extensively used on schizophrenics during the 1940s and 1950s. ECT has been phased out in favor of safer treatments.

Erotomanic delusion

Belief that another person (such as a celebrity) is in love with the person experiencing the delusion and is sending secret messages through movies or television (often linked to delusions of reference). Erotomania can be extremely dangerous, as it can lead to stalking behavior and extreme jealousy or anger when these romantic feelings are not returned.

First-rank symptoms of schizophrenia

Hallucinations and delusions that can be used to distinguish schizophrenics from people suffering from other psychiatric and neurological conditions. First-rank symptoms are part of a diagnostic scheme developed by psychiatric Kurt Schneider. See also second-rank symptoms of schizophrenia.

Gedankenlautwerden

Hearing voices that echo what the patient is thinking. Gedankenlautwerden is one of the first-rank symptoms described by Kurt Schneider.

Glutamate

One of the widely distributed neurotransmitters in the brain. Glutamate receptors have been found in many brain areas linked to schizophrenia. Drugs such as phencyclidine (PCP), which act on glutamate receptors, can also induce psychotomimetic symptoms.

Hallucination

Any sensory experience involving the apparent perception of a person or object that can only seen by the person experiencing the hallucination. Hallucinations have been reported by people suffering from a wide range of medical diseases as well as those under the influence of different chemical substances. Schizophrenic hallucinations can be auditory, visual, tactile, or olfactory. See command hallucination.

Hebephrenia

A form of schizophrenia in which patients regress to a childlike state. The term is no longer used in modern psychiatry.

Immune hypothesis of schizophrenia

A hypothesis derived from immunological research that argues that exposure to diseases such as the herpes virus or cytomegalovirus can lead to neuroinflammation in key regions of the brain. Such inflammation can produce changes in neurotransmitter production, which makes developing brains more vulnerable to psychiatric diseases such as schizophrenia. Diseases linked to possible schizophrenia include maternal influenza and toxoplasmosis.

Insulin-shock therapy

Administering large doses of insulin to schizophrenics in the hope of improving their condition. It was first developed Manfred Sankel in the 1920s and was soon superseded by more modern treatments.

Junun mufrit

A condition similar to modern schizophrenia first identified in medieval Islamic countries. Symptoms include bizarre speech, mutism, and behavioral and sleep disorders.

Kynurenic acid

A metabolic product of amino acid L-tryptophan with known neuroactive properties. While not classified as a neurotransmitter, kynurenic acid receptors can influence a wide range of neurological functions. It has been linked to schizophrenia as well as other brain diseases such as tick-borne encephalitis and HIV dementia.

Monomania

An archaic term used to describe an exaggerated or obsessive enthusiasm for or preoccupation with one thing. Typically applied to schizophrenics, monomania is also seen in patients with other psychiatric diagnoses.

Mutism

The complete absence of speech, especially in cases of catatonic schizophrenia. As mutism can also occur due to other causes, including depression and neurological diseases, it cannot be considered a symptom of schizophrenia by itself.

Negative symptoms

The loss of normal psychological functioning in patients with chronic schizophrenia. Negative symptoms may include loss of motivation, flat affect, reduced or absent speech, and loss of planning ability. See also positive psychotic symptoms.

Neuroleptic malignant syndrome (NMS)

A potentially life-threatening reaction to antipsychotic use characterized by high fever, mental confusion, unstable blood pressure, sweating, rapid heart rate, and rigid muscles. If left untreated, NMS can lead to kidney failure, seizures, and death. Though the introduction of atypical antipsychotic drugs has made NMS rare, about fifteen of every one hundred thousand psychiatric patients still develop this condition in some form.

Oculogyric crisis

A reaction to certain antipsychotic medications that results in an involuntary shift of the eyes upward.

Overvalued ideas

Strongly held beliefs that seem irrational to others and that may develop into full delusions over time. Partial delusions and overvalued ideas are especially common in the early stages of schizophrenia, including the prodromal phase.

Paranoid personality disorder (PPD)

Characterized by a chronic tendency to be highly argumentative and stubborn in dealings with others. Those with PPD may also be cold to the people in their lives and are often convinced that they are the target of a conspiracy, which makes them extremely suspicious of anyone they encounter. While not classified as a major mental illness, people with this disorder often display borderline symptoms of schizophrenia that can be hard to diagnose or treat.

Positive symptoms

The development of symptoms characteristic of active psychosis, such as hallucinations, delusions, altered perceptions, or disordered thought. While usually associated with schizophrenia, positive symptoms may also be seen in patients with other psychotic disorders. See also negative symptoms.

Prodromal phase of schizophrenia

A preliminary phase that can last months or years before the first true psychotic episode. During the prodromal stage, a schizophrenic may undergo subtle changes in personality, thinking and behavior that may go unnoticed by most people. It is also during this period that psychotic symptoms first develop, though most schizophrenics are able to conceal them, at least in the early stages.

Pseudoneurotic schizophrenia

An archaic term once favored by American psychiatrists, who applied it to patients suffering from neurotic symptoms or personality disorders. The term is no longer used in modern psychiatry.

Pseudoparkinsonism

An adverse side effect of antipsychotic medication that causes patients to display many of the signs of Parkinson’s disease (e.g., tremors, rigidity, slow motor movements).

Psychosurgery

The use of surgical techniques to alter or destroy neural pathways in the frontal lobe of the brain to modify or control psychotic symptoms in schizophrenics. The most common form of psychosurgery was the prefrontal lobotomy procedure developed by Walter Freeman and Jamie Watts. Widely used on schizophrenics and other psychiatric patients and prison inmates during the 1940s and 1950s, the procedure has since been phased out due to the often horrific effects on people undergoing the surgery.

Psychotomimetic drugs

A class of drugs that may induce hallucinations and other psychotic symptoms by enhancing the effects of serotonin on the brain.

Reality monitoring

The ability to distinguish between internal states and external reality. Reality monitoring is a central aspect of theory of mind, which can be compromised in schizophrenics.

Schizoaffective disorder

A form of severe mental illness combining symptoms of both schizophrenia and a mood disorder (depression or bipolar disorder). Schizoaffective disorder may involve moderate to severe depression or rapid “cycling” between manic episodes (with abnormally elevated mood, energy level, and arousal) and depressive episodes that can be indistinguishable from clinical depression.

Schizoid personality disorder

Disorder characterized by the inability to form close social relationships and the avoidance of social situations in a way that appears similar to social anxiety. People with schizoid tendencies show no interest in forming any social relationships and may also show restricted emotion that may make them seem completely indifferent to other people.

Schizophasia

Characterized by confused use of words with no apparent meaning or relationship to them, also known as word salad. Schizophasia usually indicates a symptom of the thought disorder associated with schizophrenia.

Schizophrenia

A serious mental illness characterized by continuous or recurring psychotic episodes. The term originally comes from a Latin phrase meaning “splitting of the mind.” Symptoms of schizophrenia include hallucinations, delusions, disorganized thinking, decreased emotional expression, social withdrawal, and motivational impairments. Believed to affect approximately 1 percent of the population, schizophrenia typically begins in young adulthood, though first episodes can occur much earlier or later.

Schizophreniform disorder

A psychiatric condition similar to schizophrenia except that the psychotic symptoms may disappear completely after a few months (or at least improve to the point of not needing further treatment). Schizophreniform disorder is much rarer than regular schizophrenia.

Schizophrenogenic parent

A term referring to the belief by early clinicians that schizophrenia was caused by parents who were either overprotective or emotionally distant. While mothers were usually implicated, fathers could also be blamed for mental health problems in their children. Similar to the “refrigerator parent” theory of autism, it has since been refuted and is no longer accepted today.

Schizotypal personality disorder

A personality disorder characterized by bizarre thinking, behavior, and emotional reactions that are often out of touch with reality. Along with strange speech and a tendency to stay isolated (much like schizoid personality disorder), schizotypal individuals are also prone to paranoid thoughts, strange beliefs, and inappropriate emotional responses to outside pressures. While symptoms may resemble schizophrenia, they are rarely severe enough to merit a formal diagnosis of psychosis.

Second-rank symptoms of schizophrenia

Symptoms that are common in schizophrenics and may include delusions of reference, emotional blunting, delusions of persecution, and second-person auditory hallucinations. These symptoms can also be seen in other psychiatric and neurological conditions. See also first-rank symptoms of schizophrenia.

Serotonin

A key neurotransmitter that can be found in every part of the body and is produced by the amino acid tryptophan from normal dietary sources. Serotonin is also known as 5-hydroxytryptamine. It is linked to schizophrenia due to its chemical similarity to psychotomimetic drugs such as LSD.

Sign

Any objective evidence of a disease that an external observer, usually a medical doctor, can detect that can aid in making a diagnosis (e.g., hypertension, fever, rapid heart rate, or other diagnostic indicators of disease). See also symptom.

Social skills training (SST)

A form of behavioral therapy used to improve social skills in people with mental disorders, social skills training (SST) relies on behavior modeling, corrective feedback, coaching sessions, and positive reinforcement to shape how schizophrenics behave in simulated situations and helps them to respond appropriately to the same kind of situations in real life.

Somatic delusion

Bodily sensations that may cause schizophrenics to believe they are diseased or infected somehow (which can also tie into different kinds of hallucinations). One example is delusional parasitosis, or the belief that someone is infected with bugs, lice, or another parasite, either on his or her skin or underneath it.

Symptom

A subjective indicator of a medical issue that cannot be physically seen by health professionals but can only be described by the patient experiencing it. Examples include tinnitus, chronic pain, and emotional distress. With schizophrenia, health professionals depend on reported symptoms such as hallucinations, delusions, and bizarre beliefs to assess patients. See also negative symptoms and positive symptoms.

Tangential thinking

Jumping from thought to thought in a conversation without ever being able to focus on one topic for long. Though these different topics rarely make sense to the listener, they often have a very thin or superficial connection that only has meaning to the schizophrenic. Tangential thinking is similar to circumstantial thinking. (Keeping a schizophrenic on track during interviews can often be a challenge for health professionals.)

Tardive dyskinesia (TD)

A disorder linked to antipsychotic use that can result in involuntary and repetitive body movements, such as facial distortions, grimacing, or bizarre movement of the arms or legs. Elderly patients on medication, particularly females, appear particularly vulnerable.

Thought blocking

The abrupt pausing of speech for a period of time, ranging from a few seconds to a minute or more. It can appear as if the person experiencing the block is on “pause,” and when he or she starts speaking again, he or she has often forgotten the original topic being discussed. Instead, his or her postblock speech will be on a completely different topic.

Tolerance

The reduced response to prescribed medications as the body becomes increasingly adapted to the higher dosage. As with many recreational drugs, drug tolerance can also increase the risk of side effects, and it may produce withdrawal effects when patients are weaned off the medication.

Toxicity

Condition that may occur when a patient has accumulated too much of a specific drug in the bloodstream or in other tissues of the body. While toxicity is an issue that can occur with any pharmacological agent, it is a special concern with antipsychotic use because many schizophrenics require high doses of a given medication to control their symptoms.

Treatment-resistant schizophrenia

Occurring in one-fifth to one-third of cases involving active psychotic symptoms, people with treatment-resistant schizophrenia do not respond to conventional antipsychotic medication. As a result, they may need to remain in hospital for long periods of time.

Waxy flexibility

A commonly seen sign of catatonia in which the body becomes frozen in specific postures and can only be moved when someone else puts the body in a new position.


Directory of Resources

Most cities have local resources that can be found through the family doctor or mental health organizations. However, the following is a list of online resources that can be accessed for more information. While it is primarily focused on resources available in the United States, similar websites exist in most countries around the world.

WEBSITES

American Psychiatric Association (APA)

https://www.psychiatry.org/patients-families/schizophrenia

The APA is the largest professional organization in the world for psychiatrists. Its website provides up-to-date information on schizophrenia as well as a national referral page for finding a psychiatrist in your community and listings for resources and organizations across the United States.

Medical News Today

https://www.medicalnewstoday.com/categories/schizophrenia

One of the world’s best sources of information on medical issues and available treatments, Medical News Today also has a comprehensive website on a wide range of mental health issues as well as information sheets on schizophrenia, including symptoms, diagnosis, and treatment options. The site also includes a Knowledge Center outlining the latest research into schizophrenia and psychosis.

Mental Health America (MHA)

http://www.mentalhealthamerica.net/conditions/schizophrenia

Founded in 1909, MHA is the leading community-based nonprofit organization in the United States dedicated to helping those living with mental illness and to promoting the overall mental health of all Americans. MHA’s mission is based on the Before Stage 4 (B4Stage4) philosophy—that mental health conditions should be treated long before they reach the most critical points in the disease process. Along with providing prevention services for people in need and their families as well as early identification and intervention, MHA also aims to provide integrated care, services, and support to help with recovery. Its website provides valuable information on schizophrenia in English and Spanish as well as information on clinical trials and listings for resources.

National Alliance on Mental Illness (NAMI)

www.nami.org

Founded in 1979, NAMI is the largest grassroots organization of its kind in the United States. Providing education programs in thousands of communities across the country, NAMI also has a toll-free help line for people in need of access information or support from local resources.

National Institute of Mental Health (NIMH)

https://www.nimh.nih.gov/health/topics/schizophrenia/index.shtml

A federal scientific research institute funded by the National Institutes of Health and the U.S. Department of Health and Human Services, NIMH is one of the leading federal agencies for research into mental disorders, including schizophrenia. Along with summaries of the latest research studies, NIMH’s website also provides basic information on schizophrenia, including statistics, numerous recent publications on diagnosis and treatment, and links to many other organizations providing services worldwide.

Schizophrenia.com

http://schizophrenia.com/

Started in 1995, Schizophrenia.com is a leading community-based nonprofit organization dedicated to providing high-quality information, support, and education to the family members, caregivers, and individuals whose lives have been impacted by schizophrenia. Its website provides in-depth information on a range of topics related to schizophrenia diagnosis, treatment, and advocacy as well as discussion forums, schizophrenia news, and an early schizophrenia screening test.

U.S. Department of Veterans Affairs (VA)

https://www.mentalhealth.va.gov/res-vatreatmentprograms.asp

The VA offers a number of different treatment options for eligible veterans seeking help for schizophrenia issues. Both outpatient and residential (live-in) programs are available at VA sites across the United States, where veterans can receive inpatient and outpatient therapy, family counseling, medication for psychiatric conditions, and first-time screening. Special programs are also available for women, veterans of recent deployments, and homeless veterans.

BOOKS

The following are books that may be of help in dealing with schizophrenia and some of the underlying issues that can be contributing to what is happening.

Information, Treatment Guides, and Support

Christine Adamec (1996). How to Live with a Mentally Ill Person: A Handbook of Day-to-Day Strategies. John Wiley & Sons. Along with describing her own struggle dealing with a schizophrenic daughter, Christine Adamec provides a no-nonsense guide for caregivers that discusses how to balance the needs of the patient with the needs of the family as a whole. Not intended to describe, diagnose, or treat any particular mental illness, this book suggests strategies for dealing effectively with common and serious symptoms, such as hallucinations and poor hygiene, as well as common situations (e.g., refusals to take medication, disagreements between the caregiver and doctors or therapists).

Christopher Frith & Eve Johnstone (2003). Schizophrenia: A Very Short Introduction. Oxford University Press. A valuable introductory guide, this book describes what schizophrenia is really like, how the illness progresses, and the treatments that have been used. It also summarizes the most up-to-date knowledge available about the biological bases of this disorder. Finally, it attempts to give some idea of what it is like to have schizophrenia and what this disorder tells us about the relationship between mind and brain.

R. Walter Heinrichs (2001). In Search of Madness: Schizophrenia and Neuroscience. Oxford University Press. A thoughtful overview of the latest clinical research relating to schizophrenia. Along with summarizing the most up-to-date knowledge available about the biological bases of this disorder, the book explores what this research tells us about the relationship between mind and brain.

Rachel Miller & Susan E. Mason (2002). Diagnosis: Schizophrenia. Columbia University Press. This book outlines the experiences of thirty-five young people who have been diagnosed with schizophrenia. Designed for those who wish to understand how it feels to have the disease, this book is a valuable reference for patients, family members, students, and health care professionals. The book is unique because people who have schizophrenia provided their personal stories and helped to design and edit much of the book. A panel of mental health professionals also contributed to the book to ensure that the content is accurate and up to date.

Kim T. Mueser & Susan Gingerich (2006). The Complete Family Guide to Schizophrenia: Helping Your Loved One Get the Most out of Life. Guilford. Based on decades of clinical experience and research, this guide by noted therapists Kim Mueser and Susan Gingerich will deepen your understanding of schizophrenia and how family members can play an important role in helping them function in society. This book also offers pragmatic suggestions for dealing with depression, psychosis, and other symptoms.

E. Fuller Torrey (2013). Surviving Schizophrenia. 6th edition. Harper Perennial. Since first coming out in 1983, this seminal classic written one of America’s best-known psychiatrists has become a standard reference guide for mental health patients and their families and for health care professionals as well. The latest edition has been completely updated with the latest research and information on health resources available across the country.

Personal Stories

Some of the best advice that someone with schizophrenia gets often comes from people who have endured it themselves or dealt with it in a family member. The following books are some excellent examples.

Xavier Amador (2009). I Am Not Sick, I Don’t Need Help! How to Help Someone with Mental Illness Accept Treatment. Vida Press. Inspired by his struggle to find help for his schizophrenic brother, Vida Amador is an excellent reference for mental health professionals as well as a guide for dealing with schizophrenic family members who refuse to recognize that they need treatment.

Nathaniel Lachenmeyer (2001). The Outsider: A Journey into My Father’s Struggle with Madness. Broadway Books. A profoundly moving look at one family’s struggle when the father, a professor of sociology, developed schizophrenia. Nathaniel Lachenmeyer describes his father’s isolated existence in the last years of his life and relates his own struggle to understand what his father endured in his final years.

Elyn Saks (2007). The Center Cannot Hold: My Journey through Madness. Hachette Books. This book is a harrowing autobiography by a psychologist and professor who has dealt with schizophrenia for most of her life. Her story discusses her first experience as a young teenager hearing voices, her paranoid thinking and delusions, and her battle to become a respected professional. It is one of the best memoirs of its kind and is destined to become a classic.
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