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For Deb
It was said, in an earlier age, that the mind of a man is a far country which can neither be approached nor explored. But, today, under present conditions of scientific achievement, it will be possible for a nation as rich in human and material resources as ours to make the remote reaches of the mind accessible. The mentally ill and the mentally retarded need no longer be alien to our affections or beyond the help of our communities.
—JOHN F. KENNEDY, REMARKS ON SIGNING THE COMMUNITY MENTAL HEALTH ACT, OCTOBER 31, 1963
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A NOTE ON LANGUAGE
Any conversation about mental health has to navigate a linguistic landscape fraught with political, historical, and professional conflicts. Are we dealing with mental illness, mental health, mental health disorders, brain disorders, or behavioral disorders? Are these illnesses, disorders, or conditions? Is the field mental health or behavioral health? And are the people affected patients, clients, consumers, or survivors? Words matter. In this book, I use the term “mental illness” to refer to disorders of the mind, manifested as changes in how we think, feel, and behave.
I appreciate these disorders originate in the brain, but the term “brain disorder” connotes an irreversible lesion. Mood, anxiety, and psychotic disorders involve a dysregulation of brain activity, perhaps a disorder of connectivity or a “brain arrhythmia,” but not (yet) an identifiable lesion. And relative to some neurodegenerative disorders, people can recover from mental disorders. On the other hand, “brain disorder” accurately conveys the serious nature of the problem. There is a risk that the term “mental disorder” means a mild or moderate condition that is neither deadly nor disabling.
Behavioral disorders include addictions, from nicotine to opiates. Substance use and abuse is frequently associated with mental illness, but for this book will be treated as a consequence and not a core form of mental illness. I avoid the terms “behavioral health” and “behavioral disorder” when talking about serious mental illness because these disorders involve much more than behavior, but I recognize that for health systems and payers, “behavioral health” describes the broad area of mental illness, addiction, and sometimes wellness.
The term “mental health disorder” is one I particularly dislike. We speak of heart diseases, not “heart health disorders,” or metabolic diseases, not “metabolic health disorders.” I see no reason to treat mental illnesses differently.
Are these disorders, illnesses, or conditions? I will use the terms “disorder” and “illness” interchangeably. In either case, we do well to remember that the labels we use are simply conventions with limitations. Labels like “illness” or “disorder” describe a set of symptoms. They do not define a person.
And I refer to people with these illnesses as patients. Psychotherapists use the term “client” and health systems refer to “consumers.” People with lived experience sometimes call themselves “survivors.” My approach is unapologetically medical, not because I believe in a paternalistic medical model for treatment (I don’t) and not because I think that medication is the only treatment for mental illness (I don’t), but for two practical reasons: first, I want public and private health insurance to pay for the treatments that work, and second, I want the standards we expect for medical and surgical care to apply to the treatment of mental illness. You can’t demand parity for clients who are not patients. If we want the benefits and rigor of medical science, our language needs to adhere to medical and scientific conventions. But as you will see, a medical approach introduces a mountain range of constraints that we will need to cross if we want a different future for people with mental illness.
Finally, a note about names. Individuals identified with only a first name in the text are aggregates of many individuals and a complete description of no one. These are fictional, in the sense that none of these people exist, but specific characteristics are derived from real people with details changed to protect anonymity. These case histories were constructed to be representative. They may therefore seem familiar to people I have known and to millions I have not known. But these case histories are not portrayals of any individual, and any resemblance to a person living or dead is both unintended and unavoidable. By contrast, individuals identified with first and last names are real, and those interviewed and quoted have reviewed the contents for accuracy.
INTRODUCTION
I have wrestled with mental illness as a parent, a scientist, and a doctor for nearly half a century. Trained as a psychiatrist and working as a neuroscientist, I’ve spent the last four decades witnessing research breakthroughs on how the brain works in both health and disease. Ultimately, I became, for more than a decade, the “nation’s psychiatrist,” director of the National Institute of Mental Health (NIMH), overseeing more than $20 billion for mental health research. I helped President George W. Bush respond to school shootings and co-led President Barack Obama’s Brain Initiative. I advised members of Congress on mental health care and worked with leaders in the Pentagon on suicide in the military. In short, it was my job to make a difference for Americans with mental illness. I should have been able to help us bend the curves for death and disability. But I didn’t. Because I misunderstood the problem. Or maybe it’s more accurate to say that the problem I was solving by supporting brilliant scientists and dedicated clinicians was not the problem that faced nearly fifteen million Americans living with serious mental illness.
On a cool May evening in 2015, during my last year as director of the NIMH, I was in Portland, Oregon, giving a presentation to a roomful of mental health advocates, mostly family members of young people with a serious mental illness. NIMH is the world’s largest funder of research on mental illness, supporting studies of the causes and treatments of disorders like depression and schizophrenia, as well as basic research on how the brain works. Since the NIMH is funded by taxpayers, interacting with the public was an important part of my job. That day, I clicked through my standard PowerPoint deck that featured our recent progress: high-resolution scans showing brain changes in people with depression, stem cells from children with schizophrenia showing abnormal branching of neurons, and epigenetic changes as markers of stress in laboratory mice—all of the evidence of our scientific success and reasons for citizens to be thankful for such wise stewardship of their taxpayer dollars. We had learned so much! We were making so much progress!
While I could see heads nodding in the front row, at the back of the room a tall, bearded man wearing a flannel shirt appeared increasingly agitated as I described our exciting findings. When the question-and-answer period began, he jumped to the microphone to ask the first question: “You really don’t get it. My twenty-three-year-old son has schizophrenia. He has been hospitalized five times, made three suicide attempts, and now he is homeless. Our house is on fire and you are talking about the chemistry of the paint.” As I stood there somewhat dumbstruck, thinking about how to answer, he asked, “What are you doing to put out this fire?”
My mouth suddenly felt dry. My immediate responses were defensive: “Science is a marathon, not a sprint.” “We need to know more before we can do better.” “Be patient, revolutions take time.” But in that moment, I knew he was right. Years earlier, I had watched my son struggle with ADHD, and my daughter, addicted to dieting, nearly die of anorexia nervosa. They had each recovered, but nothing about their journeys was easy. Their struggles were my toughest days as a parent. I too knew what it was like to feel helpless in the face of a house on fire. And I knew that nothing my colleagues and I were doing addressed the ever-increasing urgency or magnitude of the suffering millions of Americans were living through—and dying from.
The scientific progress in our field was stunning, but while we studied the risk factors for suicide, the death rate had climbed 33 percent. While we identified the neuroanatomy of addiction, overdose deaths had increased threefold. While we mapped the genes for schizophrenia, people with this disease were still chronically unemployed and dying twenty years early. Our science was looking for causes and mechanisms while the effects of these disorders were playing out in increasing death and disability, increasing incarceration and homelessness, and increasing frustration and despair for both patients and families. Indeed, many of the most refractory social issues of the decade—homelessness, incarceration, poverty—could be tracked in part to our nation’s failure to care for people with mental illness. Meanwhile, our research on brain imaging methods and novel molecular therapies promised to make diagnosis and treatment more expensive and less accessible.
In other areas of medicine, scientific breakthroughs were literally saving lives. For people with cancer, heart disease, and stroke, research during the four decades of my career had been revolutionary, with commensurate reductions in death and disability. AIDS had gone from a death sentence to a treatable disease. New treatments for cancer were virtual cures. Why, with so much progress in neuroscience and genetics, had we not reduced deaths or disability for people with serious mental illness? That question recalls an unfortunate history.
In the last month of his life, President John F. Kennedy gave the remarkable address cited in the opening epigraph, promising the full resources of the government would be devoted to the fight against mental illness. That didn’t happen, as we’ll learn, but Kennedy’s call to action and caring should still be our lodestar. In scientific terms, we have come so far since Kennedy noted that the mind was no longer “a far country.” Scientific progress during the past sixty years has been undeniable, yet people with mental illness continue to “be alien to our affections.” They continue to live as a people apart, “beyond the help of our communities.” I have come to understand that our task is to finish a journey our nation began decades ago and then tragically abandoned.
To understand how we can finish this journey started by President Kennedy, I embarked on my own odyssey, not as a psychiatrist but as a journalist in search of solutions. I learned from people outside of the care system, people living on the street, locked in jails, stuck in emergency rooms, and stymied by our fragmented care system. People who had been psychiatric patients told me how the system had failed them at their most vulnerable moments. Over and over again, I heard providers on the front lines describe mental health care in this country as a crisis. Families told me about their desperate efforts to find a place to go in an emergency, or their frustrating search to find effective care for a loved one with the kind of complex illness that an antidepressant prescription doesn’t fix. I learned that families have become involuntary experts, and were often the default caregivers, cajolers, navigators, and first responders.
I heard this refrain throughout: mental health care is broken, our house is on fire, we are indeed in a crisis—a crisis of care. Simply put, mental illnesses are different from other illnesses. Our current approach is a disaster on many fronts. Not only is mental health care delivered ineffectively, but it is mostly accessed during a crisis and strategically focused only on relieving symptoms and not on helping people recover.
But I also heard a different narrative, one that felt equally compelling and yet largely unappreciated. This was a narrative of healing: current treatments work; mental illness is not a life sentence; people can recover. I saw again and again programs, practitioners, and individuals achieving this goal of healing through recovery. Recovery is more than a reduction in symptoms: it is the return to a full and meaningful life. Or, as a very wise psychiatrist working on Los Angeles’s skid row told me, “Recovery? It’s the three Ps. It’s people, place, and purpose.” He was describing the road map to a full and meaningful life. And the road to recovery, to these three Ps, does not run simply through clinics and hospitals. As we shall see, it requires something more than medical care.
I wrote much of this book during the COVID-19 pandemic, another crisis that revealed the need to think beyond medical care. People of color were more likely to be hospitalized and more likely to die of Covid because of social inequities. Politics confounded basic prevention like face masks and social distancing due to widespread distrust. Science delivered vaccines at warp speed, but delivering vaccinations proved far more difficult. The pandemic reminded us that medical solutions were only as effective as the society that needed them. Improving health required addressing social disparities, confronting distrust, and closing implementation gaps. Ultimately, overcoming the pandemic required a population-based approach, testing and vaccinating people outside of clinics and hospitals, and reaching out to the people who were most vulnerable.
Mental health also demands more than a medical solution. Healing includes a focus on equity, trust, and meeting people outside of traditional health care. This is not to downplay the need for medical solutions. Put simply, the mental health problem is medical, but the solutions are not just medical—they are social, environmental, and political. We not only need better access to medical treatments; we need to include people, place, and purpose as part of care.
To do this work means addressing major societal ills such as homelessness, incarceration, and deaths of despair (from suicide, overdoses, and alcoholism) as potential consequences of mental illness. At the beginning of my journey, I already recognized that none of these massive social challenges would be solved without fixing the mental health crisis. By the end of my journey, I was convinced that the mental health crisis could be solved, but not without taking on these social challenges. In cities and rural counties, in wealthy and poor neighborhoods, I witnessed the healing power of recovery. But even more important, I understood that focusing on healing for the millions with serious mental illness puts us on a path to a more equitable, compassionate, inclusive society.
Yes, our house is on fire, but the very good news is that the story of mental health in America is driven by a surprising narrative of hope: the awareness that the solutions to our broken system are already hiding in plain sight, ready to deploy. All that’s lacking is the commitment.
• • •
This narrative of hope emerged from many sources, but most of all from people I met who had battled mental illness and grown from the experience. Brandon Staglin has been living with schizophrenia for thirty years. Meeting him now in midlife, with his quiet demeanor, careful word choice, and wry humor, he is instantly likable, the kind of person who exudes compassion and caring. He is quick to ask about your needs and talks about himself only behind a shy smile. But when I first met Brandon at a mental health fundraiser fifteen years ago, he seemed distracted and mechanical, someone who was no longer acutely ill but not fully well.
His first bout of psychosis, almost fifteen years before that, was in the summer after his freshman year of college, soon after breaking up with a girlfriend. Tormented by feelings of failure, he became overwhelmed by anxiety. As he describes it now, “Something snapped. I felt that spirits were trying to invade my body. I suddenly had this unshakable sense that the right side of my brain was gone. Specifically the right—not the left. It had bled out somehow, and with it, all the emotional markers of who I was: my love for my parents, my affection for my friends—simply gone.”
Unable to sleep and increasingly irrational, he ended up in a psychiatric hospital for three days. Diagnosed with schizophrenia, Brandon started a long process of trial-and-error treatments with his doctor as they worked to find the combination of antipsychotic medications that would help him. Many did help, but side effects made the drugs intolerable. And they didn’t control the terrifying thoughts crowding his brain: what he calls “if-then” fears—if he ate too many bites of food, then someone he loved would die. He felt overtaken by “demons.” After three months without much response, his doctor tried a new antipsychotic, clozapine, that helped him control the worst of these thoughts. While he continued to see a psychiatrist and stay on his medications, he also continued to struggle with a distracting internal dialogue.
His second break came as he prepared for graduate school. He had cut back on his antipsychotic medication to give himself more waking hours to study, and a few months after lowering his dosage he was wracked with stabbing pains in his forehead, pains that he now describes as a form of hallucination. Brandon left work, gave up his aspiration to attend graduate school, and entered yet another psychiatric hospital.
What makes Brandon’s story exceptional is what happened next. After getting back on medication, he decided, as he says now, to “commit myself to sanity. I was fortunate in that I was never too ill to not know that I was ill.” He embarked on an expansive long-term plan that provided support in every area of vulnerability: medication for his delusions, an experimental computer-based training program for his negative symptoms, coaching for social skills, support for work, guitar playing, and meditation. Brandon was fortunate to have a family who was totally committed to his recovery and had the means to support his plans.
More than two decades later, Brandon has had no further bouts of psychosis. He attributes his recovery to finding connection, sanctuary, and meaning not defined by mental illness. He continues with his three Ms: medication, meditation, and music. Distracting intrusive thoughts, which he attributes to schizophrenia, still nag at him, but they do not take over. He is married, serves as president of One Mind, a nonprofit that advocates for brain health research, and travels the country as a spokesperson for people with serious mental illness.
We don’t always need to know more to do better. With comprehensive high-quality care—care that includes people, place, and purpose—people can heal. Yet most people with a mental illness who would benefit from those treatments are not in care; too often those who seek care cannot access it or cannot afford it, or receive care that is inadequate, inappropriate, or inconsistent. Even families who have health insurance and sufficient financial resources, who live in proximity to treatment professionals and facilities, and have the advantage of being white—even they can spend decades in a long, often self-directed, and hapless process of seeking and trying different treatments in the hopes that one will work. And those treatments generally aim no further than reducing symptoms.
For recovery, we have to aim further. That is about building a life. It’s about creating meaning—purpose, as that skid row psychiatrist said—and enjoying the social support and environment that creates a full life. The truth is that we know what recovery requires. Our biggest task is putting into practice the many things we have learned are effective, closing the gap between what we know and what we do.
• • •
Can we simply modify our mental health care system to close this gap? In the early 2000s, after a rash of school shootings, I attended a press conference with then U.S. Surgeon General Richard Carmona to respond to public concerns about school safety. One of the first questions was “What are you going to do to fix the mental health care system in America?” Before I could answer, Dr. Carmona jumped in. “Nothing,” he said. “We are not going to fix the mental health care system, because in America there is no mental health care system to fix.” Dr. Carmona was right, and his answer still rings true: we do not have a mental health care system. At best, we have a mental sick-care system, designed to respond to a crisis but not developed with a vision of mental health that is focused on prevention and recovery. This sick-care system was built by insurance companies and pharmaceutical companies, and, to a limited extent, providers. It was not built by or for patients or families or communities. Dr. Carmona understood that “the fix” was not simply a new policy or a new medicine; it demanded a rethinking of the problem and a refocus on solutions that moved from crisis care and hospitalization to prevention and recovery.
How do we make prevention and recovery the focus of care? How do we bend the curve? Even after a lifetime in the field, so many of my answers to these questions proved wrong. I had thought that our biggest problem was access to care, yet there are nearly seven hundred thousand mental health care providers, more than almost any other medical specialty. I had thought that we needed a new generation of treatments, but current treatments are as effective as some of the most widely used medications in medicine. I had thought that if we provided much better care we would see better outcomes, but outcomes depend on much more than health care. Carmona was right: we need to rethink the problem.
This book begins by defining this crisis, moves on to investigate what now stands in the way of fixing the crisis, and ends with a call to action, recalling President Kennedy’s original declaration that those with mental illness must not be “beyond the help of our communities.” The narrative follows individuals and their families struggling to make sense of mental illness as they tried to answer a series of simple questions that confounded them and vexed me.
If treatments are so effective, why are outcomes so dire? There are several reasons. First, although individual treatments work, they are rarely combined to provide the kind of comprehensive care that most people need. Second, there is a knowledge gap in matching treatments to individuals. Precision medicine is not yet a reality for mental illness. Finally, there is the chronic, refractory challenge of negative attitudes toward treatment that keep many people who would benefit from engaging in treatment—or engaging only during a crisis.
Yet, we will see that for each of the impediments, there are solutions. Sometimes in the United States and often in other countries with more advanced mental health care, there are promising programs delivering better outcomes. We do not need to incarcerate people because they have a mental illness. The quality of care can be improved by integrating treatments and training providers to deliver the treatments that work. Science is giving us more precise diagnostic categories so that we can match treatments to an individual’s specific needs. Discrimination can be overcome.
One of the lessons from other areas of medicine is the power of improvements in care. During my career, for example, acute lymphoblastic leukemia, the most common cancer in children, shifted from 90 percent fatal to 90 percent curable. Little of this magnificent progress can be attributed to breakthrough drugs; most resulted from learning how to better use the treatments at hand. Similarly, we are beginning to recognize that by combining elements of care for young people with a first episode of psychosis, outcomes shift from disability to recovery.
We’ve also seen the promise of innovation in closing the gap between what we know and what we do. Technology can democratize treatment by helping people engage in care and offering access to high-quality care. Anyone with internet service has access to information, treatment, and supportive communities.
If I were creating today that same PowerPoint deck I once showed in my role at NIMH, I would still focus on the promise of science and innovation. I would argue that we can solve a care crisis. But I would also have to temper this enthusiasm with an unexpected truth: Health care itself explains only about 10 percent of health outcomes. The same is true for mental health. Much of what we need for better outcomes is fundamental for all aspects of health, but it is not part of health care. We now understand that social factors (your zip code, not your genetic code) and lifestyle choices (how you live, not how many medications you take) are much more important for health outcomes than your specific diagnosis or health care plan. But these factors, like the factors fundamental for recovery, are often not paid for by health insurance and are usually not offered as part of care.
We must widen the lens for how we think about the problem. The statistics on rising deaths and disabilities are not just the result of a failed care system. Blaming the problem on clinicians who care for people with mental illness is like accusing field biologists of climate change. People with mental illness end up incarcerated, homeless, and suicidal because we are no longer committed to people, place, and purpose for all of us. They have become the untouchables, easy to ignore until “they” become a loved one, a neighbor, or a coworker. There may be no group more disenfranchised, more mistreated in our society. They die, on average, more than twenty years prematurely, Americans with a life expectancy from the 1920s.
This book argues for a fundamentally new approach, one that I overlooked as “America’s psychiatrist,” when the goal was to develop a biomarker for depression or a molecular target for schizophrenia. To be clear, I have no regrets about NIMH funding for genomics and neuroscience. I still believe we need better science and a deeper understanding of the biology, the psychology, and the environmental factors underlying mental illness. The chemistry of the paint is important. The pioneers working on that chemistry will someday be heralded as heroes. But there are also pioneers who have taken a broader view of the problem, who view mental illness through the wider lens of human rights. They are finding faster ways to put out the fire, demonstrating that people with mental illness need no longer be “alien to our affections” or “beyond the help of our communities.”
• • •
I visited one group of pioneers in Trieste, Italy, in 2019 to learn from a city that has become famous for its commitment to mental health care. At the very end of my visit, I jumped into a taxi to the airport. The driver was from Slovenia, yet spoke excellent English. As he drove along the Adriatic waterfront in this beautiful port city in the far northeastern corner of Italy, he proudly pointed out the tourist sites. And then, half turning in his seat to face me, he pointed to a hill and said, “And up there is the clinic. Do you know we have the best mental health care in the world here?” My driver had no way of knowing I had come to Trieste specifically to learn about their mental health care system. But I was not completely surprised. For decades, Trieste has been a leader in emphasizing recovery for people with mental illness.
Trieste long ago shut its asylums, about the same time America was closing its state hospitals. But in contrast to the United States, Trieste refocused all of its efforts on helping people with mental illness have a full life in the community. The compound my taxi driver pointed to was San Giovanni, the site of the original asylum. Today San Giovanni is a park that houses a school, part of the university, various health services, and cooperatives that reintegrate former asylum patients into the workforce and provide them with meaningful jobs. An army of operatori (workers)—with a workforce at times larger than the number of patients in Trieste—provides social support and home visits. Trieste takes a holistic approach, focusing on the individual and his or her social connections, not the disorder. As Dr. Roberto Mezzina of San Giovanni told me, “We focus on hospitality, not hospitalization.” The goal is recovery, defined as inclusion in family, work, and community.
During my visit, the crisis team was called to the home of a young man with an acute psychosis. The team included a nurse, a social worker, and a peer. No police, no ambulance, no firearms. On the way to the house, the social worker chatted by phone with the young man’s mother. The team spent seven hours with the patient and his family, working out a plan for him to stay home, with care in the community. The nurse later asked me about crisis services in the United States. When I explained that we can’t contact family members without consent, she gazed at me with disbelief. “How can you help without family? That’s crazy.”
Homelessness is nonexistent and drug addiction is less evident in Trieste. There are high rates of employment and low rates of hospitalization for people with serious mental illness. The movement in Trieste began over five decades ago, just as the United States was beginning to turn away from Kennedy’s vision for mental health. Theirs is a commitment based on a human rights agenda, not just a health care agenda. Trieste does not yield a quick or complete solution for communities in the United States, where endemic poverty and discrimination complicate our approach to people with mental illness. But despite the enormity of the challenge in America, the moment for change has come.
Ultimately, we can bend the curve on disability and death only if we understand that the mental health crisis is not just a crisis of care; it is a human rights issue. When people with mental disorders are disabled, they are, by definition, unable to advocate for themselves. Mental health advocates have long proclaimed “no health without mental health.” True, but the larger truth is that, as a nation, we need to understand there is “no justice without mental health.” If the inconvenient truth is that the mental health crisis is a human rights crisis, an indictment of our nation, the inconspicuous truth is that solutions are hiding in plain sight. We are no longer in that “far country” of ignorance, yet we must still commit to healing, to a path from mental illness to mental health.
I completed my odyssey feeling that there are only two kinds of families in America: those who are struggling with mental illness and those who are not struggling with a mental illness yet. Sooner or later most of us will be affected by the mental health care crisis. All of us must have a role in solving it, whether through our work as professionals or volunteers, our participation as voters and community members, our advocacy for friends or family members, or simply by becoming aware of and sensitive to the way we treat or think about those with a mental illness. Recovery is both a goal for an individual and a necessity for healing the soul of our nation. Our house is on fire, but we can put the fire out. We know the way, if we can summon the will.
PART 1
A CRISIS OF CARE
1.
OUR PROBLEM
Everyone who is born holds dual citizenship, in the kingdom of the well and the kingdom of the sick. Although we all prefer to use only the good passport, sooner or later, each of us is obliged, at least for a spell, to identify ourselves as citizens of that other place.
—SUSAN SONTAG, Illness as Metaphor
Roger
When they look back now, fifteen years later, Roger’s parents can scarcely remember how it all began. Roger was never an easy kid; he always seemed to be “wired different.” As an infant he did not sleep through the night, as a toddler he was irritable, and when he entered kindergarten, he was less social than other kids, happily playing by himself. His fraternal twin brother, Owen, was the easy one. That changed when the boys were in elementary school. As their parents describe it now, when the twins were nine, Owen got diabetes and Roger got computer coding. Owen’s diabetes required insulin injections, urine checks, and a full-court press at school and home to make sure his blood sugar was under control. Meanwhile, without any encouragement and almost without anyone noticing, Roger became an extraordinary coder. Python, a revolutionary computer coding system, had recently swept the computer world as the best language for games and graphics. Roger’s father recalls, “He just seemed to understand Python. He would code for hours, often staying up much of the night, and even in elementary school he was getting paid for solving problems for new software companies.” His being “wired different” at this age meant that Roger was brilliant, maybe like Bill Gates or Steve Jobs. Through a stretch of childhood, he was an online prodigy interacting with adults who never knew he was a kid.
When Roger became a teenager, “wired different” evolved into something terrifying. Around age thirteen (his parents aren’t quite certain about the timing), Roger’s obsession with coding disappeared as quickly as it had arrived a few years earlier. He still maintained intense levels of focus, but no one, including Owen, knew exactly how Roger was spending his time. By age fifteen, his grades, which had always been at the top of his class, began to slip and his few friends from middle school seemed to disappear. Thinking back on it now, his mother believes that maybe the first real warning sign was when Roger began attending church. Roger’s parents were lapsed Catholics. What disturbed his mother was not the praying, but the insistence on getting to Mass exactly on time and sitting in the same pew. “There was a joyless, driven quality” to Roger’s behavior that made both parents think something was wrong with their brilliant son.
By sixteen, Roger was online constantly. Although they did not know it then, they learned later that he had discovered the world of conspiracy theory websites. His focus had driven him deep into the universe of false-flag theories about 9/11 and the Holocaust. He spent hours following chats on Illuminati, a site that called for action to prepare the world for the return of Jesus. He found online an entire society of people reinforcing his growing paranoia. The same mind that could easily master computer code was now seeing conspiracies everywhere.
In the middle of his senior year of high school, Roger had a psychotic break, when he completely lost contact with reality. Inwardly, as he told me later, he felt more focused, more certain, filled with a sense of purpose. Outwardly, he had become unkempt for a few weeks, had skipped school, went nearly a week without sleeping. He had barely eaten for days when he marched out of his room naked to shout that everyone was in danger. “The CIA has been watching us! They are about to attack!” His explanation was difficult to comprehend, but it had something to do with voices, “alien voices,” that had told him to remove his clothes and “walk the earth” to save his family from destruction. It was mid-January, and an unusual Georgia winter storm was in full force. For Roger’s mother, it was his affect that was most unnerving. “His eyes were wide and unblinking. He could not stop talking.” Nothing his parents said, no question they asked, no attempt at reassurance could penetrate his extreme agitation.
They are telling me this years later, sitting on the same couch in the same room where their lives changed forever during that freak snowstorm. Both professionals in their midfifties, they think of Roger’s first psychosis, what they call “his break,” as the lowest point in their lives. Roger’s father, a lawyer, recalls, “It was so surreal. Scary yes, but so inexplicable. Could Roger have taken a psychedelic drug that made him crazy? Maybe, but he had never liked drugs or alcohol. And he had not been out of the house for days.” They realized uncomfortably that this new behavior was just an extension of the distressing decline of the previous months. Their next thought was “How do we get him help?”
Roger was not interested in going to the emergency room or seeing a psychiatrist. He insisted, now yelling at his father, that the problem was not his fear but the real threat that they needed to do something about. At a loss for a better solution, and in some way playing into Roger’s fear of an attack, Roger’s father called 911. He regrets that decision now, but at the time, faced with a son who was irrational and agitated, he did not see any alternative.
When the police arrived, what had been a tense family situation became a clinical crisis. Thinking that the police were the CIA and that the feared attack was happening in real time, Roger ran for the door. Moments later he was on the ground, handcuffed, and carried off screaming obscenities as four policemen struggled to get him into the patrol car. The officers understood that Roger was psychotic, but from their perspective, he was also violent.
Emergency rooms are set up for trauma and acute health conditions such as heart attacks and asthma attacks, but for a seventeen-year-old gripped by paranoia, handcuffed to a gurney, and surrounded by strangers, the setting was adding fuel to the fire. His parents were there, but Roger thought they were not really his parents; they were impersonators who worked for the CIA. He talked nonstop, but only bits of what he said made sense to his parents. After three hours, a psychiatrist arrived, did a quick exam, asked a few questions, and recommended injections of haloperidol, an antipsychotic drug.
Roger’s father recalls, “I assumed he would be medicated in the emergency room and hospitalized as soon as he was less agitated. But they told us there were no beds anywhere in the city. So we stayed in the emergency room for three days, sleeping in a chair beside Roger, who was still strapped to the gurney. We had gone seeking help but never felt more helpless.” On the third day, Roger was transferred to a hospital about thirty miles away. By this time, after multiple injections of haloperidol, he was so tranquilized he could barely talk.
Roger’s first hospitalization was for three days, only a few hours longer than his emergency room stay. He was diagnosed with schizo-affective disorder, possibly schizophrenia, and treated with risperidone, another antipsychotic medication. At discharge, he was better, in that he was sleeping and coherent, but he was far from well. He came home with three bottles of medication and stayed out of school for ten days. Soon he was sleeping, showering, and eating.
I knew Roger and his family as neighbors, not as patients. After his discharge, Roger’s dad asked me if I would talk with his son. We met at the house and walked around the neighborhood for a couple of hours. At that point Roger was rail thin and just a bit over six feet. His hair was long, straight, and unwashed but not unkempt. His face was handsome, markedly so, in spite of some acne. My first impression was of shyness; Roger did not make eye contact and he did not want to shake my hand. So I was surprised by how talkative he became as we walked. There was a real sense of intentionality in his speech. In fact, he would stop walking to talk. And he seemed to experience the world unfiltered, so that a distant siren or a dog barking a block away were distracting to him. He still had bruises from being restrained by the police.
“The hospital was like a horror movie. There were people babbling all the time and someone was moaning all night, so I couldn’t sleep much.” Although he did not think of himself as ill, he described the previous weeks and his time in hospital as “pure terror.” “I have been having a lot of stupid thoughts.” That was his term for the voices, which he realized now were internal, even though they felt inescapably external and real. But now that he had been on medication, he felt these problems were resolved. I asked him what he wanted most of all. He thought for a long time, standing on the sidewalk in front of his house. “Peace” was all he said.
A week after leaving the hospital, a day after turning eighteen, and two days before returning to school, he stopped his medication. The drugs made him feel “slow and groggy.” He didn’t like the “stupid thoughts,” but he really didn’t like the way the drugs dulled his senses. Five days later, with the voices telling him to “walk the earth,” he packed a small bag and left home.
When his parents found him a week later, Roger was living on the street, homeless and muttering to himself. As fearful as they had been a month earlier, now they were shattered. This was never what they had expected of “wired different.”
And sadly, this is where Roger’s story of acute psychosis turns into a journey toward chronic disability. During the next five years, Roger had five tours in the county jail, three hospitalizations for psychosis, and four emergency room visits after being assaulted on the street. He became a smoker and an alcoholic, but he has stayed away from opiates and methamphetamine. His possessions include a Bible, a bag of notes he has written to record his thoughts, and an umbrella and tarp he uses in the rain. He is homeless much of the time, but with the help of a social worker and funds provided by his parents, he has a room where he stays during the winter.
“We have tried to get him help, but professionals have told us over and over that unless Roger is an imminent danger to himself or others, there is nothing we can do,” his mother tells me. “Of course we would care for him at home, but he does not want to live with us. For long periods we have not been able to locate him.” As much as they dream that one day he will master these “demons” and return to the Roger they know, they live in constant fear that he will die before he’s thirty, a victim of schizophrenia.
Meanwhile Owen, whose diabetes was once such a grave concern, is in graduate school studying neuroscience with a focus on the neurobiology of schizophrenia. His diabetes is now under exquisite control, and his care team includes an endocrinologist, a nutritionist, and a nurse practitioner. He has a continuous glucose monitor connected to an insulin pump that keeps his blood sugar within a healthy range. He thinks about Roger every day, and he imagines a time when Roger’s illness will be treated with the same commitment and resources that helped him bring his diabetes under control.
The Crisis
This story, an integration of so many individual tragedies, is repeated nearly a hundred thousand times each year in America. While someone like Roger may end up homeless or incarcerated, there is nearly as great a likelihood that he will die from a complication of schizophrenia. Even those of us who know mental illness intimately may not think of it as fatal in the way that heart disease or cancer are killers. Usually when we see the words “mental illness” and “death” in the same sentence, it is to explain a homicide or a mass shooting.
Mental illnesses are, in fact, major killers, not by homicide but by suicide. There are over 47,000 suicide deaths in the U.S. each year, the equivalent of a mass shooting of 129 people each day, every day. That is a suicide every 11 minutes. Not only are there nearly three times more suicides than homicides each year, but suicide as a cause of medical mortality surpasses breast cancer, prostate cancer, and AIDS. At least two thirds, some would say 90 percent, of suicides result from depression, bipolar disorder, schizophrenia, or one of the other categories of mental illness.
Unlike other large-scale killers—auto accidents and homicides—suicide in the United States has been trending up, not down, over the past few decades. The homicide rate has fallen nearly 50 percent since the early 1990s. And although globally the suicide rate has dropped 38 percent since the mid-1990s, in America, by contrast, it has climbed steadily, from 1999 through 2018 increasing by over 33 percent. If we also consider drug overdoses and deaths from alcoholic liver disease, such deaths of despair became so prevalent in the U.S. by 2018 that they were driving overall U.S. life expectancy down for the first time in a century.
• • •
A startling 2006 report from the federal government’s Substance Abuse and Mental Health Services Administration (SAMHSA) revealed that suicide was only part of the problem of mortality from mental illness. When the authors, Craig Colton and Ronald Manderscheid, scoured the death records from eight states, they found that people with mental illness in the public health care system (i.e., on Medicaid or Medicare) died fifteen to thirty years earlier than the rest of the population. The extent of early mortality depended on the state: people with mental illness died, on average, at age forty-nine in Arizona and age sixty in Rhode Island. Overall, life expectancy for those with mental illness across the eight states studied was in the midfifties, which means roughly twenty-three years of longevity lost.
The cause of this early mortality was not suicide. As Colton and Manderscheid note, “Leading causes of death for most public mental health clients were similar to those of individuals throughout the U.S. and in state general populations, especially heart disease, cancer, and cerebrovascular, respiratory, and lung diseases. People with mental illness have medical problems that lead to death, especially if they have inadequate medical treatment.” While Roger’s parents were concerned that their son would die early from schizophrenia, they had not yet reckoned with the probability of his death from pulmonary disease at age fifty-five. But the larger point is that people with mental illness are missing out on a century of medical progress that has extended life expectancy for Americans from fifty-five to nearly eighty years. In other words, in terms of life expectancy, these Americans are living in the early 1920s.
Mental illnesses are not just deadly, they are disabling. People with mental illness are currently the largest single diagnostic group of recipients under age sixty-five receiving disability support from the government. If the twentieth century was the era of treating acute, fatal infectious diseases, most public health experts predict that the twenty-first century will be the era of addressing chronic noncommunicable diseases, like diabetes and heart disease. For these chronic disorders, disability may be more important than mortality, because people survive for years but may be unable to work or care for themselves. Likewise, reducing disability for people with these disorders, including those with mental illness, should be our definition of success.
How do we assess disability? One way to measure disability is to look at the prevalence and the severity of an illness. Mental illnesses are certainly prevalent. NIMH estimates that about one in five U.S. adults lives with a mental illness. This figure covers a wide range of disorders, from spider phobias to schizophrenia, many of which can be mild or moderate in severity and ultimately have little impact on work or function. Mental disorders that cause impairment or disability fall into the category of serious mental illness (SMI).
There is no precise diagnostic test for serious mental illness. Roger would count as having SMI. Many people with diagnoses like schizophrenia, bipolar disorder, major depressive disorder, post-traumatic stress disorder, anorexia nervosa, and borderline personality disorder will fall into this SMI category. Generally, people with mental illness who have “serious functional impairment, which substantially interferes with or limits one or more major life activities” are considered to have SMI. But my favorite definition of SMI comes from Patrick Kennedy, who, both as a member of Congress and more recently as a mental health advocate, has been a champion for people with SMI. He once defined serious mental illness as “any mental disorder that affects someone you love.” According to the federal government, about one in twenty U.S. adults meets criteria for SMI. A further 6 percent of American children and youth meet criteria for serious emotional disturbance (SED), a disability category equivalent to SMI in adults.
Disability is defined by epidemiologists as “years of productive life lost.” The Global Burden of Disease study, which monitors health statistics across the world, ranks 369 causes of disability from both diseases and injuries. From this ongoing study, mental illness is the number one cause of years lost to disability. That statistic may seem unbelievable, but it can be explained by the early onset of mental illness. Unlike nearly all other serious medical sources of disability, 75 percent of people with a mental illness report onset before age twenty-five. Combined with the high prevalence, early onset often means a life with disability. And the trend? The overall disability statistic for mental health increased by 43 percent from 1990 to 2016.
In addition to these staggering and worsening statistics on death and disability, mental illness comes with a stunning price tag. Increasing costs of medications, hospitalization, and long-term care have been described as one of the greatest threats to our economy. Less known is that in 2013, mental disorders topped the list of the most expensive medical conditions, with the bill surpassing $200 billion for the U.S. Mental and substance abuse disorders represent 7.5 percent of all medical spending, a number that will likely increase due to the opiate epidemic and the mental health fallout from the COVID-19 pandemic.
Whether in terms of death or disability, people like Roger are living an American tragedy. I find it mystifying that these numbers and the trends they represent—a 33 percent increase in mortality, a 43 percent increase in morbidity, a $200 billion price tag—are not part of our national conversations about health, health care, or economics. After all, if we saw an increase of 12,000 deaths—the equivalent of a 747 full of people crashing every two weeks—from almost any cause, medical or otherwise, you think we would call it a crisis and respond accordingly.
But this crisis is different from the COVID-19 pandemic or the earlier AIDS epidemic, public health emergencies triggered by an emerging disease. The mental health crisis is not the result of a surge in prevalence or a new illness. Indeed, nearly every modern mental illness has long been part of the human condition. The mental health crisis is simply a crisis of care. The tragedy for Roger was not that he developed schizophrenia. The tragedy was that he did not receive the interventions that could have saved his life.
A Different Approach
After Gavin Newsom was elected governor of California in late 2018, he reached out to ask for help transforming the state’s $11 billion mental health care system. California, the world’s fifth largest economy, has long struggled to provide adequate care to its 2 million citizens with SMI. Indeed, rankings of the quality of mental health care across the fifty states have found California in the lower half, based on access and outcomes. Our first meeting occurred in a sparsely furnished makeshift office two blocks from the capitol in Sacramento, four weeks before his inauguration. He started the conversation with a surprising admission. “When I was mayor [of San Francisco], I recognized the importance of addressing homelessness and crowding of the jails, but I completely missed the underlying cause: untreated serious mental illness. I don’t want to make that mistake again.” California had more than half of the unsheltered homeless in the nation, and so many people were incarcerated that prisoners were being sent to facilities in other states. Now governor-elect, Newsom knew that he needed to act once again, but this time he understood the problem as a crisis of care.
I agreed to spend a year traveling the state as the governor’s eyes and ears, witnessing the crisis and listening to people with solutions. My odyssey took me from the high desert inland country to the coast, from clubhouses and clinics to homeless encampments and recovery houses. One of my first stops was in San Francisco to meet with Steve Fields, a veteran community activist with decades of experience serving people like Roger. Steve’s story started in 1969, when he was a conscientious objector to the Vietnam War. During the era of the draft, he and other C.O.s needed a public service project to substitute for military service. Sitting in San Francisco’s Haight-Ashbury in the late 1960s, public service looked like creating a halfway house for people with SMI being discharged from Napa State Hospital as part of the deinstitutionalization movement. Fields built Progress House as a sanctuary with short-term housing and psychological support. When I visited Steve in 2019, he was planning his fiftieth anniversary celebration for what is now Progress Foundation, housed in a former firefighters’ building in downtown San Francisco, where he oversees several crisis and long-term residential treatment centers.
I asked Steve about Roger. What had he learned in fifty years on the front lines of crisis intervention for people in acute psychosis? Steve, who long ago traded his blond ponytail and Birkenstocks for gray locks and loafers, explained, “Hospital beds have never been the right answer for most people. Halfway houses, in their day, didn’t work because they were about housing and not about treatment. What works is a series of treatment-focused programs that provide housing, routine, treatment, but most of all, social support. People with serious mental illness feel rejected and hopeless. Hospitalization does not fix that. Community care that ensures rehabilitation takes people, time, and money. But it works. For people who go through our residential system, fewer than one percent are back in acute hospital care seven years later.”
Steve is describing a system of care that would have averted Roger’s decline and his parents’ despair. Ideally, Roger’s illness would have been detected and treated long before his “break.” Today we know that most people with SMI develop psychosis after two or three years of more subtle changes. They gradually become preoccupied with bizarre, sometimes paranoid thoughts, they distance themselves from friends and family, and they may have trouble concentrating. This phase, now called the prodrome, may represent a critical period for preempting psychosis with intensive psychotherapy.
But even if the break presented as it did, imagine this different scenario. The crisis call is not to 911 (police and fire) but to 988. The 988 hub can serve as an air traffic controller, with access to GPS, a bed registry, as well as a priority connection to police, if needed. The 988 hub deploys a van with a mobile crisis team, including a psychiatric nurse, a social worker, and a peer, someone with lived experience with acute psychosis. The team works with Roger and his family, potentially all day, to defuse the immediate crisis, engaging Roger by listening to his concerns and allaying his panic. The nurse has telehealth backup for medical questions and access to Roger’s medical records. The social worker educates the family about community care options to consider. And the peer sits with Roger to listen and reassure him, based on her own experience. Together, they decide that for Roger’s safety, a stay at a psychiatric crisis stabilization unit will help so that he can find relief for his anguish and get back to a routine of regular sleep and meals.
During his seven-day stay on the unit, Roger meets other teens and a few adults who are struggling with mental illness. For the first time, after months of isolation, he realizes he is not alone. He meets a coach who had struggled with psychosis as a teenager. But the coach doesn’t talk about conspiracies, aliens, or the CIA—he helps Roger create a three-month plan to reach very specific goals: personal safety at home, success at school, his first date with a girl. Roger also meets a psychiatrist, who gives him medication for his “stupid thoughts” and explains the side effects that they will manage together so the medication doesn’t interfere with his goals. And he gets a team, including a social worker and an occupational therapist, who will be in his corner for the next six months to help him navigate school, college planning, and getting a part-time job so he can avoid isolation and rumination. They talk about how much of his experience he should share at school and how to explain his absence. The team believes in shared decision-making, meaning that Roger has agency in every step. And they give him hope that mental illness is real, but it does not need to define him.
Meanwhile Roger’s parents and Owen join a family-to-family support group run by the local chapter of the National Alliance on Mental Illness (NAMI), where they can learn strategies for managing mental illness and avoiding disability, even when Roger does not recognize his illness. Other parents tell them not to confront Roger’s delusions; they should try to relate to the “noncrazy Roger” by engaging him on practical goals that he wants to master.
At their first meeting, they learn that what they have been calling a “break” really is like a fractured leg. It requires acute care to set the bone, then months, maybe years of rehabilitation to restore strength and mobility.
Exceptionalism
With options like Progress Foundation, why are so many people like Roger ending up homeless or incarcerated? The answer is complex, but it begins with a little bit of history about how mental illnesses are both similar to and different from other medical conditions.
When I began in psychiatry more than four decades ago, I was taught that people like Roger were victims and that families were implicitly and sometimes explicitly the cause of mental illness. Mothers were described as “schizophrenogenic,” and psychiatric diagnosis was shrouded in both blame and shame. Not only did we silo patients off from their families, mental health care took place in state hospitals or community clinics, a world apart from medical and surgical care. Even my training at the University of California, San Francisco, was in a satellite institute, physically separated from the adjacent medical center. The implication was unmistakable. Psychiatry was prescientific, a discipline that the rest of medicine viewed with a bit of blame and shame. Indeed, when I left medical school in the 1970s, the prevailing attitude was captured in a popular description of the four career options: internists know everything and do nothing, surgeons know nothing and do everything, psychiatrists know nothing and do nothing, and pathologists know everything and do everything but too late.
For much of the last four decades, psychiatrists like me have fought against that “know nothing, do nothing” image, arguing that mental illnesses are medical illnesses, no different from diabetes or cancer or heart disease. We may not have identified a specific lesion or a diagnostic test, but mental illnesses are fundamentally brain disorders with a biology that involves the same kind of cellular and molecular changes found in other medical illnesses. People with mental illness should therefore be treated in the same health care facilities and covered by the same insurance with equivalent benefits, a mandate that in law is known as parity.
I still argue for inclusion and parity, but I think we need to admit that Roger’s problem differs from most medical illnesses in several critical ways. As noted, mental illnesses nearly always begin before age twenty-five, in contrast to most medical problems, which emerge in the second half of life. Psychiatric disorders manifest as changes in how we think, feel, and behave. As a result, when we have a mental illness, we are likely to confuse illness and identity. It’s a common error, revealed in our language. I “have” heart disease, but I “am” bipolar or schizophrenic. That the symptoms of these disorders emerge in adolescence, when identity is forming, makes the conflation of illness and identity even more likely and more dangerous.
For medical illnesses generally, infectious diseases have provided the model for research and treatment. Find the bug that causes the illness, design a drug that kills the bug, and ultimately develop a vaccine to eradicate the problem. On balance, you would have to say this model has worked remarkably well. So many of the infectious diseases from a century ago—measles, polio, tetanus—are just not in the picture today, except in communities that refuse vaccinations. The model positing a singular cause and searching for a singular solution might still be workable in many areas of medicine, but it has not yet been successful for mental illness.
Indeed, one of the most exceptional aspects of mental illness has been the relative lack of progress in outcomes. While the death rates from heart disease, stroke, and most infectious diseases have plummeted, suicide death has increased. As we saw with Owen, Roger’s brother, diabetes can now be managed with a level of precision that reduces some of the most disabling consequences such as blindness and vascular disease. New treatments for some forms of cancer, especially childhood cancers, are yielding remarkable responses in diseases that were previously fatal. The past four decades have been, arguably, a golden era for medical progress. Yet, the outcomes for people with mental illness have not changed significantly.
On the one hand, we have Roger and millions of others with SMI ending up homeless, incarcerated, and outside of our care system. They are at high risk for suicide or early mortality. On the other hand, we have Progress Foundation and hundreds of agencies offering solutions for almost all of the problems leading to Roger’s decline. And many of these solutions are neither complicated nor inaccessible. Today we have more medications, more therapies, more clinicians than at any time in our history. In fact, the numbers for increased treatment are even more staggering than the numbers for increased morbidity and mortality. Since 2001, prescriptions for psychiatric medications have more than doubled, with one in six American adults on a psychiatric drug. And according to an annual government survey, there are more children and adults in outpatient treatment than ever. This population-based survey found that 14.4 percent of adults (35 million) and 14.7 percent of adolescents (3.6 million) were in mental health care.
It’s a pretty safe bet in most of medicine that if you treat more people, death and disability drop. But when it comes to mental illness, there are more people getting more treatment than ever, yet death and disability continue to rise. How can more treatment be associated with worse outcomes?
Some critics, such as science journalist Robert Whitaker, have blamed the mental health crisis on the treatments. Noting the temporal correlation of increased disability with increased medication use, Whitaker argues that antidepressants and antipsychotics create a “supersensitivity” that makes patients dependent and chronically disabled. With claims that long-term outcomes were better before the “psychopharmacology revolution,” he writes that the psychiatric establishment, in collaboration with the pharmaceutical industry, has conspired to overmedicate and overtreat children and adults with disastrous results.
Not everyone buys this conspiracy theory. Others see the problem as ineffective treatment. They claim current treatments are necessary, but they are not sufficient to cure complex brain disorders. In a call to arms entitled “Revolution Stalled,” Steven Hyman, my predecessor as NIMH director, notes that we need to know much more about the biology of mental illness before we “can illuminate a path across very difficult scientific terrain.” Dr. Hyman’s point is that we don’t know enough about the mechanisms or causes of mental illness to develop medications that are as effective as insulin or antibiotics.
There is a third perspective that I think explains the more-care-but-worse-outcomes conundrum. I suspect that clinicians are helping the people they see, that they are seeing more people than ever, and that they are probably more effective today than twenty-five years ago. Why aren’t they bending the curve? The majority of people with mental illness are not in treatment, those in treatment receive little more than medications (which, as Dr. Hyman says, are not adequate), and many of the people receiving medications do not take them. This lack of treatment is one of the critical ways in which having a mental illness is different from having other medical illnesses. In contrast to cancer, heart disease, diabetes, and stroke, most people with a mental illness, like Roger, are suffering outside of the care system. They are counted by population-based epidemiological studies that measure death and disability, they may receive a prescription or reach out for help episodically, but they are not in care. So the crisis of care is not just lack of access but lack of engagement.
Studies of the population, such as door-to-door or phone-based surveys, all tell the same story. These epidemiological studies reveal what I call the 40-40-33 law. Less than half—actually close to 40 percent—of the people identified with a mental illness in epidemiological studies are in care. Of these, only 40 percent receive “minimally acceptable care,” meaning that the treatment is based on some scientific evidence.
That means that only 16 percent (40 percent of 40 percent) have any likelihood of improvement from treatment. And for most treatments, whether psychosocial or medical, in the ways they are delivered today, only about one third respond sufficiently, one third receive some benefit, and one third do not respond. Thus, if 33 percent of 16 percent can be expected to get well with treatment, only a little more than 5 percent of the total population in need is fully better, what clinicians call “in remission.” Yes, more people are in care—this 5 percent may be trending up to 6 or 7 percent—and clinicians may be succeeding with these fortunate few, but population outcomes remain dire because most of those in need are not getting the help they deserve. That’s a crisis of care.
Limited engagement in care and ineffective delivery of care are clearly huge obstacles for people with mental illness. But in a follow-up to one of the epidemiological studies showing only 40 percent of people were receiving care, the researchers asked some of the 60 percent who were not in care what kept them from getting help. Overall, what the scientists called “attitudinal barriers,” like wanting to deal with the problem alone, were cited by 97.4 percent of people with an illness who were not in treatment. By contrast, access issues were noted by only 22.2 percent of those not getting care.
It’s difficult to imagine a large percentage of people with cancer or heart disease refusing to seek care. Mental illness has a different impact. Many people with schizophrenia, like Roger, do not recognize they have an illness, so they reject care. For many with depression, hopelessness is a barrier to seeking care. For people with anxiety, avoidance is a core symptom. Half of the people who die by suicide have not been in mental health care. Mental illnesses are insidious in that they frequently preclude their own treatment. And the more severe the illness, the less likely the individual will seek care. This is not to blame the person with the illness, but to recognize that the very nature of these disorders makes it more difficult to bend the curve for mental illness. And of course this means that families are often both care seekers and caregivers. Families, long blamed unfairly as the source of the problem, are in fact critical for the solution, arguably more than in any other medical illness.
It would be comforting to believe that most of the people who are not in care can manage on their own without the help of a mental health professional and a supportive family. For many with mild or situational disorders that is no doubt the case. Unfortunately, the death and disability numbers give one little comfort. Like diabetes, hypertension, and other chronic illnesses, most mental illnesses have a way of not fading away. Instead, they tend to metastasize to substance abuse, relationship problems, and disability. And ultimately, they contribute to homelessness, incarceration, chronic medical problems, and, too often, an early, lonely death.
If they are not receiving care, where are people with mental illness? Like Roger, they can be found in jails, in their parents’ basement, in shelters. Sometimes it seems they are everywhere except where they might recover. They suffer out of sight and struggle with demons that keep them from organizing the collective action needed to demand basic civil rights. We may see the problem as homelessness or crowding in the jails and prisons, but just as Governor Newsom discovered, we don’t recognize the root cause is untreated mental illness. Hence the crisis continues. As we explore how we got to this critical point, it is clear that our neglect and their invisibility have conspired to allow Roger and millions of others to miss the opportunities for recovery.
2.
ALIEN TO OUR AFFECTIONS
Yet mental illness and mental retardation are among our most critical health problems. They occur more frequently, affect more people, require more prolonged treatment, cause more suffering by the families of the afflicted, waste more of our human resources, and constitute more financial drain upon both the public treasury and the personal finances of the individual families than any other single condition.
— PRESIDENT JOHN F. KENNEDY, Special Message to Congress, February 5, 1963
Rosemary
When she was born in September 1918, Rosemary Kennedy was the first daughter and third child in what was destined to become the most famous American family of the twentieth century. Her older brother Jack would become the nation’s thirty-fifth president, her younger brothers, Robert and Edward, would serve in the U.S. Senate, and her younger sisters Eunice, Patricia, and Jean would become the equivalent of American royalty. But almost from the time of her birth at the Kennedy home on Beale Street in Boston, during the final days of World War I and in the midst of the nation’s influenza pandemic, Rosemary was obviously different. Rosemary had a form of intellectual deficit, then called mental retardation, which became an inescapable challenge for this ambitious family. Her mother, Rose Kennedy, accepted this challenge by committing years of tutoring and support to ensure that Rosemary would be included as just one more active child in this busy and competitive family.
As an adolescent, Rosemary was described as gregarious and sweet, the most attractive of the Kennedy children, but clearly slow and plodding with sudden, surprising emotional outbursts. When she reached her early twenties, her father, Joseph Kennedy Sr., sent her to a convent in Washington, D.C., in the hope that a quiet and structured life would suit her. But Rosemary began to wander away from the convent and increasingly became known for her temper and unpredictable behavior. Whatever the nature of her behavioral problems, her father sought the most modern, technological treatment available, which in 1941 was lobotomy. The surgery was a disaster: Rosemary regressed from a chatty if disorganized twenty-three-year-old to a severely disabled, partially paralyzed woman requiring full-time institutional care.
According to most biographers, the operation and its tragic aftermath were a guilty secret that Joseph Kennedy Sr. kept from his wife, Rose, and their other children. It was only in 1961, when the patriarch’s stroke kept him from remotely managing Rosemary’s institutional care, that the full truth emerged. But this sudden and unexplained disappearance of one of the Kennedy children was, for twenty years, a powerful if unspoken influence—especially for Rose, who had devoted more time to her intellectually challenged daughter than to any of her other children. Indeed, many years later, after losing two sons to assassination, Rose Kennedy reportedly remarked that she was “deeply hurt by what happened to my boys, but I feel more heartbroken by what happened to Rosemary.”
The Reliquary
Mental illness, once simply known as “madness,” has probably always been part of the human condition. It has alternately been viewed as demonic possession or as inspired prophecy, but always as mysterious, irrational, and frightening. Madness in the eighteenth and nineteenth centuries was often the result of syphilis or mercury poisoning (hatmakers in the early nineteenth century used mercury in their work—hence the expression “mad as a hatter”). But prior to the twentieth century, nearly all of the mental illnesses we recognize today were prevalent. Those who were mad, over the centuries, were burned at the stake or, more often, imprisoned for life, or, in some circumstances, celebrated as mystics.
While mental illness is ancient, mental health care as a set of interventions is a comparatively recent innovation. The birth of modern mental health care can be dated to the early nineteenth century, when Philippe Pinel in France, William Tuke in England, and Dorothea Dix in the U.S. began advocating for the humane treatment of people with mental illness. Rather than locking up mentally ill people as prisoners, their approach involved the establishment of asylums, hospitals, and adjoining facilities usually far from cities, where patients, like those with tuberculosis and leprosy, could live in protected environments. In other words, humane treatment meant a shift from incarceration to hospitalization. In the U.S., mental health care for the century after 1860 meant a state hospital system, consisting of asylums that nationwide housed nearly six hundred thousand people with mental illness by 1955.
By the 1960s, the quality of care across some 350 state asylums was highly variable. Some were virtually small towns. Over half of the residents were in hospitals with over three thousand patients. Nearly half were hospitalized for more than ten years. Some institutions were poorly funded, many were segregated by race, and most were at best warehouses for chronically disabled patients. These hospitals received little maintenance as the facilities aged, and few staff had sufficient training. Prior to the late 1950s, there were chemical treatments for neurosyphilis and insulin shock for schizophrenia, but antipsychotic medications and modern psychological treatments were not yet available. Ironically, one of the few treatments that was available, lobotomy, was a surgical intervention. Through a blind approach, guided only by landmarks on the skull, the neurosurgeon would sever connections between the frontal lobes and the rest of the brain. Lobotomy, performed on twenty thousand people, purportedly helped patients who were violent or unmanageable to become quiet and tractable. This was the fate of the fictional character Randle McMurphy in the 1975 film One Flew Over the Cuckoo’s Nest, as well as Rosemary Kennedy. In fact, it helped institutions more than it helped patients, and the consequence for the patients was often a lifetime of disability. Nevertheless, in 1949, lobotomy was recognized with the Nobel Prize for Physiology or Medicine.
In 1961, when President Kennedy took office, he arrived at the White House carrying the family secret about Rosemary. It was another sister, Eunice, who transformed Rosemary’s tragedy into a cause, overcoming her family’s history of silence by speaking out about the needs of people with intellectual disabilities. It’s difficult today to appreciate the courage required to violate this taboo. Eunice insisted that her brother use his power to do something about the warehousing of people with mental illness and mental retardation. Eunice would even rewrite his speeches, telling him, “You should put more fire into your speeches.” The president’s retort: “You should put more of your speeches into the fire.”
Kennedy’s 1963 Special Message to Congress was the first and last time a U.S. president focused so extensively and exclusively on mental health care. Eunice Kennedy reportedly spent six hours reviewing and editing a draft of this speech. More than fifty years later, this speech stands as the most important document in the history of mental health care policy in the U.S.
Every year nearly 1,500,000 people receive treatment in institutions for the mentally ill and mentally retarded. Most of them are confined and compressed within an antiquated, vastly overcrowded, chain of custodial State institutions. The average amount expended on their care is only $4 a day—too little to do much good for the individual, but too much if measured in terms of efficient use of our mental health dollars. . . .
The total cost to the taxpayers is over $2.4 billion a year in direct public outlays for services. Indirect public outlays—in welfare costs and in the waste of human resources—are even higher. But the anguish suffered both by those afflicted and by their families transcends financial statistics—particularly in view of the fact that both mental illness and mental retardation strike so often in childhood, leading in most cases to a lifetime of disablement for the patient and a lifetime of hardship for his family.
This situation has been tolerated far too long. It has troubled our national conscience—but only as a problem unpleasant to mention, easy to postpone, and despairing of solution.
The Special Message inspired the Community Mental Health Act, the last bill Kennedy signed before his assassination. As psychiatrist and advocate E. Fuller Torrey said in his excellent history of this era, “When it was signed on October 31, 1963, the legislation creating federal community mental health centers was a reliquary to Rosemary Kennedy. One month later, the legislation had also become a memorial for Jack Kennedy.”
The Community Mental Health Act accelerated the process of “deinstitutionalization” that had already begun with the introduction of the first antipsychotic medications in the 1950s. Chlorpromazine (marketed as Thorazine), originally developed in France as a sedating antihistamine, was found to reduce the agitation, hallucinations, and delusions of people with psychosis. In a report in The Journal of the American Medical Association in May 1954, William Winkelman noted that Thorazine “can reduce severe anxiety, diminish phobias and obsessions, reverse or modify a paranoid psychosis, quiet mania or extremely agitated patients.” The drug quickly was adopted in U.S. state hospitals, where by 1955 it was being compared to the use of penicillin for infectious diseases. Many patients, even some who had been hospitalized for years, saw their symptoms clear dramatically with chlorpromazine treatment. They were reportedly able to leave the hospital and build lives outside the asylum.
In hindsight we know that the new medication was not penicillin and that schizophrenia and other forms of SMI were not as easy to treat as infectious diseases. But at the time, Kennedy reasoned that with this new antipsychotic medication and access to health care outside of the asylum, people struggling with mental illness could escape long-term institutionalization and could thereby remain part of the community. This was a centerpiece of his New Frontier, what historians have called his vision of Camelot. In one sense, he succeeded unequivocally. In 1963 there were nearly 600,000 patients with mental illness in state hospitals. With the introduction of the Community Mental Health Act, that number began to drop rapidly, and by the turn of the century it had fallen by 90 percent. Today, in the few states that still have mental institutions, the beds are mostly for forensic cases on locked units or adults with severe intellectual disabilities.
Change indeed came, but the vision Kennedy sought proved elusive.
Camelot
My first professional experience as a psychiatrist in 1975 was in one of the hundreds of community mental health centers launched by the Community Mental Health Act. I had recently graduated from medical school, yet was uncertain whether to continue in medicine. My medical school training in Boston had largely been in crowded teaching hospitals that I found dehumanizing and disheartening. Without a better plan, I signed up for an internship at Berkshire Medical Center in Pittsfield, Massachusetts, one of the few places that offered six months of psychiatry not in a hospital but in a community mental health center. I wish I could say that I chose this internship because it gave access to a new form of mental health care or because it was an opportunity to work in the community. In truth, I dreaded the prospect of being a regular medical intern on call every other night and working eighty-hour weeks. And the Berkshires offered some of the best fly-fishing in New England. My choice was born of indolence, not commitment to a cause. Yet within a month of working in the center, I was hooked.
In 1975, the Berkshire Center served the entire “catchment area” of western Massachusetts, including the town of Stockbridge, where Norman Rockwell was still doing his classic paintings of an idyllic America. Rockwell had moved to Stockbridge years earlier to be near the Austen Riggs Center, a psychiatric hospital where some of the most famous psychoanalysts practiced. The move was intended to get care for his wife, but Rockwell was also treated by Erik Erikson, who was on the Riggs’s staff and was America’s most celebrated analyst of that time. Maybe my memory of this period has some Rockwellian bias, but there were good things to celebrate in this place and time.
To serve nearly 150,000 people in western Massachusetts, the Berkshire clinic had an outstanding staff: three senior, nearly full-time psychiatrists, two full-time nurses, several social workers, and a group of allied therapists for art therapy, work assistance, and family outreach. The center was physically attached to the Berkshire Medical Center, a full-service hospital and emergency service that was totally integrated with the community mental health center, even to the extent that interns like me worked in both places. We had access to a state hospital an hour away in Northampton, where patients would go for a week or more when prolonged hospitalization was essential. Throughout that hospital stay we were in contact with the patient and the staff, ensuring a warm handoff with discharge from inpatient to outpatient care. And we involved families in the assessment process and the treatment plan, to ensure what we considered comprehensive, continuous care.
It was on a weekend in the emergency room there that I first met Julia, a college student in the grip of a manic episode. I had read about mania in medical school but had never seen someone talking nonstop, jumping from “sex” to “hex” to “vex” with what psychiatrists call “clang associations,” and at times creating a whirlwind “word salad” that was incoherent or at least impossible for me to follow. Julia had not slept for several days or nights. She was brought to the emergency room by the resident assistant in her dorm, who found her “preaching” from an open window on the top floor. The resident assistant was unsure of what to do on a weekend, when the campus counseling center was closed.
Julia’s family lived near Pittsfield, so they joined us in the emergency room, where the decision was made to admit her to the state hospital in Northampton, where the staff could update our clinic on her progress. She stayed there a little more than a week, responded well to medication, and transferred back to my care in our day hospital, essentially an intensive outpatient treatment program with groups and activities for people recovering from a bout of psychosis while they lived at home instead of a hospital. Just two weeks later, she hardly seemed to be the same person I had met in the emergency room. Now she was coherent and quiet, yet a little unsure whether her mind was reliable or still about to run amok. In addition to the day hospital, she joined her parents in a multifamily group to learn how others were coping with serious mental illness. One of the community mental health center social workers linked up with the college counseling center to arrange for a longer-term plan for Julia to return to school without losing the semester. When I left the clinic to begin the medical phase of my internship a month later, Julia was back at school but returning twice a week to meet her therapist at the community mental health center.
We provided much more than medications at the Berkshire Medical Center: we followed patients intensively, we had a stepped approach to help people following hospitalization, and we saw people recover. In a word, we were accountable. Whether the person was at home, in school, in our clinic, or in the state hospital, we were responsible for their care. Patients didn’t fall through the cracks because there were no cracks: care was not fragmented. Our center was not perfect. Partly as a product of the times and partly due to the proximity to the Austen Riggs Center, we approached patients with a psychoanalytic bias. As a result, we probably spent too much time talking with them about past issues, and certainly too little time helping them solve urgent real-world problems like housing, family support, and employment. The medications we used in 1975 were the first generation of antipsychotics and antidepressants, with side effects that caused awful tics and muscle spasms. Nevertheless, I recall how people recovered.
In the absence of rigorous clinical trial data from that place at that time, it’s difficult to compare outcomes today with outcomes then. In 1975, we helped a lot of people like Roger or Rosemary or Julia, young people who were not always enthusiastic about the clinic but worked with us to finish school or get a first job, and more often than not were able to remain with their families until they could get their lives together. Of course, we had failures, but relative to the state hospital era or the modern era, we did a lot of things right with the tools we had. At the very least, it was a moment in mental health care that was compassionate and comprehensive. The environment inspired young physicians like me who needed a mission, who believed that the mind was “no longer a far country.”
In fact, we worked within a larger social safety net for people who were overwhelmed by mental illness or other challenges. The Great Society of Lyndon Johnson had built on the Kennedy vision and introduced expansions of Social Security, housing benefits, and Medicaid. A life in the community with care from a local mental health facility was now funded by the federal government. While most historians focus on the community mental health system, perhaps more important (and more enduring) for individuals with SMI were the new public health insurance, Medicaid, and new public economic assistance or welfare, via Social Security Income (SSI) or Social Security Disability Income (SSDI). While the care system is gone, the economic commitment has not waned. Medicaid today is the largest single payer of health care for people with SMI, reaching $68 billion a year. And SSI and SSDI today are massive programs, dispensing roughly $200 billion to about 20 million people. People with a mental illness-related disability represent 43 percent of SSI and 27 percent of SSDI recipients. Those social welfare programs that were still fresh in 1975 transformed life for people with SMI. From my vantage point in the Berkshires, with the federal government committing to health care and economic support, it seemed like anyone with SMI could expect a successful life outside of the state hospital.
What was supposed to be a comprehensive, community-based health care plan collapsed soon after. As Vietnam and Watergate raged, the federal government, now in the mental health business for the first time, paid less and less attention to this new responsibility. My experience at the Berkshire Medical Center may be as good as it ever got. In most of the country, deinstitutionalization was already a disaster: chronically ill people who had adapted to life in an institution were completely unprepared for life in the community, and the integrated supports they needed didn’t materialize. Community clinics, usually staffed by professionals interested in psychoanalysis for people with mild or moderate mental illness, were unwilling or unprepared to care for the people who had been hospitalized for years.
Homelessness, which had not really been a social issue in America up until that point, emerged in the 1970s, as many former state hospital patients returned to communities where they had neither families nor residential treatment facilities to help them manage their chronic illness. They did have governmental subsidies, which allowed them to pay for a bed in single-room-occupancy (SRO) long-term hotels. Many went to long-term nursing care facilities funded by Medicaid and SSI payments. Many more ended up living a marginal existence on the street, where, unprepared to care for themselves, they developed disabling medical conditions like emphysema or diabetes. Vietnam veterans, returning home crippled by PTSD and drug addiction, joined the burgeoning population of former state hospital patients living and sometimes dying on the street. While mental illness was becoming increasingly visible to the public, the cost of the community mental health program climbed, ultimately consuming $2.7 billion (equivalent to over $10 billion in 2020 dollars).
Eager to reduce the burden on the budget, Presidents Nixon and Ford both tried to gut the community mental health system. Congress, then heavily Democratic, maintained the funding. But by the midseventies, most of the nation was realizing that the federal mental health care system that seemed like a good idea a decade earlier was not working for the hundreds of thousands of people who had left the state hospitals and were now unemployed, destitute, and homeless.
In 1977, within a month of becoming president, Jimmy Carter established a Commission on Mental Health, chaired by First Lady Rosalynn Carter, to review the state of community mental health care and to recommend changes. Her national commission found what every family struggling with mental illness knew already: the community mental health centers were not working for people with the most severe problems. According to NIMH records, the largest number of patients served by these centers had “social adjustment or no mental disorder” (22 percent) or “neuroses and personality disorders” (21 percent), whereas only 10 percent had a diagnosis of “schizophrenia.” By 1977, almost 400,000 beds in state hospitals were gone, yet discharged patients accounted for only about 5 percent of those seen in the community mental health centers. People with diagnoses like Rosemary Kennedy’s had not made it to the community mental health centers. They were among the homeless, the residents of halfway houses, or those living in SRO hotels in poor neighborhoods.
Carter tried to right the ship, and in one of his final acts as president, signed the Mental Health Systems Act of 1980. The act committed to a significant expansion of the community mental health system, with a focus on prevention as well as care of the chronically ill. The focus on “mental health” and not “mental illness” revealed in the title reflected a bias toward social and cultural issues more than medical solutions. It would increase funding for the community centers but would augment them with community support services to ensure coordination between general health care and social support. The act even included a patient’s bill of rights.
For the last time, the federal government seemed poised to ensure that people with SMI would no longer be, in Kennedy’s memorable phrasing, “alien to our affections.” State hospitals and community care were imperfect, but help was on the way to salvage what worked about both. But that never happened. State institutions and community health centers were abandoned for the next four decades. In the wake of the 1980 election, we were left instead with homelessness, incarceration, and early mortality.
The Fall
Ronald Reagan became president with the message that “government is not the solution to the problem; government is the problem.” Kennedy had shifted the bill for mental health care from the states to the federal government. Carter tried to increase that bill. Reagan, immediately upon taking office in 1981, slashed federal spending, and the community mental health centers were among the first on the chopping block. States and counties, which had gladly accepted the shift off their balance sheets, were in no position to reinvest when the federal government withdrew.
I had just arrived at the NIMH as a clinical fellow, responsible for one of the psychiatric units in the Clinical Center, the research hospital of the National Institutes of Health in Bethesda, Maryland. When the incoming Reagan administration trashed the community mental health program, they banished the mental health team from the White House (yes, Carter actually had mental health experts in the West Wing) to our units at the Clinical Center. The ax fell in the first days of the administration. Mental health was an easy target. People with mental illness had no voice, and speaking up for those with mental illness was still taboo for families. The consequences for patients were inevitable: physicians left health centers, waiting lists grew, and services disappeared.
In 1982, the funds from the Community Mental Health Act were shifted to a Mental Health Block Grant routed through state mental health departments. By statute, block grant funding could not be used for hospital costs, a legacy of deinstitutionalization. Between the reduction in funding and the loss of services, people with serious mental illness, already underserved, increasingly were left without care. For anyone living with SMI, there was no longer a humane public mental health program for long-term care. By this time, as advocate Torrey describes it, “all authority and responsibility for the mental illness treatment system had essentially disappeared. Authority that had previously been vested in state legislatures, departments of mental health, and governors had become so diffused that it seemed to evaporate altogether. . . . The mental illness treatment system had been essentially beheaded.”
Today
In the four decades since the Carter Commission, there have been a multitude of studies, commissions, and task forces, but the federal government has not returned to a leadership role in mental health care. The federal government continues to spend money via Medicaid and disability support, but the responsibility for care resides in states, counties, and cities. Local taxes fund care for citizens who lack private or public insurance. For families with private insurance, care has been limited by a lack of providers and restricted coverage for mental health care. For families in the public system (i.e., Medicaid), care has often been easier to access, but tight budgets have meant that clinics cannot provide the range or duration of services that many patients enjoyed in the 1970s and that every person deserves.
In my journey across California, I spoke with billionaire tech moguls in Silicon Valley, middle-class families in the suburbs, and homeless people in cities. They all used the same word to describe modern mental health care: “broken.” As the head of California’s Department of Health Care Services once explained to me, in a family of four, with two parents and two children, every person requiring mental health care would need to get it from a different provider, who in turn would be paid by a different mechanism. The bureaucracy was fragmented, incoherent, with no one accountable. In a word, broken.
I saw an undeniable illustration of this brokenness when I returned for the fifth or sixth time to Craig Colton and Ronald Manderscheid’s report on early mortality among people in the public mental health system. I noticed something hidden deep in a table. In calculating the loss of roughly twenty-three years of life for people with SMI, they had conveniently analyzed the data from only seven of the eight participating states. Virginia was left out of the calculation, because Virginia reported mortality data only on patients in the remaining state hospitals; it did not include patients with serious mental illness in the community. In 2000, the mean age at death for these state hospital patients in Virginia was seventy-five, roughly twenty years older than those in the community in the other states. The government pivot away from state hospitals cost that population two decades of life, on average. In dismantling the earlier flawed system, we created a new crisis.
• • •
I recently reconnected with the community mental health center in Pittsfield, Massachusetts, to see what had become of the pipeline of care that I had been a part of more than forty years ago. The city long ago lost its major source of industry, the large General Electric plant that had been there since 1903. Its population has decreased 20 percent since 1975 to about 44,000 people today. The Berkshire Medical Center has thrived, now part of the University of Massachusetts Medical System. But the community mental health center is no longer attached to the Medical Center. Instead, there are three centers across the county. Northampton State Hospital, which had accepted its first patient in 1858 and had logged over 60,000 admissions by my time in the 1970s, closed in 1993. The former grounds of the hospital are now the site of the forty-unit Village Hill housing development, a typical American subdivision, where residents are unaware of the state hospital legacy. Anyone requiring hospitalization for a mental illness now goes to one of two locked units in the general medical hospital in Pittsfield. The emergency room at the medical center still sees acute patients, but many remain there for two or three days waiting for a bed in a psychiatric facility. For children or adolescents, there are generally no public beds available within the state. The clinic is staffed by incredibly hardworking clinicians who are grossly underpaid. There are services, but there is no “center,” and the services coexist but do not connect in an impactful way. No one is accountable in the way we were in 1975.
But the greatest difference from 1975 is outside in the community. As in every other small and large city in America, Pittsfield deals with chronic homelessness, an epidemic of substance abuse, and early mortality for people with mental illness, all problems I did not see in 1975. In the previous chapter we discussed the paradox that more people are dying of or disabled by mental illness in an age with more medicines, more therapies, and more people in treatment. The needs within our communities have grown exponentially, while the resources to address those needs have grown incrementally, if at all. Perhaps even more important, most of these resources are for acute care and are not focused on long-term recovery. We have at best a sick-care system geared to crisis, not a health care system designed for recovery.
Our current failure to provide adequate care to people with mental illness is not new. During the era of institutionalization, the time of Rosemary Kennedy’s lobotomy, people with mental illness were warehoused with no hope or expectation of recovery. The Kennedy era, with its Camelot vision, understood that how we as a society support those with mental illness was an index of our humanity. Relative to 1963 when Kennedy first challenged Congress, today, as a nation, we are even more “rich in human and material resources” and far better able to “make the remote reaches of the mind accessible.” Yet it seems that people with mental illness are ever more “alien to our affections or beyond the help of our communities.” We must remember that there was a time when America was kinder to those with mental illness, providing care that was imperfect but comprehensive, consistent, and compassionate. It was a time when death and disability, incarceration and homelessness, were not common consequences of having a mental illness.
Rosemary Kennedy died in a hospital in Wisconsin in 2005, at the age of eighty-six, surrounded by her surviving brother, Ted, and her sisters. As her nephew Patrick Kennedy said about the funeral, “By this time the family and the media were more open about her developmental disability and the tragedy of her lobotomy, but people still didn’t seem to understand the last lesson that Aunt Rosemary had to teach us.” That lesson: mental illness can affect anyone, and until we build a system with long-term support and a true social safety net that responds to the demands these illnesses make on individuals and their families, we will fail those who are in greatest need.
3.
TREATMENTS WORK
What I rather wish to say is that the humanity we all share is more important than the mental illness we may not. With proper treatment, someone who is mentally ill can lead a full and rich life. What makes life wonderful—good friends, a satisfying job, loving relationships—is just as valuable for those of us who struggle with schizophrenia as for anyone else.
—ELYN R. SAKS, The Center Cannot Hold
The current state of mental health care is sobering, yes. But there is good news, and it is not just that we can take lessons from the incomplete successes of the past. Perhaps even more important, we also have treatments that work right now. In contrast to so many complex, chronic health problems, here we have solutions. Yes, we have more to learn, and future treatments will likely be even better than what we have today. But crucial to ending America’s crisis of care is understanding that right now we have treatments that can improve outcomes, treatments that can help people recover. We can solve so much of the care crisis, because solving the care crisis requires nothing more than a wider application of the best care we can offer. Roger and Rosemary showed us the lifelong consequences of failing to deliver effective care. We can see a different trajectory with Sophia.
All through her first appointment in a suburban medical building, Sophia was mostly silent. Dr. Jacobs, a psychiatrist, asked about school and friends, but she could not find the energy for more than single-word answers. She could hardly believe she had made it to this office. For three days she had barely been out of bed and had eaten little. She wasn’t sad or angry or hurt. Sophia, as she said later, felt “completely dead inside. Like I had already died even though my body continued to live.”
Dr. Jacobs first met with Sophia’s husband, Jeff, and began to piece together the story. The couple had been married for six years. Sophia, a rail-thin, attractive African American woman in her early thirties, had attended an Ivy League college, where she met Jeff, a white Jewish son of a wealthy New York family. Sophia had gone to law school with plans to pursue civil rights law. She had put those plans on hold when the couple had twin daughters, now three years old and recently enrolled in day care. Sophia might have had an episode of depression in college over ten years ago, but that was before Jeff met her.
He described his wife as a supermom, a high-energy 24-7 caretaker who ran a marathon six months after the twins were born. She seemed generally happy as a mom, with few reservations about giving up a high-powered career to take care of the girls. But he had noticed small changes in Sophia’s behavior over the past month or two. She began to lose confidence. She became self-critical, complaining to him that she was not a good mother, that she was an awful wife, a failure. She seemed to eat less, refused sex, and became less talkative. He tried encouraging her, then challenging her, then even using the girls as an incentive to get his confident, energetic wife back. But nothing seemed to help. “She seemed to disappear a little more each week. Over the last week or two, I feel like she has disappeared altogether.”
When Dr. Jacobs met her in the waiting room, he suspected Sophia was depressed. She slumped slightly in the chair and did not make eye contact. By the time they had reached his office, her slowed gait and flat expression convinced him. The single-word answers, the lack of affect, and the history all pointed to major depressive disorder. He ordered a set of lab tests to make sure she did not have anemia, an endocrine disorder, or a metabolic problem—and then immediately began to think about treatment.
There is an old joke about the impact of psychiatric treatments. A cardiologist and a psychiatrist are kidnapped. The captors explain that they will shoot one of the victims and release the one who has done the most for humanity. The cardiologist explains that his field has developed many new drugs and procedures, preventing millions of heart attacks and saving millions of lives. “And you?” the kidnappers ask the psychiatrist. “Well, the thing is,” he begins, “the brain is really complicated. It’s the most complicated organ in the body.” The cardiologist interrupts, “Oh no, I can’t listen to this again. Just shoot me now.”
Indeed, the brain is complicated. It can’t be biopsied or extracted or studied like other organs. Finding targets for new treatments for a brain disorder is far more difficult than identifying the genetic lesion in a tumor or measuring insulin in someone with diabetes. We still understand very little about how the brain works. Mostly we apply metaphors from the current state of technology: in the first half of the twentieth century we described hydraulic models because metaphorically the brain was an engine; in the second half of the twentieth century the brain became a chemical soup with thousands of newly discovered interacting molecules; and today it is, of course, a circuit-based information-processing machine like a computer. In truth, we know quite a bit about how sensory information goes into the brain, and we can monitor behavior, which is the brain’s output; but when you start to delve into how this transformation happens at the speed of thought—well, it’s complicated.
Yet in spite of this lack of understanding, we have good and proven treatments for behavioral disorders. For me, this is the real tragedy of our failed mental health care system. If we had little to offer, then problems delivering care would be unfortunate but not a tragedy. This is not to say that every person will recover with our current treatments. To be effective, treatments need to be given in the appropriate dose; and to be most effective, they usually need to be given early in the course of the disease.
Let’s begin by looking at four broad categories: medications, psychological therapies, neurotherapeutics, and rehabilitative services.
Medications—In Search of a Panacea
To most people, psychiatric treatment means medication. That presumption is wrong for at least two reasons: most medication for mental illness is not prescribed by psychiatrists, and many of the most effective treatments are not medications. But there should be little doubt about the value—or the ubiquity—of antianxiety, antidepressant, antipsychotic, mood-stabilizing (for bipolar illness), and anti-ADHD medications.
Today there are about thirty different antidepressants, twenty different antipsychotic drugs, seven different mood stabilizers used in bipolar disorder, and six different classes of drugs for ADHD. Almost none of these are more effective than the medications we had three decades ago, although newer medications have different and, in some cases, better side-effect profiles. The most recent prescription numbers are startling. Between 2015 and 2018, 13 percent of Americans over the age of eighteen were prescribed an antidepressant in the previous month, an increase of 65 percent from two decades ago. A 2014 report from the CDC (based on parent surveys and not pharmacy data) estimated that 5.2 percent of U.S. children between the ages of two and seventeen are taking stimulants, like Ritalin, for ADHD. Yet, it’s difficult to show that outcomes, measured by morbidity and mortality, are better today than in 1975. In terms of mental health care, the last four decades have been much better for the pharmaceutical industry than for the public.
With nearly 500 million prescriptions for antidepressants and antipsychotics in the U.S. and no sign of better outcomes, it seems preposterous to claim that medications are effective. Of course, there is a difference between getting a prescription and taking a medication. Adherence to psychiatric medication is reported to be among the worst for all medications, probably below 50 percent. But when administered correctly, the evidence from hundreds of randomized clinical trials show that antipsychotics, antidepressants, and antianxiety medications are more effective than placebo for the short-term reduction of symptoms.
As just one example, Andrea Cipriani and his colleagues at Oxford University recently reviewed how well twenty-one antidepressant medications reduce symptoms after eight weeks of treatment. After reviewing the results of over five hundred trials with more than 100,000 patients, they found that all twenty-one antidepressants were better than placebo, and the overall effect sizes were as high and often higher than medications used in other areas of medicine. Indeed, a survey of the top-ten-selling medications in the United States for a range of medical problems from heartburn to arthritis reveals that most of them are not more effective than the top-selling antipsychotic Abilify (aripiprazole) or antidepressant Cymbalta (duloxetine).
It may be cold comfort to learn that antidepressant and antipsychotic medications are no worse than some other classes of popular drugs. Certainly it is sobering to recognize that all of these medications are less effective than their enthusiastic marketing might suggest. And it needs to be said that evaluating symptom response at eight weeks, as done for most of these drugs, may not be the best measure of outcome for a long-term illness like depression or schizophrenia.
Given the evidence, Dr. Jacobs started Sophia on an antidepressant. His choice was fluoxetine, a medication that is now available as a generic but was known better by its trade name, Prozac. Fluoxetine belongs to a class of antidepressants called selective serotonin reuptake inhibitors (SSRIs), drugs that block the reuptake of serotonin into neurons, presumably making more serotonin available in the brain. In Sophia’s case, fluoxetine was helpful but not sufficient. Her family noted that she had more energy, spent less time in bed, and seemed more engaged. According to Dr. Jacobs, Sophia did not perceive these changes, but she did admit to feeling “less dead.” She reported the medicine caused nausea and made her a little “jumpy.” After two weeks, Jeff reported, “I can see more of Sophia. She is talking a little more. But she still is distant.” Dr. Jacobs increased her dose. At four weeks, she was eating more, out of bed most of the day, and beginning to take care of the girls again. The nausea and jumpiness had mostly passed. As he wrote in his notes, “Better but still not well.”
Psychopharmacological treatments are not a panacea. True, some people report dramatic and enduring responses, but usually psychiatric medication effects do not look like the effects of antibiotics for a strep infection or of insulin for diabetes. How do these drugs work? The usual answer is that they alter brain chemistry—antidepressants by increasing the neurotransmitters serotonin or norepinephrine, antipsychotics by blocking dopamine. But this cannot be the entire explanation, because these neurotransmitter effects are apparent in a few hours. The drugs require many days, usually weeks, to reduce depression or psychosis. What happens over those days and weeks is still a bit of a mystery. There are no doubt “adaptive” changes in the brain, but exactly what changes and where this happens is not clear even after forty years of research.
While the details are still not clear, most scientists believe that medications slowly change brain connections, altering the brain’s innate plasticity over those days and weeks when a person like Sophia begins to feel “less dead.” What are those connections? One answer comes from studying the molecular and cellular changes in brain cells of rats and mice treated with antidepressants for several weeks. These findings have filled scientific journals for the past four decades, but I am skeptical. It’s always a leap to extrapolate from healthy rodents to depressed humans, especially since the pathway implicated in human depression is the prefrontal cortex, the region located in the anterior part of the brain just above the eyes. This area, which is thought to be critical for judgment, insight, and emotional regulation, barely exists in the rodent brain.
Nevertheless, to define the molecular and cellular changes induced by several weeks of antidepressants, scientists have turned to studies of rodent brains. From those studies, we know that antidepressants increase the birthrate of new neurons, change the expression of hundreds of genes in neurons, and alter many neurotransmitters beyond the initial effects on serotonin or norepinephrine. One result of the cascade of effects after weeks of antidepressant administration is an increase in the excitatory neurotransmitter glutamate in the prefrontal cortex. If this signal was critical for antidepressant effects, perhaps we could just leapfrog over the four weeks of treatment by activating glutamate directly. That is the rationale for using ketamine, a drug that activates glutamate in this part of the brain. Ketamine is in fact a rapidly acting antidepressant, with effects in hours rather than weeks. This discovery might seem to prove that glutamate in the prefrontal cortex is the key that unlocks depression. Unfortunately, other glutamate compounds are not effective antidepressants, and ketamine has a range of effects unrelated to glutamate, so its mechanism for reducing depression is unclear. Nevertheless, finding a medication that can relieve depression in hours instead of weeks is exciting. Although a rapidly acting antidepressant still requires multiple treatments over several weeks to have lasting effects, the ketamine discovery demonstrates that better understanding of the mechanisms of drug action can lead to better antidepressants.
Of course, during those days and weeks, experience also influences the same circuits that medication is changing. Perhaps during the weeks of chemical stimulation, life begins to tickle the same pathways, to positive effect. My colleague Peter Kramer, author of Listening to Prozac, captured this in his book Ordinarily Well. “When medication works, the world does its bit. Patients are freed to notice what’s precious in their lives. That’s why doctors prescribe.”
None of the above should be construed as “mission accomplished.” There have been significant short-term wins for the reduction of symptoms: lithium for mood regulation in bipolar illness, SSRIs for obsessions and compulsions, stimulants for acute treatment of ADHD. They are not cures, but they stack up well with what modern medical care has to offer patients with a range of chronic illnesses, and they surpass the medications we have for neurodegenerative diseases like dementia. They are part, but only part, of what people need to “lead a full and rich life.”
For antidepressants, there are patients with dramatic responses, but most, like Sophia, respond partly. A range of side effects, from nausea and anxiety to sexual dysfunction and mania, are common concerns. For antipsychotics, the medications reduce hallucinations, but they have little impact on many other, often more disabling symptoms like slowed thoughts or blunted affect. But for both classes of drugs, the efficacy is real, if limited. Scientists describe a gap between efficacy, measured in clinical trials, and effectiveness, measured in the real world of clinical care. Due to low effectiveness in clinical care, most often medications are combined in an effort to balance efficacy and side effects. Even when the first medication does not work, 50 percent of people improve with a second medication.
And for people who are better but not well, the other forms of treatment, psychological, neurotechnological, or rehabilitative interventions can pave the path to recovery.
Psychotherapy—Learning as Treatment
When Sophia returned for her appointment after four weeks on fluoxetine, she was clearly better. Jeff reported that she was now able to take care of the girls, and Sophia, while still withdrawn, was visibly more present in the interview. But she had little appetite, described low energy, and talked about “dark days.” She expressed regret about her distance from the Black Lives Matter movement. Watching demonstrations on CNN, she felt useless in the midst of this historical moment.
Dr. Jacobs was concerned, which is the right reaction here. People are frequently hospitalized for suicidal risk when they are first evaluated for depression. But the highest risk actually comes later, when, like Sophia, they are beginning to improve. In the depths of depression, Sophia was unable to formulate or execute a plan. As she told Dr. Jacobs, she already felt dead inside. But now she was well enough to recover some function, more aware of how impaired she had been, but not well enough to imagine overcoming her despair. This is when a desperate decision may become inevitable.
Dr. Jacobs added duloxetine, another antidepressant, to the fluoxetine, reasoning that duloxetine, which targets norepinephrine as well as serotonin, might be more activating for Sophia. In general, medications that target norepinephrine are more stimulating, although they sometimes add to anxiety and restlessness. In Sophia’s case, he thought the stimulation could help her slowness and low activity level, what psychiatrists call psychomotor retardation. He also was considering the potential for self-harm as Sophia improved. After discussing his concerns with Sophia and Jeff, he recommended Sophia see a psychologist for psychotherapy. He explained that even with the additional medication, Sophia might benefit from some of the specific psychological treatments developed for treating depression. And he wanted her seen more often, to make sure that someone was watching for a drop in her mood or a rise in her risk of suicide.
For many people over fifty, psychotherapy is still synonymous with psychoanalysis. Psychoanalysis, the method developed by Sigmund Freud over a century ago, uses dreams and free associations to explore conflicts from childhood, conflicts that may be largely unconscious yet poison relationships in adulthood. In the course of this exploration, usually in multiple fifty-minute sessions each week over several years, the patient re-creates these conflicts with the analyst, and in the safe and introspective therapeutic relationship learns better ways to cope. As part of my training, I was in psychoanalysis in the 1970s and still recall this as a fascinating, self-indulgent, and helpful journey. No matter how much I understood rationally that the analyst was not my father, there was no avoiding this tendency to re-create old habits of wanting to please or failing to challenge. This process, which analysts call transference, is the essence of psychoanalysis.
Although helpful for personal growth, psychoanalysis is not by itself a treatment for mental illness. It is categorically different from the modern psychotherapies that have been developed in the past four decades. Most of these newer approaches involve learning, just as psychoanalysis was about learning new ways of relating, but modern psychotherapies provide a very direct line to master specific skills, like reframing problems into opportunities and taming emotions with mindfulness.
These modern approaches focus on specific behavioral or cognitive targets where skill learning is the basis of change. For instance, behavior therapy for obsessive-compulsive disorder (OCD) was specifically developed for avoidance behavior (using exposure and response prevention). Someone with a germ phobia would learn to tolerate germs by touching public toilets or rubbing their hands on the soles of their shoes while refraining from handwashing. Through habituation, the person overcomes their fear. That’s a long way from psychoanalysis, which would have treated the same phobia by years of exploring conflicts around power and control, left over from toilet training during toddlerhood.
Family-based therapy was developed to empower families to help their adolescents with anorexia nervosa. Dialectical behavior therapy was developed to help patients with borderline personality disorder manage the volatility of their emotions. In contrast to medications, which target symptoms, many of these psychological therapies target thinking patterns or behaviors that could be underlying the anxiety or depression that drives someone to treatment. They are fundamentally about learning a new way of thinking or behaving.
For Sophia, cognitive behavior therapy (CBT) was the treatment of choice. Dr. Jacobs knew that over three decades of rigorous research have shown that CBT reduces the primary symptoms of depression, especially when the depression is of mild or moderate severity. He wasn’t sure that Sophia’s depression had yet moved from severe to the moderate level, but he wanted to get a head start on this part of her care and he knew a psychologist, Dr. Chou, who was specifically trained in CBT for people with more severe disorders.
In the first session with Sophia, Dr. Chou asked her specifically about problem areas and focused on ways Sophia perceived the world, what Dr. Chou called “negative thinking.” For instance, Sophia mentioned that she had failed to get the girls to day care on time twice in the previous week. Dr. Chou asked her about the verb “failed” and questioned whether she could imagine delaying taking the girls to day care as a chance to spend more time with them. She also challenged Sophia’s sense of being “useless” because she was on the sidelines during the Black Lives Matter demonstrations. Dr. Chou described the importance of looking at this pattern of negative thinking, loaded with self-judgment and blame. She gave Sophia a homework assignment to track these kinds of thoughts in a daily journal. Her task each day was to challenge this tendency to see herself only as a failure, unable to meet her own unrealistic expectations.
This approach, while psychological, can also fit with the biological view of leveraging brain plasticity to change neural connections. After all, just as learning to play the violin or learning a new language changes brain circuits, learning to deconstruct a negative bias or demolishing destructive self-expectations are, no doubt, rearranging brain connections. And adding cognitive behavior therapy to medication could potentially be even more effective. For patients who choose a psychological approach and who can find a trained therapist, the long-term results for depression, anxiety, and eating disorders are as good as or better than the effects of medication. As the global mental health pioneer Vikram Patel said recently, “If we could bottle psychotherapy and deliver it as a pill, it would be the best-selling drug in the world.” Although research suggests that many patients prefer psychological to medical treatments, psychotherapy is more work than taking medication. Learning requires motivation and practice, a commitment that keeps many patients from choosing this approach even when it is available.
• • •
In spite of their efficacy, these treatments are delivered by only a small fraction of the 700,000 mental health care providers in the United States. Many therapists still rely on psychodynamic psychotherapy, an approach that is closer to psychoanalysis. Trauma-focused therapy is a popular version, exploring how childhood traumas block the ability to cope with stress. Many therapists offer a mixture of mindfulness, relaxation, and insight-oriented therapies. There are various approaches for couples, families, and groups all focused on understanding and communication.
Matched with the right problem, all of these approaches help. Talking with an empathic friend or pastor can help as well. How much any of these help may depend less on the specific technique and more on the relationship between the individuals involved. But for someone with SMI, we can do better. We have powerful, scientifically proven treatments that are currently used only sporadically. We’re not taking advantage of the science we have.
Like medication, the right psychotherapy given to the right patient at the right time and in the right dose can be lifesaving and life changing. And, as with medication, we should not assume that the indiscriminate or inappropriate use of psychotherapy is evidence of its ineffectiveness. Rather, we must understand better how to match the various effective treatments to the needs of individuals.
For Sophia, the weekly visits, the homework, and the expectations of improvement proved too much. She discontinued CBT after four sessions, although Dr. Chou had recommended an eight-week treatment. Returning to Dr. Jacobs, three months after beginning medication and one month into CBT, she found herself sobbing and defeated. She was well enough to remember how life had been before depression, but she just could not find her way back. Everything, from caring for the twins to getting to an appointment, just felt like climbing an enormous mountain. The medication did not seem to be the answer, and psychological treatment required a reserve of effort she could not find. “Is there anything else?” she asked Dr. Jacobs, “Or am I hopeless?”
Dr. Jacobs raised the possibility of regional transcranial magnetic stimulation (rTMS).
Neurotherapeutics
The sordid history of using devices for mental illness goes back to the asylum treatments like lobotomy and hypothermia. While these primitive approaches are mostly found in the history books, stimulation devices to change circuitry have found a new life as formulations about mental illness have shifted from a hypothesized chemical imbalance to a model of dysregulated connectivity in the brain. If the problem is an overactive or underactive circuit, it makes sense to change the activity through some form of stimulation. In animal studies, this stimulation has been delivered directly into a brain region, activating a specific circuit. In clinical practice, stimulation has generally been noninvasive, activating vast regions of the brain.
Electroconvulsive therapy (ECT) was the original version of changing brain activity via electrical stimulation. The approach, which induces a seizure across the full cortex in an anesthetized patient, might be akin to rebooting a computer. Of course, ECT, first introduced in 1938, preceded the modern era of medications and psychological treatments and certainly preceded the computer age. But I have never heard a better explanation for how ECT works than this metaphor of rebooting. Simply zapping the cortex with electricity may seem like a Hail Mary pass, and yet it actually is effective in at least half of patients with depression who have not responded to anything else. ECT needs to be given multiple times over several weeks, and there are potential serious adverse effects, including headache and memory loss. Some patients relapse in the months following treatment. But ECT established the concept that electrical stimulation via a mechanism that is completely unclear can reverse depression.
Over the past two decades, newer versions of ECT have been developed to provide more focused stimulation, reducing the negative events without reducing efficacy. A more popular approach has been regional transcranial magnetic stimulation (rTMS), which can be delivered without anesthesia and does not elicit a seizure. First approved by the FDA in 2008 for treatment of refractory depression, rTMS has become the first widely disseminated stimulation-based treatment for depression.
About 30 percent of people with major depressive disorder are classified as having treatment-refractory depression. The name is unfortunate, as it might imply that the patients have failed the treatment, when in fact the treatments have failed the patient. But the name has served a purpose by recognizing that some people need more than medications and psychotherapy. It is patients with treatment-refractory depression, like Sophia, who are referred for rTMS treatment.
Does it work? The first large-scale clinical trial funded by NIMH reported in 2010 that 14 percent of people with treatment-refractory depression were in remission (meaning they did not have significant symptoms) following a course of rTMS treatment, compared to 5 percent in the sham treatment group. In a second phase of this trial, without a control group, 30 percent of patients remitted. That 30 percent number has been a useful benchmark for this form of treatment, recognizing that it has been reserved for those who have not responded to medications or psychological interventions.
In addition to ECT and rTMS, teams of psychiatrists and neurosurgeons have pioneered an invasive treatment with deep brain stimulation activating specific circuits. Neurosurgeons implant electrodes to record from and stimulate deep structures in the brain. Psychiatrists assess the response in the operating room, identifying the optimal targets. While deep brain stimulation has been used in over 150,000 patients with Parkinson’s disease and other neurologic disorders, its application for depression and OCD is still experimental. Preliminary results are promising, but in psychiatry the method at this stage is mostly a proof of the concept that activating or inactivating specific circuits in the prefrontal cortex can reduce the symptoms of a mental illness just as deep brain stimulation reduces the motor symptoms of Parkinson’s disease. This research demonstrates that depression can be targeted as an arrhythmia—changing a discrete circuit can lift the symptoms of hopelessness and despair. Indeed, people who have had this stimulation describe immediate relief, even while still on the operating table.
Sophia was suspicious about rTMS, but Dr. Jacobs reassured her that the treatment could be done in his office, would take about an hour each day, and would last for three to four weeks. She drove herself to her first session, then sat in a reclining leather chair while a technician placed an electromagnetic coil, about the size of a hair dryer, at various places on her head. Even with earplugs she could hear a clicking sound and she felt a painless tapping sensation in her scalp. She told Jeff later that night, “This really seems like nonsense. Really, how is this buzzing my scalp going to help?” And yet, by the end of the first week, she had to admit that something felt different. The first thing she noticed was that colors seemed brighter. For months, she had awakened each day with a sense of dread. The dread was still there, but also a sense of possibility. In the second week of treatment, she discovered that she missed the girls when they were at day care. She couldn’t wait to see them at the end of the day. By the third week, she started an exercise routine, walking and then running each day.
How did rTMS help Sophia to, as she said, “find her way back”? Our best understanding is that repetitively activating the surface of the brain changes the pathways beneath. We call this neuromodulation. In the same way that direct surgical stimulation of the deep prefrontal cortex can lead to immediate relief, scientists think that repeated activation of the surface can train the circuits that need to reboot during depression. Do we know precisely which circuits matter or how buzzing the surface of the brain changes the pathways beneath? No. Can we identify when rTMS is working or not working from changing EEG patterns? No. Is there an EEG signature that recommends activating one area more than another? Not yet. Neurotherapeutics, like medication and psychotherapy, is still an empirical approach. We know even less about neuromodulation than about chemical or psychological treatments.
But for Sophia and many patients like her, neurotherapeutics helped to end despair.
Rehabilitative Treatments—Whole-Person Care
In diabetes care, we have learned to combine insulin and other medications with lifestyle changes, patient and family education, and chronic care management. As a result, glucose control in people with diabetes is not appreciably different from those without. Many of the worst complications of diabetes have been prevented. Treatments for peripheral artery disease can reduce amputations by 70 percent. Over the past thirty-five years, the rate of blindness has dropped from 50 percent to 5 percent. With improvements in rehabilitative treatments, people with diabetes can continue to function as they age in spite of having a chronic illness.
In the quest for recovery from mental illness, rehabilitative treatments offer what psychotherapy and medications cannot: a chance to build or rebuild a life. Medications help but are not a cure. Psychotherapies, especially targeted behavioral and cognitive treatments, work, but not everyone is well enough or motivated sufficiently to undertake this approach. Stimulation treatments such as rTMS work sometimes, mostly for depression. But often these three options, while reducing symptoms, are not enough for long-term recovery. Rehabilitative interventions for serious mental illness, just as with care management strategies for diabetes, are critical in this most important work.
Like physical therapy, supportive care following a psychotic episode or a severe depression is usually outside of a physician’s office and may require months of intensive work. This is the work of building a life. The critical interventions for recovery include assertive community treatment teams who help people manage their lives at home, supported education and employment to assist with school or job, family psychoeducation and support for managing the range of issues that families need help with, and personalized care management to give a person with SMI agency in their care. All have been shown to be effective.
Sophia did not have a psychotic episode—she had never lost contact with reality—but rehabilitative care was still part of her long-term recovery from her depressive episode. Dr. Jacobs had worked with a group that studied multigenerational effects of depression. His research had shown that the children of depressed moms were at a higher risk of depression, and that treating a mom’s depression conferred immediate benefits to her children. So he engaged the family in “psychoeducation,” a series of meetings to explain how we can understand depression and discuss what they could expect for both Sophia and the children. He also recommended a course of short-term therapy for Sophia to explore how she wanted to live in her nondepressed state and to help her distinguish realistic worries and disappointments from misperceptions and despair. Sophia talked about work for the first time. Civil rights law was calling to her again. Usually, employment support is for lower-level job placement and training, but Dr. Jacobs knew of an employment specialist who could help Sophia identify exactly what kind of role she wanted when returning to the workforce after four years. With the employment specialist she talked about her lack of confidence and her anxiety about returning to work, just like an athlete returning after being sidelined from a bad injury.
This is what rehabilitative care looks like. Research shows that this sort of ongoing supportive care is critical to prevent relapse, with long-term effects that equal or surpass the impact of medications. And yet this suite of interventions is generally not available to most people with SMI. Unlike physical therapy, the range of rehabilitative services following a psychotic episode or depression are usually not covered by insurance. No reimbursement unfortunately means no access to a trained workforce. A 2017 report showed that rehabilitative services were available to less than 5 percent of SMI patients.
What’s Missing
A year after her first meeting with Dr. Jacobs, Sophia ran a marathon. She started working part time with a small, local law firm that was committed to work-life balance. She remained on low doses of medication but had no side effects and planned to continue at least while she and Jeff decided whether to have another baby. In contrast to the millions who lack access to high-quality care, Sophia received rapid and effective treatment. While it took longer than anyone wanted, the outcome was positive. She did not go to jail or become homeless. She did not need hospitalization. Her family had excellent insurance and could afford to pay for expensive treatments that would be out of reach for many Americans. And after the entire array of treatment modalities, she recovered fully.
Unfortunately, Sophia is the exception, not the rule. Why is Sophia’s story exceptional? Current treatments are effective, but they still fall short in at least four ways.
First, there are symptoms that are not addressed by current treatments: fixed delusions, the so-called negative symptoms of schizophrenia (lack of affect, poverty of thought, lack of motivation), and deficits in executive function (judgment, long-term planning) are outside the target zone of the current medications. The cognitive aspects of depression, often experienced as memory loss but usually evident as a negative bias or a problem with judgment, have proven difficult to assess and treat, especially in someone with severe depression, like Sophia.
Second, treatment research focuses on short-term effects for long-term illnesses. Most mental disorders, especially the group considered within the SMI rubric, are chronic or at least recurrent disorders requiring long-term management. In one of the most careful longitudinal studies of depression carried out in the Netherlands (with a far better health care system than in the U.S.), 20 percent showed persistent symptoms, suggesting that these mood disorders even when treated well are more chronic than episodic. Sophia indeed recovered, but she felt she was still not 100 percent three months after finishing her rTMS protocol. At that point, she returned for another week of treatment. Fortunately she belonged to the 80 percent of people with depression who recover completely. At the one-year mark, she described her illness as an episode that was in the past. In fact, she remembered very little of the months when she had been disabled.
Third, treatments are rarely combined or optimized based on patient needs and desires. Most often, the process is incremental and prolonged. Sophia was lucky to find Dr. Jacobs. Few providers are able to integrate medication, psychotherapy, devices, and rehabilitative services to maximize the likelihood of recovery. And reimbursement may favor one form of treatment, such as medication, over other treatments that may prove more effective. It is hardly surprising that providers do not offer rehabilitative services if no one will pay for them.
And finally, clinicians have focused on symptom relief rather than recovery. That makes sense from a medical perspective, but is it really what patients want? Most people with SMI want a life, not just reduced auditory hallucinations. As Elyn Saks, the brilliant legal scholar from University of Southern California, has said, “What makes life wonderful—good friends, a satisfying job, loving relationships—is just as valuable for those of us who struggle with schizophrenia as for anyone else.” Sophia needed symptom relief—she needed to feel alive again—but her recovery required running, returning to work, and regaining her self-confidence.
Current treatments work. They can be better. These four factors are an argument for continued research to develop the next generation of treatments. But these factors don’t really explain the central question we need to answer. If current treatments are so good, why are outcomes generally so bad?
The answer to that question brings us to the heart of the crisis of care. Outcomes are dire not because we don’t know what to do or we don’t have anything to offer, but because we fail to deliver on what we know, and we fail to use what works. In a way, this is a hopeful message. We can solve this care crisis, but first we need to understand the impediments.
PART 2
OVERCOMING THE BARRIERS TO CHANGE
4.
FIXING CRISIS CARE
It is easier to get your kid into Harvard Medical School than to find a psychiatric bed in the state system.
—DR. KEN DUCKWORTH, acting commissioner of mental health and medical director for the Department of Mental Health of Massachusetts, 2003
Millboro, Virginia, sits in an idyllic part of the state, two hours west of Richmond, tucked into the scenic Shenandoah Valley. It is the home of Bubbling Spring Recreation Area, Douthat State Park, and some of the best trout fishing in Virginia. It is also the home of Creigh Deeds, a politician who was elected to the Virginia House of Delegates in 1991 and has served in the Virginia Senate since 2001. Senator Deeds ran unsuccessfully for governor in 2009.
On November 18, 2013, Creigh Deeds was home at his farm in Millboro tending to his only son, Gus. Gus, then twenty-four, had been one of those kids who seemed destined to succeed: a talented musician, his high school class valedictorian, on the dean’s list at the College of William & Mary, and always surrounded by friends. When I spoke to Senator Deeds recently, he recalled how Gus “was a little odd for a country kid—he was just so bright, so creative. We never had any idea there was a problem until he was twenty-one.” In 2009, he took a semester off from college to campaign for his dad, playing the banjo all over Virginia. But after 2010, following his father’s defeat in the governor’s race and his parents’ divorce, Gus began to change. He left college, traveled around the country, apparently in response to “voices,” and returned home disorganized and delusional. A psychiatrist gave him a diagnosis of bipolar disorder and prescribed medication as well as psychotherapy. His dad recalls the shock of meeting his son in the hospital and realizing for the first time that Gus was ill. “He said to me, ‘It’s all right, Dad. This is where I need to be. At least until they can get my medications right.’” In June 2011, Gus moved in with his father at the farm in Millboro. But the delusions continued, as did talk of suicide.
“I guess that’s when the bargaining started. I wanted him to go back to school and I knew he needed to take his meds. But Gus felt the medications took away his creativity, his spark.” The deep love and trust between father and son slowly devolved into a struggle, a father’s hopes pitted against his son’s illness. In fact, the changing relationship most likely reflected the struggle within Gus, between his early recognition that his voices were part of an illness and an increasing denial that there was anything wrong within. On two occasions, Senator Deeds had his son hospitalized, once with Gus’s consent and once without. “Gus outsmarted everyone. His doctors, his counselors never really knew what he was going through.” Over the next nine months, with medication and therapy, Gus slowly appeared to improve, although he continued to be angry and distrustful.
He returned to college for the fall semester of 2013. But soon he stopped his medications. His Facebook page revealed a range of paranoid delusions, and he responded to questions from teachers and other students with only one-word answers. By November he was back on the farm in Millboro, living alone while his father and stepmother traveled to Ireland. On November 15, Senator Deeds returned to find his son deeply psychotic. Reading his son’s journal, he discovered not only that Gus felt he had become godlike, but that he had found the family shotgun. Senator Deeds disassembled the shotgun and hid the parts in different parts of the farmhouse. He did not know that Gus had obtained a .22 rifle and ammunition. Nevertheless, concerned about the risk of suicide, Senator Deeds got an emergency custody order to have his son hospitalized.
Gus was seen at the Bath Community Hospital, where, after four hours, he was evaluated by a caseworker from the local mental health crisis intervention agency. As in most counties, there was no psychiatric service at the community hospital. The evaluation determined that Gus needed to be hospitalized, but after calling multiple hospitals around the state, the caseworker reported that no bed could be found. By Virginia law, the custody order expired after six hours, so Senator Deeds was told to take Gus home. With no alternative, he drove back to the farm with his actively psychotic, potentially suicidal son.
On Tuesday morning, November 19, Creigh Deeds awoke early to shower, feed the animals, and be ready to greet Gus to figure out a backup plan. He was feeding the horses when Gus appeared. As the senator recounted later, “I said, ‘Hey, Bud, how’d you sleep?’ He said, ‘Fine.’ I turned my back and, you know . . . he was just on me.” Gus attacked his father with a knife, stabbing him thirteen times. Gus then retreated into the farmhouse, where he killed himself with the .22 rifle.
Senator Deeds survived this tragedy to tell the story and advocate for reforming mental health care. He pushed through legislation in Virginia to extend the custody period for evaluating psychiatric patients. And he established an electronic registry for psychiatric beds. Subsequent investigation revealed that beds may have been available on the day Gus and his father were sitting in the emergency room, but the caseworker was unable to locate them in time. For Senator Deeds the question remains: “If my son had been in distress from any other medical condition, a diabetic coma or cardiac collapse, would he have been sent home untreated from the emergency room?”
Senator Deeds asked the right question. With a diabetic coma or cardiac collapse, Gus would have received lifesaving treatment. We have equivalent treatments for Gus’s mental illness, but his outcome was tragic. In this chapter, I want to explore why there was “no room at the inn” for Gus, but first we need some context.
To understand the course of Gus Deeds’s illness, we need to identify specific stages of progression. Stage 1 was the period of risk, before the onset of any symptoms. Stage 2 was the long ramp to the first episode, sometimes called the prodrome, when he may have been hearing voices or preoccupied with odd ideas but was still well enough to follow his dad’s campaign or function at school. Stage 3 was the acute first episode when Gus left school to follow the voices, or when we met Roger during that Georgia snowstorm. Both Gus and Roger progressed to Stage 4, disabled in the unrelenting grip of psychosis that had become chronic and pervasive.
The press coverage of the Gus Deeds tragedy was largely about the failure to find a bed for someone with an urgent need, brought to the emergency room by a father doing all the right things. Less evident in these reports was the failure that led to needing a bed in the first place. Ideally, someone would have helped Gus Deeds earlier in the arc of his illness, preempting the crisis. Our failure to engage earlier means that a Gus Deeds enters care in the worst way with the worst possible trajectory—involuntarily, in a medical-surgical emergency room, too often with dire results. Moreover, once they enter care, there may not be a place for them to get the help they need.
That is what it means to have not a health care system, but a sick-care system, built to respond to a crisis. The systemic mental health crisis of care is in part a result of trying to provide care for each individual in a crisis. Imagine managing heart disease one heart attack at a time. That’s our system, and the first place to really take in the problem in full is in the conundrum of beds, as our reactive, crisis-driven sick-care system too often requires the most expensive and least desirable intervention: hospitalization.
Hospitalization
In the absence of treatment during Stages 1 and 2, each year millions of people struggling with psychosis or severe depression reach a point where short-term full-time hospital care is lifesaving. Here is where the case of Gus Deeds shows us another tragic reality. Access to inpatient care is critical, and the lack of these resources is not only a shock, but potentially a fatal failure of the care system. In contrast to hospital access for other acute medical problems, for adults needing inpatient mental health care, there may be few beds available, and for children, there may be no options within the state.
Why are there so few beds? Deinstitutionalization created a legal legacy that still today blocks funds for psychiatric hospitalization. As we know, the 1963 Community Mental Health Act was about reducing the hospitalization of patients as the federal government developed a community mental health care system. And with the Medicaid Institutions for Mental Diseases (IMD) exclusion, written into the Medicaid Act of 1965, Medicaid funding for care of an adult in any mental health facility having more than sixteen mental health beds was, and still is, prohibited. This policy went into effect alongside a series of court decisions constraining involuntary hospitalization. Thus, federal policies ensured that the 90 percent reduction of beds in state institutions could not be replaced by federally funded mental health care facilities with beds. Put simply, we so overcorrected the problematic state of institutions in the 1960s that we created an enormous deficit in publicly funded psychiatric beds. We created that deficit in care.
There are so-called scatter beds in general medical hospitals, but these options have been limited mostly by economic constraints. Psychiatric beds are low-reimbursement beds in a general hospital, bringing in less than one fourth the income per square foot of an orthopedic center or a cardiac unit. And the licensing requirements force any hospital that wants to serve psychiatric patients to build rooms free of sharp edges or protrusions that could be a hanging risk. Hospitals have to modify faucets, toilets, door handles, ceiling tiles, and fire sprinklers at a national cost of over $2 billion each year. In addition to the potential liabilities of housing psychotic and suicidal patients adjacent to medical or surgical patients, there is little economic incentive to have mental health care in a general hospital.
You can see the consequences of reduced hospital capacity in emergency rooms, once the gateway to inpatient care but now frequently forced to board psychiatric patients. Increasingly, patients like Gus Deeds are being kept for days in the emergency room. The American College of Emergency Physicians reports that 90 percent of emergency departments board mental health patients, with wait times averaging three times what non-mental health patients experience. The boarding of psychiatric patients, measured in days rather than hours, has been cited as both a cause and a consequence of ER crowding.
No Room at the Inn?
How many beds are available for people like Gus Deeds? There are roughly 170,000 patients in twenty-four-hour treatment beds on any given night. This represents a 77.4 percent reduction in the number of beds since 1970, when the nation’s population was a third less than today. The biggest drop has been in public beds—that is, hospital beds for people without private insurance or wealth. Currently there are 12.6 public beds per 100,000 people, down from 337.0 beds per 100,000 people in the mid-1950s, a reduction of well over 95 percent. A 2016 survey found that in four states (Arizona, Iowa, Minnesota, and Vermont), fewer than five state hospital beds remained per 100,000 people. What’s the right number? In most of the developed world, the average is 71 beds, as represented by the Organisation for Economic Co-operation and Development (OECD) countries. Most health policy experts estimate that the U.S. needs between 40 and 60 beds per 100,000, which is at least four times higher than the current U.S. public bed count.
FACILITY | # BEDS | % TOTAL BEDS | # 100,000 |
State and County Psychiatric Hospitals | 39,907 | 23% | 12.6 |
Private Psychiatric Hospitals | 28,461 | 17% | 9 |
General Hospital with Psychiatric Unit | 31,453 | 18% | 9.9 |
VA Medical Centers | 7,010 | 4% | 2.2 |
Residential Treatment Centers | 42,930 | 25% | 13.5 |
Other Specialty Inpatient/Residential Care Providers | 20,439 | 12% | 6.4 |
Total | 170,200 | 100% | 53.6 |
Table 4-1. The number of inpatients in hospital and residential care in the U.S. in 2014. Data from “Trend in Psychiatric Inpatient Capacity, United States and Each State, 1970 to 2014,” National Association of State Mental Health Program Directors.
While the 95 percent reduction of state hospital beds grabs our attention, this number obscures a more complicated reality. The reduction of state hospital beds has been offset by a 63 percent growth in private hospital facilities for people with mental illness. There are also many people receiving inpatient care in community hospitals, although there the median length of stay is six days, far less than the two to four weeks usually required for an inpatient stay to manage psychosis. In fact, when you consider the total number of psychiatric beds (170,200), the rate exceeds 50 beds per 100,000 people, which is within the range recommended by experts. But who has access to these beds and for how long?
Hospital Care in the Twenty-First Century
Fremont Hospital is a typical private, acute-care psychiatric hospital. The hospital is owned by the Universal Health Services Corporation, a company based in King of Prussia, Pennsylvania, that owns and manages roughly four hundred behavioral health facilities in thirty-seven states, serving, according to their website, 3.5 million behavioral health patients each year. Unlike the asylums of the late nineteenth century that were built in remote areas, Fremont Hospital sits in the middle of downtown Fremont, California, on a broad, tree-lined street near a large medical center and busy upscale strip malls. It’s an inconspicuous light-brick building with a small, bright outpatient center in front and a swimming pool tucked behind. Each unit is locked and somewhat incongruously identified by a scenic feature of California: Shasta, Sequoia, Monterey, Redwood (for the geriatric unit). Inside, the staff mostly wear scrubs. The patients are in street clothes, no belts or jewelry, no sharps, no shoelaces, and most distressing for many of them, no smartphones.
The rooms are spare, clean, and safe, with beds built in as solid platforms and open cubbies for personal possessions. Each unit displays handsome photographs that match the scenic theme, soothing images of Shasta at sunrise or the Monterey coast at sunset, rendered onto metal, bolted securely to the wall. Each unit has an isolation room, but according to the staff, isolation or mechanical restraints are rarely required. Unlike a medical-surgical hospital, patients are not in their beds. There are group meetings, physical fitness activities, and meals outside of their sleeping rooms. Compared to the incessant beeping and paging and bustle of a medical unit, psychiatric units are quiet, even peaceful. And if you expected the wards to be overflowing because of the urgent need for psychiatric beds, you’d be surprised that private facilities like Fremont Hospital run about 15 percent below capacity.
When I visited, the hospital’s chief medical officer, Dr. Vikas Duvvuri, explained the logistics for inpatient psychiatric care at Fremont. “Almost everyone here arrives on a 5150,” he tells me. A 5150 is the code for California’s commitment order, mandating seventy-two hours of involuntary hospitalization for people who are judged to be a threat to themselves or others. Dr. Duvvuri explains, “Yes, these are all involuntary admissions. But it’s not that they did not want to be hospitalized. Some of them are actually seeking help and want to be admitted.” I was skeptical, but Duvvuri explained that his hospital needed a guarantee of payment before admitting anyone. To get paid, an insurance company must authorize the admission, based on “medical necessity.” The commitment order should establish medical necessity, although Duvvuri tells me that sometimes even a 5150 designation is insufficient to convince an insurer that the patient requires hospitalization.
What struck me the most about visiting this inpatient unit was not how people were admitted, but how they left. Discharge was at the discretion of the insurance company; it was not a medical decision. And for most patients, discharge meant a “service cliff.” There was no connection to ongoing services. In fact, although a main goal of the hospitalization was to help patients stabilize on their medications, even the medication proved difficult to continue. “Our inpatient pharmacy can’t legally prescribe medications for outpatient use. So we discharge people with prescriptions to fill at their local pharmacy. But outpatient pharmacy benefits may not cover the medications we have been using.” I wasn’t surprised then when Dr. Duvvuri told me, “About a third of our admissions are return visits, discharged in the past six months; over half have been hospitalized previously.”
Hospitalization in such a scenario is a railway stop on a journey with no evident connection to the stops before or after. And that is for people who have insurance—that is, insurance from a company that can be convinced to cover hospital care. For many others, including those who have Medicaid but live in a county without funds for hospital care (remember, Medicaid cannot be used for psychiatric hospitalization), or for those who have no coverage, places like Fremont Hospital are completely out of reach. Unfortunately, that describes a majority of people with SMI across the nation. For them, the public mental health system with an extremely limited number of beds and fragmented care is their only hope. But even within the private system, it’s clear that “managed care” really means “managed costs.” Decisions for admission and discharge are financial more than medical, with patients and families as products managed in a multibillion-dollar marketplace.
Is there a bed if you or a loved one needs it? Yes, if you have private insurance, a commitment order, and established medical necessity. If you are on Medicaid, access depends on where you live and when you get sick. In many parts of the country, there are no beds for children. And in virtually every part of the country, with insurance or without, inpatient care is focused on crisis intervention and lacks the essential linkage to a long-term care plan. The result: acutely ill patients like Gus Deeds are sent home, emergency rooms become holding cells, and too many hospitalized patients are discharged prematurely without an adequate plan for ongoing care. Within weeks, they are back in crisis and require another hospitalization, which is only possible if medical necessity can be demonstrated.
Our system’s bleak outcomes are the cost of not addressing the problem earlier, in Stage 1 or 2. Even at Stage 3 or 4, a room at the inn does not need to be a hospital. We can do better for everyone. There are a range of transition facilities sometimes described as “respite” or “step-down” centers that are usually run by nonprofit agencies committed to hospital diversion. These transition facilities often provide residential care in a home with less than sixteen beds staffed by peers or social workers who are trained in medication administration and who provide support and structure for people coming out of the hospital. The stays are short term, typically four weeks or less, sometimes as a bridge from inpatient care to living more independently or sometimes as a diversion to preempt hospitalization. These low-intensity facilities may be preferable to the asylum model, and because they can be local and linked to families, might support the kind of continuity of care that is missing from large state hospitals or most current private hospitals.
Remember Progress Foundation, based in San Francisco. They have been running four crisis residential treatment centers for over thirty years. When I went to visit, I couldn’t find them. Each center is embedded in a neighborhood, without a sign or any outward evidence that the people living here have just been diverted from psychiatric hospitalization. Each of these homes has a required 2.5 staff per client ratio, and offers an average stay of two weeks for clients who arrive voluntarily from a local emergency room or hospital. To be accepted into a crisis residential treatment center, clients must “contract for safety,” meaning that they agree not to harm themselves or others. The life inside each center is surprisingly quiet and routine, certainly more structured than a college dormitory and more social than an apartment building. Everyone arises at 7:00 a.m., clients cook and clean, staff manages medications and runs groups. There is one-on-one support to help clients plan for the next step, whether that next step is a ninety-day residential program, returning to a family, or, sometimes, independence.
I met Margaret in one such center. She had been through a rough patch after college. She had taken a job as a barista but was living alone and increasingly isolated in the city. Rents in San Francisco were so high that she could afford only a studio apartment on the edge of a high-crime neighborhood. Loneliness led to ruminations and self-doubt. Margaret found herself binge eating on the weekends and, embarrassed about her weight and her lack of control, avoiding old friends even on social media. She began obsessing about the Golden Gate Bridge, an iconic site for suicide. One night when she finally set out for the bridge, determined to, in her words, “do something definitive,” she walked past a hospital three blocks from her apartment. Almost without realizing it, Margaret was in the emergency room, talking to a nurse about her wish to die. After an evaluation by a resident psychiatrist, she was discharged to the crisis residential center where I met her a week later. “This place saved my life. I really believe that. It’s not that my problems have disappeared. I’m still fucked up. But people here have reminded me that we are all fucked up. That’s not worth dying for. It’s actually worth living for.”
We need to think about bed capacity and the larger questions about access to care in the broad context of what people with mental illness need. Yes, some people need an “asylum” for long-term support, like the state hospital system. For others, like Gus Deeds, a short-term intensive care unit, similar to Fremont Hospital, can be lifesaving. Many, like Margaret, will benefit from crisis residential treatment. The solution is not just more hospital beds—it’s providing a range of care options and matching these resources to the needs of people at different points in their journey.
Transinstitutionalization
Despite all the dispiriting news of how state hospitals have closed and private hospitals have not served the needs of people without insurance, there are hundreds of thousands of beds in new facilities that house people struggling with mental illness. We’ve witnessed a construction boom of these facilities across the nation. But they are not hospitals or health care facilities. During the past three decades, jails and prisons have become the de facto mental hospitals.
If you haven’t visited a jail recently, you will be surprised how much your local jail, largely housing people who have not yet gone to trial, has become a holding facility for people who need mental health care. My visit to the San Francisco County Jail was a jarring image of a mental health care system run amok. After going through the requisite metal detectors and background checks, I met up with several members of the jail behavioral health services team, including the jail’s two full-time psychiatrists—both faculty at University of California, San Francisco. We walked slowly alongside a nurse with a hospital medication cart traversing a massive cell block, sometimes with one occupant, sometimes as many as four occupants to a cell. Metal bars everywhere. No privacy anywhere.
Dr. Jake Izenberg, one of the two psychiatrists working at the jail, graduated from UCSF’s psychiatry training program a year earlier. He told me that he had chosen psychiatry in part because the field engaged not only psychology and neuroscience, but policy, law, sociology, and philosophy. Coming out of training, he explained, he had wanted to work somewhere in the public sector, treating patients facing serious mental illness, substance use disorders, and complex social problems like homelessness. “Many of these people are in jail. Honestly, I’d rather be out of a job. Ideally, these patients wouldn’t be here—jails aren’t for healing. That said, we do occasionally have an opportunity to reach people who have fallen off the radar.”
As we walked into another part of the jail with two tiers of cells in a semicircle around a central station for the officers to provide continuous observation, Dr. Izenberg began to explain why this jail needed a behavioral health services team. “There are about thirteen hundred people incarcerated here; about seventy-five percent will be gone in a week, but the number does not change much.” He pointed to the medication cart. “Today we have two hundred getting antipsychotics, another two hundred getting antidepressants.” I was confused by the medication cart, the nurse, the resemblance to a hospital ward except for the bars on the rooms. “Everyone is screened by an intake nurse when they get booked. Anyone with a psychiatric history or obvious symptoms will be referred to our team. My best estimate: probably one in five here have SMI of some sort. But some are psychotic from using meth [methamphetamine]. They come in looking like they have schizophrenia, but they clear in a couple of days.”
I asked Dr. Izenberg what he might want people to understand about the situation he sees in his work. He replied, “The problem goes way beyond a lack of mental health treatment. That is absolutely a huge part of it, but it’s just the tip of the iceberg. We have no social safety net in this country. Instead, we use police and the criminal justice system—especially in communities of color.” The statistics certainly support his observation. Throughout the United States, being male, African American, or homeless increases the risk of incarceration.
Trey Oliver, warden of the Metro Jail in Mobile, Alabama, recently gave a moving account of the challenge in the jail system for PBS NewsHour. Mr. Oliver noted, “When Alabama closed our only regional hospital, we saw an immediate doubling of our mental health population. We will see the same mentally ill person arrested for the same charge in the same location by the same police officer three, four, and five times. This is not a problem that we can arrest ourselves out of. . . . They were concerned . . . that the mentally ill were being warehoused in these hospitals. Well, I got news for everybody. The mentally ill are now being warehoused in county jails across this country.”
Most people in jail, unlike those in prison, are not serving a sentence. They are awaiting a sentence. In California, for instance, 75 percent of inmates in county jails—more than 44,000 people—have not been sentenced or convicted of a crime. Some who can afford bond await their hearing outside, but most people who are poor, with or without mental illness, will wait an average of three months for nonviolent offenses, seven months for violent offenses, before being tried. Technically, they are innocent until proven guilty, but practically they are serving time in an environment that is punitive, not therapeutic. Those who are actively psychotic or disruptive may be sent to “ad seg,” administrative segregation, where they will be socially isolated twenty-three hours each day. Those who are less symptomatic will endure the helplessness and uncertainty of life behind bars. The suicide rate for pretrial detainees is ten times the general population’s.
But it’s not just that jails and prisons have become de facto mental hospitals. State mental hospitals are increasingly becoming de facto jails and prisons. A rarely noted fact in describing the 95 percent reduction in state hospital beds is that most of the remaining beds are for forensic patients, charged with or convicted of crimes. Many of those convicted of crimes will remain hospitalized for years or decades. They live on locked units, attend groups and therapy, but because their crimes are either violent or sexual, are unlikely to return to society.
With so many forensic patients occupying beds in public hospitals, an increasing number of people with mental illness are being incarcerated in jails and prisons as so-called mercy bookings. There may be no alternative for someone who needs treatment in a system without beds. And in perhaps the greatest irony, parents in some jurisdictions have been told that their mentally ill children will need to commit a crime to receive mental health care. This story is perhaps told best by Pete Earley, a former Washington Post reporter nominated for a Pulitzer Prize for his book Crazy, in which he describes lying about his son’s being violent in order to get him treated for acute psychosis.
There are also people sitting in jails awaiting transfer to state hospitals. For example, many people with serious mental illness are found incompetent to stand trial, meaning they can’t proceed with their criminal case until they are restored to competency or, after a certain period of time, found unlikely to be restored to competency. Once people—particularly those with felony charges—are found incompetent, they can wait for months in jail before they are able to get a state hospital bed.
A 2014 state-by-state survey reported that there were 356,268 inmates with serious mental illness in prisons and jails and approximately 35,000 patients with severe mental illness in state psychiatric hospitals. Thus, there were ten times as many people with mental illness in America’s criminal justice system as in the state mental health hospitals. And there were twice as many sleeping in jails as in any mental health facility (remember that there are 170,000 patients in twenty-four-hour mental health care). In forty-four of the fifty states, a prison or jail holds more people with serious mental illness than the remaining state hospital, and that is not counting people imprisoned for substance abuse. The Los Angeles County Jail and Chicago’s Cook County Jail are now the largest mental health care institutions in the nation. Many city or county jails have developed entire mental health units. In 2015, Cook County Jail hired a psychologist as warden.
Not surprisingly, people with a mental illness do not thrive in the criminal justice system. They are less likely to make bail, more likely to gain new charges, and remain in jail four to eight times longer than people without a mental illness arrested for the same crime. The rate of recidivism among former inmates with serious mental illness is nearly twice the national average, estimated at 53 percent at one year compared with a rate of 30 percent among parolees who are not mentally ill. To state the obvious, jails and prisons are built for punishment, not for treatment.
I asked Chief of Police Daniel Hahn in Sacramento why the police take a person with schizophrenia to jail but a person with diabetes to the emergency room. He gave the most practical of explanations: time. Processing someone in the emergency room could take four hours or more. The jail is closer, faster, and easier. These “mercy bookings” use a misdemeanor to get care in jail because there are no reasonable alternatives. In fact, people with mental illness are four times more likely to be booked for low-level charges than those without a mental illness. According to the chief, if the psychotic person is disorderly or has a criminal record, they are off to jail. And of course, many people with SMI have a criminal record, sometimes a drug offense, sometimes an arrest for disorderly conduct due to psychosis. So even their original criminal behavior, related to addiction or psychosis, was part of an untreated behavioral disorder.
But it is not just that police are now street-corner psychiatrists, they are also “road runners.” A 2019 report with that tag documented the time police spend responding to and transporting people with mental illness: 21 percent of total law enforcement staff time. In 2017, this totaled 5.4 million miles, the equivalent of 217 trips around the equator. The price tag for this schlepping and waiting: $918 million. Surely, for nearly $1 billion, we can find a better way to treat people with an acute brain disorder.
Transinstitutionalization 1965–2016
Figure 4.1. Trends in number of state hospital beds versus number of individualsin jails and prisons from 1965–2016 in the U.S. data for state hospital beds fromthe National Association of State Mental Health Program Directors. Data for incarceration from Bureau of Justice Statistics includes state and federal jails and prisons. Note incarceration numbers for 1965–1975 are estimates based on historical rates for jail incarceration, as BJS data prior to 1980 were for prisons only.
How did we get to the point where hospitals have become prisons and prisons have become hospitals? For one thing, in the past three decades, we’ve chosen as a country to fight these challenges with tools of incarceration rather than rehabilitation. America has invested more in prisons than in hospitals. As state hospitals were closing down, prison construction was ramping up. In his 2014 book Just Mercy, Bryan Stevenson, a law professor at New York University School of Law and executive director of the Equal Justice Initiative, reports that, “Between 1990 and 2005 a new prison opened in the United States every 10 days.”
With deinstitutionalization, or what might be more accurately called transinstitutionalization, policies that limited hospital access for people with mental illness created an on-ramp to the criminal justice system. It’s not just about loss of beds in state hospitals. Without any link to long-term care, the off-ramp from both hospitalization and jail too often involves a return to incarceration after a brief period of homelessness. Obviously, this serves no one well. Medical facilities are not well suited for criminals, and there is no sheriff or warden who wants to be running a mental health facility. Most of all, people with mental illness are not well served—a lesson we should have learned in the nineteenth century. Philippe Pinel, William Tuke, and Dorothea Dix, who launched modern mental health care 160 years ago by moving people with mental illness from prisons to hospitals, would be astounded.
That said, in our current system, jail may be the safest port in a dangerous storm for some. A forensic psychiatrist at San Quentin, California’s oldest state prison with America’s largest death row, told me an excruciating story. “I met a psychiatric patient at San Quentin who was crying with anxiety about his forthcoming release because he knew he couldn’t get the same level of support in the community and would miss the controlled and social environment on H block.” That may be the ultimate expression of our mental health crisis of care.
Finding a Better Way
It is easy to become despondent looking at the current American system, but we must remember that there are alternatives. Much has been written about diversion, legal approaches to shift nonviolent offenders with mental illness or substance abuse from the criminal justice system to the behavioral health care system. Judge Steven Leifman in Miami-Dade County, Florida, has pioneered this approach to reduce incarceration with mental health courts, where the process focuses on readiness for treatment and connecting to care. In Miami-Dade County, this program diverts 4,000 people from jail each year. Recently, the county closed one of its jails, saving $12 million each year. When the behavioral health services are available, diversion can put people on the path to recovery rather than punishment. But it still requires the criminal justice system as the adjudicator of care. And it does not always avoid the jail time awaiting sentencing. Nearly half the women who are incarcerated in America are single moms. That means some 250,000 children have their lone parent incarcerated. So even a week or a weekend waiting for sentencing can be catastrophic for a family without a social network for backup.
Fortunately, there are innovative options. To investigate one such approach, I visited the Crisis Now service in Maricopa County, Arizona, which includes Phoenix and the surrounding suburbs. Crisis Now has built an innovative model of crisis response that does not involve police or judges or jails. The model is a continuum of care that begins with an “air traffic control” center for first responders. Crisis Now uses 988 (as opposed to 911) to alert a mental health crisis team consisting of a nurse, a social worker, and a peer. If the person in crisis needs to be hospitalized, they go to a dedicated psychiatric emergency facility where the drop-off time is under ten minutes.
David Covington, one of the pioneers behind Crisis Now, explained that the van has both telehealth backup for medical emergencies and a direct line to the police for anyone who is violent. But only about 4 percent of calls require police involvement. They get a lot of attention, but they are the exception, not the rule. This approach, Covington reminds me, could help us avert some of our worst tragedies. “Remember, about twenty-five percent of fatal shootings by police are of people with mental illness. Many of these are so-called suicide by cop.” By demilitarizing the crisis response, perhaps some of these tragedies can be avoided.
The nexus of police, mental illness, and violence is fraught with issues: racism, overreaction, and even neglect. A few numbers are important to remember as we navigate this complex terrain. People with SMI are sixteen times more likely than those without mental illness to be involved in a police shooting. A mental health crisis can be a danger zone for police as well. According to a review by The Washington Post, there have been 115 police officers killed by people with SMI since the 1970s. The greater risk for police is the suicide-by-cop scenario. Following such a tragedy, the officer involved can often develop PTSD, depression, and alcoholism. In 2019, Blue H.E.L.P. reported 228 suicides by police officers. In the same year, the FBI reported 89 police officers lost their lives in the line of duty.
There needs to be a better way to help people with untreated psychosis or suicidality, one that reduces risk for both the individual with an illness and the officer with a gun. What I saw in Maricopa County suggested that Crisis Now has indeed found a better way. The police department has shifted thirty-seven officers from being mental health responders and road runners to focusing on public safety. In just three years, local hospitals have seen a profound reduction in psychiatric boarding in emergency rooms, with a savings of $37 million. And according to the Crisis Now staff in Phoenix, the prevalence of SMI in their jail is the same as outside the jail.
Incarceration of people with SMI is a solvable problem. We don’t need to use our jails and prisons as mental health facilities. Transinstitutionalization serves no one well. And yet we have not been able to summon the will to change. Today, over 350,000 people with SMI who should be getting treated for their illness are getting punished for their symptoms. Just as we look back at the pathetic state of the asylums with their lobotomies, our grandchildren might rightly wonder how we could abide the mass incarceration of people with mental illness. After all, it’s been over 150 years since Abraham Lincoln, in his 1841 letter to Mary Speed, counseled that melancholia “is a misfortune, not a fault.” Indeed.
Homelessness
But deinstitutionalization gave birth to another disaster as well: homelessness. In America, you don’t have to go far to learn about homelessness. In California, home to about 50 percent of the nation’s unsheltered homeless, you can hardly avoid it. I live in Alameda County, across the bay from San Francisco. Alameda County’s major city, Oakland, has a population of about 430,000 and sports a number of trendy tech companies like Pandora and Mosaic, as well as being the corporate home to large health care companies like Kaiser Permanente. Yet today roughly 8,000 homeless people are living in tents or under bridges in Oakland—increasing nearly 50 percent every two years.
With the high cost of housing in San Francisco and Los Angeles and the temperate climate most of the year, some proportion of those who drift to those cities end up living on the edge. But homelessness is much more complicated than our stereotypes of drifters and misfits. Some of the homeless are families living in their car; some of the homeless move in and out of shelters; others spend years living under a bridge or in an encampment. Each of these versions of homelessness is by itself stressful, dangerous, and unhealthy. Add mental illness to this mix, either as a cause or a consequence, and you have a modern tragedy. Homelessness in Oakland has many faces, but the most challenging is the mix of chronic mental illness and long-term life on the street.
Duane has been homeless since his mother died five years ago. His “home” is on the edge of a vacant lot on Martin Luther King Avenue in downtown Oakland. Duane lives on perhaps 50 square feet of sidewalk surrounded by cartons with some clothes, six garbage bags with twist ties, and a shopping cart overflowing with recycling. One corner of his camp is the kitchen, with a Coleman stove and a pot with what looks like yesterday’s can of soup. I visit Duane with a team from Alameda County Health Care for the Homeless, including a psychiatrist, a nurse, and a social worker who have known Duane for years. Their sole objective is to get him to visit the clinic nearby for medication. As we check in with him, the cars passing by just twenty feet away either don’t see us or don’t look. And why would they? Duane is one of fifty middle-aged men squatting on either side of this single block. And these blocks continue for half a mile.
Like 70 percent of the homeless people in Oakland, Duane is African American. That is notable, because only about 25 percent of the city and 11 percent of the county is African American. Homelessness for many in this city is an heir to redlining and segregation. Redlining was the process by which banks in the early to mid-twentieth century would refuse loans to African Americans, keeping them as renters instead of homeowners. These racist practices made African Americans especially vulnerable to the rising rents of gentrification. As Oakland attracted tech companies and upper-class tenants from Silicon Valley, rents skyrocketed along with home values. Many African American families who had lived in Oakland for generations, dutifully renting homes in working-class neighborhoods, were the victims of this economic boom. They became homeless just as white homeowners cashed in.
For the population dealing with SMI, there are many routes to homelessness. They often reside in urban board and care homes, long-term group living facilities that collect SSDI payments for rent and provide meals and a bedroom for people on disability. Many large, older houses have become vital refuges for tens of thousands of people with SMI who have, in these licensed facilities, a safe place to live. But as real estate values and property taxes climb, the economics no longer work as well for owners of board and care homes. In San Francisco, a third of these facilities have closed since 2012. In Los Angeles, two hundred beds are disappearing each year. Here in Oakland, as they vanish, we lose the last strand of the safety net that separates people with SMI from homelessness.
Duane, now in his midfifties, has been hospitalized multiple times for schizophrenia. He had worked for a few years at a local gas station. While he was on medication and living with his mother, he managed to keep the voices in his head in the background. But since his mother died a few years ago, he has been without a caretaker. He won’t make eye contact, but he listens carefully as we ask about his plans for the day. He smells of urine and smoke. His grizzled beard is interrupted by a long scar across one cheek. He has a tremor as he takes a cup of coffee. He murmurs about the voices. He says he wants to find a safer place to live, but he doesn’t want to move into the sheds being built by the city since he would not be able to take his “stuff.” As we leave, he looks up furtively through his bloodshot eyes. He cracks a toothless smile and says, “God bless, God bless.”
Duane is not alone. His brother-in-law and an uncle are living in tents across the street. In fact, most of the people on this stretch of Martin Luther King Avenue have grown up in Oakland and known one another for years. They have a community, watching one another’s possessions so that one at a time they can use the restroom or get a meal at St. Vincent de Paul’s around the corner. His brother-in-law tracks Duane’s SSI payments, so there is money for cigarettes and soup. Lately they have worked together to erect crude metal barriers in front of their camps—protection against cigarette butts or sometimes matches thrown from passing cars. Some, like Duane, have been in this neighborhood for years. And many have not been more than a few blocks from this spot throughout that time.
Oakland mayor Libby Schaaf, working with a fleet of nonprofits, has tried to provide better conditions, moving people from tent camps and underpasses to safer areas. As an emergency stopgap, the city has provided fenced communities of sheds with electricity, portable toilets, and shower trucks that arrive three times each week. There is a converted hotel with a clinic attached. And the city has expanded longer-term residential options. But Duane and many others are not moving. What keeps them on the street when there are other options? Some people do not want to part with their possessions or their pets. Some don’t think that they will be safe indoors. And some, like Duane, do not want to leave what has become familiar, as harsh as that can be.
Precise numbers are hard to come by, but the Department of Housing and Urban Development estimates that 553,000 people are homeless in America on any given night. About 25 percent are struggling with serious mental illness. That means roughly 138,000 people with SMI, like Duane, are homeless, about half the number found in jails and prisons, but close to the number in twenty-four-hour residential care. This is the mental health crisis at its worst: 138,000 people with a serious illness who are living like refugees in their own town, struggling with voices from within and vulnerable to a hostile world from without. The numbers who are homeless or in jail, of course, do not include the large, uncounted populations of people with mental illness sequestered in family basements or living in the urban backwaters of cheap hotels. They are not only outside of mental health care but outside of medical care, until they show up in an emergency room for trauma, a drug overdose, or an acute metabolic crisis.
In the decades after deinstitutionalization, we have come to accept all of this as normal. But would we accept this for any other medical condition? This was Senator Deeds’s original question. If millions of Americans with diabetes or heart disease became disabled before age twenty-five, would there be no room at the inn? Would we allow them to become homeless or incarcerated because of a lack of capacity to provide care? The harsh reality is evident in the numbers: on any given night, a young person ill with psychosis, who urgently needs to be in a health care facility, has about a 50 percent chance of being in jail, a 25 percent chance of being homeless, and a 25 percent chance of being in a hospital or twenty-four-hour residential facility.
Every one of these young people has a treatable condition. Most could and would recover with the right combination of treatments we have today. Lack of capacity is an enormous part of this problem. Another part? There is little access to the things that work.
5.
CROSSING THE QUALITY CHASM
The standards of practice in America for patients with mental illnesses or substance use disorders . . . were often ineffective, not patient-centered, untimely, inefficient, inequitable, and at times unsafe. It . . . requires fundamental redesign.
— INSTITUTE OF MEDICINE, Improving the Quality of Health Care for Mental and Substance-Use Conditions
Amy was first diagnosed with anorexia nervosa in middle school. An only child, she had been one of those “perfect kids,” excelling both inside and outside of school. Amy had reached the state finals for her age group in violin and by age twelve had mastered Mandarin. Her parents were proud of her accomplishments and encouraged her ambition, but their expectations were for Amy to “be happy”—they were a little mystified by her drive and success.
The first sign of her anorexia was her running. Amy decided to train for a 5K race and soon was running ten miles each day, sometimes getting up before dawn or running in the rain. Her running and training took on the driven, intense quality of her schoolwork and other activities, but the impact on her body was more noticeable. Already a slight and barely developing twelve-year-old, Amy’s intense activity seemed to freeze her development. She demanded specific foods and ate sparingly, checking calories in the same way she checked her schoolwork.
Between her intense exercise and food restrictions, Amy realized her behavior was out of control, but that only drove her to try harder. She felt shame and fear, but she could not share any of this with her parents; and her parents and teachers, though increasingly concerned for Amy, maintained their silence, too. Amy continued to do everything possible to hide how “imperfect” her world had become. The final straw was the day she collapsed in school. Only then did she learn that her teachers and parents had been worried for weeks about her health. Her weight was 68 pounds, her skin had become thin and elastic, and her eyes had lost their spark. Amy was taken to the emergency room, where IVs were started. The ER nurse who had a niece with anorexia mentioned tube feeding, but Amy and her parents were not ready for an intervention that seemed so extreme. They left with a referral to their pediatrician.
Amy’s pediatrician initially focused on her medical state. Amy’s serum electrolytes were abnormal and her weight was below the first percentile of the growth chart. The pediatrician suspected anorexia, but he was not willing to provide treatment beyond supporting her medical needs. He suggested three options. There was a child psychiatrist in Atlanta, about three hours away; there was an eating disorders outpatient center in the same city; or there was a residential care center specializing in eating disorders about six hours away. The child psychiatrist charged three hundred dollars for a one-hour consultation and did not take insurance. The eating disorders center was not accepting new patients. So the best option seemed to be the residential care center. Indeed, this residential center looked ideal from their website, offering a range of individual and group treatments, including equestrian therapy. Though there were no outcome statistics on the website, they claimed success. The school year was ending, so Amy would go to the center in June instead of attending music camp. As frightened as her parents had been about losing their daughter, now they had a plan and hopefully a solution. They left her at the residential care center as if they were dropping her off at camp. As she bade them farewell, the intake nurse reassured Amy’s parents, “Our girls recover.”
Amy’s parents were comforted to have found a place that seemed to understand the problem, but they were surprised by the cost. The center required a thirty-day stay at a cost of thirty thousand dollars. Amy’s parents both worked as schoolteachers and had good insurance, but the insurance company would not approve the cost since the treatment was “out of network.” Undeterred, they dipped into Amy’s college fund. After all, this cost would be less than a year at Princeton, Amy’s dream school.
• • •
After her thirty days in the center, Amy was better but far from well. She was able to talk about her feelings of inadequacy, her low self-esteem, and her fears of losing control. In the group sessions she met other girls with similar issues—it was reassuring to know she was not alone, although she kept feeling that she did not measure up to them. She had not regained weight nor had she abandoned her calorie counting or her exercise regimen. The center recommended another month of treatment, this time adding low doses of an antidepressant medication. Savings for year two of Princeton were gone by the end of the summer.
When September arrived and Amy could not go back to school, everyone began to feel hopeless. Amy was back at home, but she was joyless and lost, unable to concentrate. Amy’s parents, who had spent part of the summer in a short-term rental near the residential center, were now back at work, their savings were drained, and they could see no way forward. Their insurance would cover part of the cost of Amy’s medication and would pay for medical care if she needed tube feeding, but there was no coverage for longer-term treatment. And in truth, they were not convinced that the treatment so far was all that helpful. They had come to think of Amy’s anorexia as a form of addiction, but they didn’t see any sign of recovery.
• • •
In the previous chapter we focused on the lack of capacity for care. Indeed, much of the conversation about fixing mental health care in America has been about access: more providers, more treatment. And yet, more access may not be enough. There are more providers and more treatment than ever, yet outcomes are no better. Why? One answer: Better outcomes require improvements in quality of care as well as access to care. For the mental health crisis of care, quality is as much of a problem as quantity.
Finding Help
Like Amy’s parents, most people who seek mental health care for the first time are baffled by how to find a clinician. I know what Amy’s parents felt. When my daughter, Lara, finished her first semester at Oberlin, she returned home to Atlanta thin and exhausted. I was excited to have her back home and entirely clueless about her desperate struggle with anorexia. In fact, as I learned later, she had been driven by obsessions about her weight and her appearance for over a year by that point. As was true of Amy, her perfectionism and her shame at not being perfect kept her from sharing this struggle. And now, in a crisis after a year of anguish, she was asking for help. As a professor of psychiatry at the university, I should have noticed her serious mental illness, and yet I missed it. At least, now that Lara was asking for help, I should know where to find the best care. But the university had no resources specifically for eating disorders, and I could not find a center for her treatment any better than Amy’s parents had. Fortunately, Lara, ever the problem solver, found an intensive outpatient program with a superb therapist and began a long, successful road to recovery. But even as a professional in this space, I found it difficult to navigate the maze of care.
The first issue is that there are so many different types of professionals: social workers, marriage and family counselors, clinical psychologists, professional psychologists, psychiatrists—and they all call themselves therapists. The choice really matters, because what you receive depends largely on whom you see. A child with anxiety or an adult with depression will likely get a different diagnosis, a different treatment, and a different outcome depending on which door they use to enter care. This is not true for cancer or asthma or heart disease, but in mental health care, there is little consensus among the various care providers as to how to approach even the most common forms of mental illness.
CLINICAL TITLE | DEGREE | SUPERVISED TRAINING | NUMBER IN U.S. | NUMBER PER 100,000 |
Child psychiatrists | MD | 6 years residency | 8,090 | 2.5 |
Psychiatrists | MD | 4 years residency | 33,650 | 10.3 |
Psychologists | PhD/PsyD | 2 years (1 postgrad) | 91,440 | 28.1 |
Licensed clinical social workers | MSW/PhD | 2 years | 239,410 | 73.6 |
Psychiatric nurse practitioners | RN/MA/PhD | Not specified | 10,450 | 3.2 |
Marriage and family therapists | MA/PhD | 2 years | 53,080 | 16.3 |
Licensed mental health counselors | MA/PhD | 2 years | 140,760 | 43.3 |
School counselors | BA | Varies by state | 116,080 | 35.6 |
Total | 692,960 | 213.2 |
Table 5-1. The Mental Health Workforce. Data from HRSA Report. December 15, 2020.
Although I frequently hear that we don’t have enough mental health providers, the numbers don’t reveal a shortage. We have nearly 700,000 mental health providers in the United States, more than half being in the traditional psychotherapy professions of social worker, marriage and family therapist, or licensed counselor. The number of mental health therapists is considerably greater than, for instance, the 209,000 physical therapists or the 200,000 dental hygienists in the U.S. Psychiatrists are only about 5 percent of the total workforce, and child psychiatrists are roughly 1 percent. These numbers might seem paltry, but there are more psychiatrists than any other specialists in medicine (outside of internal medicine and pediatrics). And the relative number of psychiatrists in the U.S. is far higher than in most of the world. Although 45 percent of the world’s population lives in countries with fewer than one psychiatrist per 100,000 people, in the U.S., the number exceeds twelve psychiatrists per 100,000.
So why is it so difficult to get an appointment to see a clinician? In absolute numbers, the U.S. mental health workforce reaches nearly two professionals per thousand. In fact, with 14.2 million adults with SMI, we theoretically have roughly one therapist for every twenty people in need. So, what’s the problem? The uneven distribution of the workforce is part of the problem. The geographic disparity in mental health services within the U.S. is almost as severe as the disparity globally.
The number of psychiatrists varies from 5.2 per 100,000 people in Idaho to 24.7 per 100,000 in Massachusetts. While there are nearly threefold more psychologists than psychiatrists in the U.S., they are even more unevenly distributed: 7.9 per 100,000 people in Mississippi versus 76.0 per 100,000 in Massachusetts. Even clinical social workers, who make up the largest sector of the mental health workforce, show this kind of geographic distribution, from 22.0 per 100,000 in Montana to 186.6 per 100,000 in Maine.
The distribution across states only begins to hint at the disparities within states. There are profound differences in access between rural and urban regions; and within urban regions, between low-income and high-income neighborhoods. In recent surveys, 56 percent of counties in the United States are without a psychiatrist, 64 percent of counties have a shortage of mental health providers, and 70 percent of counties lack a child psychiatrist. And what is, for me, most disturbing about the workforce is the limited number of nurses. Over 2 million nurses form the backbone of community care in most of medicine, yet psychiatric nurse practitioners, totaling roughly 10,000 nationally, are a rare find.
But even where mental health specialists are most abundant, relatively few see those in greatest need. In one survey about their monthly caseloads, 40 percent of psychologists said they do not see patients with serious mental illness, possibly reflecting that only half of the psychology training programs prepare their students for working with SMI patients. While psychiatrists, who prescribe medication, might be expected to be the primary caregivers for people with SMI, nearly a quarter see fewer than ten such patients each month. Amazingly, 57 percent of psychiatrists do not accept Medicaid and 45 percent do not accept commercial insurance. And many nonmedical providers, like psychologists and social workers, charge clients directly for their services because they cannot get adequate reimbursement from either public or private insurance. As a result, specialty mental health care has become increasingly a fee-for-service enterprise, which does not serve people with SMI, who are usually unemployed and poor.
For any of us seeking quality care, there are three major barriers beyond the issues of access. First, the available therapy workforce often has not been trained in the treatments that work. Second, the care is highly fragmented. Different forms of mental health care are given by different providers, with mental health and substance abuse care rarely coordinated and behavioral health segregated from the rest of health care. Finally, there is little accountability, because mental health providers rarely measure outcomes. You can’t improve quality without measurement. These three problems—training, integration, and accountability—all have solutions. As with access, we know what to do.
Eminence-Based Care
As Amy’s family discovered and I found with my daughter, the real challenge is not finding a therapist, it’s finding a therapist who knows how to provide the treatments that work. In the early 2000s, Myrna Weissman was trying to understand why so few therapists use scientifically based treatments. Dr. Weissman is a social worker, an epidemiologist, and a national treasure based at Columbia University. Over her long career, she developed interpersonal psychotherapy for depression, studied how depression is transmitted across generations, and pioneered many of the methods used for monitoring progress in depression and anxiety. Interpersonal therapy (IPT), which Weissman developed in the 1980s with Gerald Klerman, was an innovative break from psychoanalysis. IPT was a structured twelve- or sixteen-week treatment for depression in which patients focused on what was going on when symptoms started, rather than exploring childhood conflicts. A depressed person might, for instance, discover her inability to express anger at a spouse was a root cause for feelings of self-loathing and hopelessness. Remarkably, this therapy was as successful as antidepressants. But having developed an effective psychological treatment, Weissman was frustrated that no one was using it. In fact, as she began looking at psychological treatments in practice, she found that those supported by strong scientific evidence were rarely in use.
Weissman suspected that the problem tracked back to a lack of training. She reviewed the educational curricula of social workers, psychologists, and psychiatrists at 221 clinical training programs across the country. She understood that each of these programs would focus on different aspects of care. Psychopharmacology and medication management would be expected in psychiatry training programs that require a medical degree. And cognitive testing would be expected training for psychologists who provide assessments of learning disabilities and dementia. As Weissman was trying to understand training in psychotherapy, which one might expect to find in all clinical programs dedicated to helping people with mental illness, she asked a simple question. How many programs require supervised training in a scientifically proven (or as she called it, evidence-based) form of psychotherapy, such as behavior therapy, cognitive behavior therapy, dialectical behavior therapy, manual-based family therapy, interpersonal psychotherapy, multisystemic therapy, or parent training? These were forms of psychotherapy that involved the mastery of specific skills that had been shown to be effective in scientifically designed studies. While each form of therapy required a different kind of mastery, all of these interventions had been proven in randomized clinical trials to be effective for solving a defined psychological problem. Surely, programs were offering these proven tools.
With the exception of psychiatric training programs in which over 90 percent received this kind of training, she found that over 60 percent of professional schools of psychology and master’s of social work programs did not include any supervised training for any scientifically based therapy. Remember, psychiatrists comprise about 5 percent of the mental health workforce; social workers and psychologists make up approximately 50 percent of the workforce. The remainder of the therapy workforce receives less training than these three groups. For problems like anorexia nervosa or obsessive-compulsive disorder, for which specific psychological therapies have been proven to be effective, there may be only a few hundred trained therapists across the country.
If these mental health professionals are not trained to provide treatments that are scientifically proven, what are they trained to do? Few programs require supervised training in any form of therapy, but most expose students to psychodynamic psychotherapy, which explores early conflicts. For instance, Amy and her therapist would have explored her latent rage at her parents and her anxiety over emerging sexuality, perhaps due to unresolved Oedipal issues. Students also learn about supportive psychotherapy, which is empathic listening that may be helpful but lacks a strong scientific basis as a treatment for SMI. Most people who teach psychotherapy deliver what they learned in training, and for many, this was determined not by scientific evidence but by what worked for a few charismatic clinicians. In contrast to evidence-based care, I call this “eminence-based care.”
To put this disconnect in perspective, let’s look at breast cancer. What if I told you that 90 percent of the professionals treating this disease had no medical training and that more than 60 percent of these nonmedically trained clinicians had not been taught the few interventions that we know actually work? This would seem a cruel joke. And one would hardly expect that this workforce would be capable of helping the 250,000 women who will be diagnosed with breast cancer this year. Welcome to the world of mental health care, where what you get depends on whom you see. Most of the providers you see will do what they are comfortable with, whether this is what you need or not. Compounding this problem is the absence of a regulatory body for psychotherapy. Quality control is left to the licensing boards that are responsible for credentialing.
How did this happen? In the mid-twentieth century, psychiatry made a turn toward psychoanalysis, following the Freudian quest for unearthing deep psychological conflicts. The hunger for the talking cure only grew. Psychiatry turned away from the medical approach, which remained in the other brain science, neurology. Psychiatry and neurology were, to paraphrase Churchill, two disciplines separated by a common organ. It was only a question of time before other disciplines emerged to rival the medical hold on psychoanalysis. After all, there was nothing in the practice of psychoanalysis that required medical expertise. And as various forms of psychotherapy derived from psychoanalysis in the mid-twentieth century, the numbers of various nonmedical professionals—clinical psychologists, social workers, and counselors—expanded to meet the demand for therapy. While the workforce grew exponentially, the didactic training of social workers and other therapists shrank to summer courses followed by internships to get experience from practicing clinicians who may have had little training themselves. Meanwhile, psychiatrists migrated back to their medical roots, increasingly focusing on pharmacology and leaving psychological treatments to the world of “therapists.” In this schism, we lost the quality control imposed for surgical and medical subspecialties. Fiefdoms formed to protect the status quo and eminence-based care ruled.
Better Quality Through Better Training
Of all the challenges to improving quality, we know the lack of training is a solvable problem. In the UK, the Improving Access to Psychological Therapies (IAPT) program has trained over 7,000 therapists to provide high-quality psychological treatments for anxiety and depression to nearly 600,000 patients each year, over half of whom show complete remission.
At first glance, David Clark, the founder of IAPT, does not look like a revolutionary. With his angular features and shock of straight white hair, his black polo shirt buttoned to the neck, and his careful diction, he looks very much the Oxford professor that he is. He started his academic life as a chemist, convinced that drugs could be optimal treatments, but became disillusioned. By contrast, he found through his research at Oxford that new psychotherapies had profound effects in rigorous clinical studies. The problem, as he told me: “These powerful treatments were limited to elegant, academic papers. No one was using these treatments for patients in the real world.”
In the UK, as in the U.S., most people with depression or anxiety sought help from their primary-care providers, who have neither the time nor the training to deliver psychotherapy. As a result, medications were often the only available treatment. To rectify this situation, Clark joined with Lord Richard Layard, an economist in the House of Lords, to create a program for access to cognitive behavioral therapy and other psychotherapies recommended as evidence-based. As Professor Clark describes it now, there were three critical elements to IAPT.
First, beginning in 2008, IAPT trained two levels of therapists. Some were recent university graduates who were trained to provide low-intensity treatment; others were mental health professionals trained to care for more severe problems. By 2017, IAPT had trained a new army of therapists, trained to high levels of performance and monitored with supervision. One might have assumed that there were plenty of CBT therapists in the UK before 2008, but Clark and Layard insisted that everyone train to a high level of proficiency. And over time, IAPT supplemented CBT with other evidence-based treatments, such as behavioral activation for depression as well as tailored psychological treatments for PTSD and social anxiety.
Second, Clark was obsessed with collecting data on every interaction. IAPT built its own data system to collect information on referrals, attendance, and outcomes. Over 98 percent of visits have a data entry, collected before the face-to-face visit, with visualizations that allow patients, therapists, supervisors, and even the oversight commission to track outcomes. Those outcomes were not just measures of engagement in treatment and changes in symptoms. The IAPT team looked at functional outcomes, like returning to work and social adjustment. The program required monthly public reports of outcomes from their two hundred-plus sites across the UK, providing a level of feedback that has traditionally been avoided in mental health care.
And third, IAPT strove for scale. In 2017, over 580,000 patients were seen in IAPT clinics. This is more than 1 percent of the population of the UK seen in a single year. IAPT may be the only mental health innovation taken to this scale, and the results are beginning to move the needle for the population. At a cost of roughly $1,000 per patient, the overall outcomes are impressive: at posttreatment, 51 percent are recovered, 66 percent show reliable improvement, and 6 percent deteriorate. At a population level, employment improved and suicides decreased. In 2019 there were 5,691 suicides registered in the UK, a rate of 11 deaths per 100,000 population. This represents about a 15 percent decrease from the rate in 2000, and contrasts with the U.S., with its 14.2 suicides per 100,000 rate and a 33 percent increase during the same period. To be clear, this reduction in suicide in the UK cannot be attributed entirely to IAPT, as the rate had begun falling before 2008, when IAPT was implemented.
Data standards and scale might be easier to achieve in the UK, where there is a national health care system. But what appeals to me about IAPT is the focus on training a new workforce. A bit like Teach for America in the U.S., IAPT recruited an entire generation to address an urgent public need. Although the program is called Improving Access, I think the innovation is increasing quality and demonstrating that high-quality psychotherapy can be delivered at scale. There is no reason the same approach could not be used for training a new generation in the U.S. to deliver evidence-based psychological treatment for a first episode of psychosis, mood and anxiety disorders, or anorexia nervosa. Indeed, the Veterans Administration, which serves as a national health care system in the U.S., has begun such a program with outstanding results. IAPT proves the feasibility of a model that can now be adapted for a range of public health challenges, ensuring that psychotherapy can be delivered with the same fidelity as medication.
Fragmentation and Delay
Training is a tractable problem. The coordination of care has proven more refractory. More than most areas of medicine, mental health care is highly fragmented. Individuals often need both mental health and substance abuse care, yet these are different care systems with different providers and segregated records. Both those forms of care are separated from the rest of health care. And even within mental health, medications, psychological treatments, neurotechnologies, and rehabilitative care, all of which have an important role to ensure recovery, are rarely integrated to create a comprehensive or consistent care plan. This has always been one of the great mysteries of mental health care for me. There have been endless debates about medication versus therapy or medication versus neurotechnologies (i.e., regional transcranial magnetic stimulation), as if there must be one best intervention. Maybe this is an interesting academic debate, but for someone like Amy, the question is not which treatment is best, but which treatments together can help her recover.
We have little scientific evidence to answer this question. Generally, when a medication is not sufficient, providers add another medication. And when therapy is not working, psychologists and social workers may increase the frequency of visits. This makes sense from the perspective of the provider, but is it really the best course for the patient? Why isn’t combined treatment of medication and psychotherapy the norm? Today we refer to this as “stepped care,” meaning that even if one begins with a single intervention, the next step is to combine and optimize treatments. Some studies have indeed looked at combined treatment, and the evidence supports the idea that medication and psychological treatment together are better than either one alone. But most research follows the FDA approach, which is to approve one drug at a time and not test the drugs as they are often used in practice. Recognizing that most people with depression and anxiety will respond better to combined care, why is this not an option for most people?
The answer lies in the fragmented channels of care. Not only are different mental health providers failing to collaborate, in the U.S., as we’ve noted, patients with mood and anxiety disorders are more likely to seek help from their primary-care provider, not a mental health specialist. For many people, seeing a mental health specialist of any kind is unthinkable, and as we saw already, there may be no access to a specialist who will accept insurance or Medicaid. Nearly 80 percent of antidepressant and antianxiety medications are prescribed by primary-care doctors, usually family practice doctors; and for about half the children with a mental health diagnosis, their treatment is exclusively a prescription for a stimulant from their pediatrician. Family practice doctors and pediatricians have neither the training nor the resources to provide more than medication for patients with mental disorders.
The shift from specialty care to primary care is in part a reflection of the lack of resources. In a survey of primary-care physicians, two thirds said they could not get a mental health referral for their patients with mental health needs. Once again, mental health care is moving in the opposite direction from the rest of medicine. In contrast to most medical disorders, where treatment has increasingly moved from primary care to specialty care, outpatient visits for depression and bipolar disorder have increasingly moved from psychiatrists to primary-care physicians.
Families who seek mental health care beyond the primary-care office quickly discover the fragmentation problem. Indeed, Amy’s family found they not only had to navigate the care system, they had to integrate the care system. They were surprised that medical records and treatment plans were not automatically shared between mental health and primary-care providers. Fortunately, they did not have to deal with substance use disorder treatment as well. They would have discovered yet another parallel universe of care, without any sharing of information. They were prepared to become navigators for Amy, but they did not realize they would also become care coordinators.
Beyond the lack of integration of specialty care with other health care, there is often an extraordinary delay between the onset of symptoms and the beginning of care. The National Comorbidity Survey reveals that for depression, the delay ranged from six to eight years. For anxiety disorders, the delay ranged from nine to twenty-three years. To be clear, these long periods of delay reflect many factors: not just lack of access, but slow progression of the disorder and procrastination in seeking care. But even when someone reaches the point of seeking help from a professional, the waiting lists for a first appointment will range from weeks to months. No surprise then, that primary care, which is accessible in days rather than months, becomes the most likely source of treatment for a mental illness. The tragedy is that, to pervert a legal expression, treatment delayed is often outcome denied. A delay in starting treatment for these illnesses means that the outcome is likely to be worse.
Collaborative Care—Fixing Fragmentation
Coordinating care is not rocket science. Almost thirty years ago, clinicians at the University of Washington in Seattle began implementing a simple approach to help people with depression and diabetes or hypertension. They began by requiring a consultation with a psychiatrist for any patient with depression, with a specialist’s report delivered to the primary-care provider. The results were not good. Patients did not follow through, those who were seen did not follow up, and the report from the psychiatrist to the primary-care provider generally was ignored. The University of Washington team realized that patients with common mental health conditions needed something more. Gregory Simon, a psychiatrist at Kaiser Permanente Washington Health Research Institute, was part of that original team. “We realized pretty quickly that if we were going to improve outcomes, we would need to restructure primary care. Someone had to be accountable for these patients with depression.” Here was a disease that robbed the patient of the very skills they were being asked to use to coordinate their own care.
In the new system, called collaborative care, patients in primary care with depression or anxiety would be assigned a care coordinator, either a nurse or a social worker, who would work with a consulting psychiatrist to integrate medication, psychotherapy, and rehabilitative services. The primary-care team, the care coordinator, and the psychiatrist would meet weekly to review progress. As Dr. Simon describes it, “Sure, it’s great to have someone with mental health expertise in the primary-care practice. But collaborative care . . . assigns a dedicated person to be doggedly persistent, focusing on the people who may not be asking for help or might be falling through the cracks. This person’s job is explicitly to integrate care and improve outcomes.”
Collaborative care was subsequently studied throughout the nation in dozens of carefully controlled trials for people with depression or anxiety. Consistently, this approach resulted in better outcomes than primary care or specialty care alone. In fact, the overall effects of collaborative care in these trials was similar to the improvement with medication versus placebo, leading one expert to ask, “Would we ever fail to use a drug that was as effective as collaborative care?”
The delay between developing a solution and putting a solution into practice, sometimes called the implementation gap, is a famous problem in health care science. Implementation researchers like to point out that the first observation of citrus (with vitamin C) as a treatment for scurvy occurred in 1601, yet the routine provision of this treatment to sailors in the British Navy did not begin until 1795. One might hope that the implementation gap for modern discoveries would be less than 194 years, but there is still nearly a 20-year delay in the adoption of sometimes very successful models of treatment. Of course, there are exceptions. The polio and Covid vaccines were adopted immediately, and treatments for HIV moved quickly into practice. Collaborative care was adopted through demonstration projects in various health systems, but as a rule, the practice of highly fragmented care remained in spite of compelling scientific evidence.
I thought we reached a turning point in January 2017, when the Center for Medicare and Medicaid Services (CMS) approved payment for collaborative care. My colleagues and I at the NIMH had been advocating for collaborative care for years. The evidence was clear, the need was great, and the approval, we thought, would finally solve the fragmentation problem. The announcement was accompanied by an article in The New England Journal of Medicine claiming, “Evidence . . . indicates that it [collaborative care] can reduce total health care expenditures over time and can reduce racial and ethnic disparities in quality of care and clinical outcomes. Therefore, widespread implementation . . . could substantially improve outcomes for millions of Medicare beneficiaries, as well as produce savings for the Medicare program.”
Yet collaborative care required reorganizing the workflow in primary-care practices and it required a workforce that did not exist. With the right incentives, these problems are solvable. But that piece is still missing for many American practices. As Dr. Simon told me, “It’s easier to get adoption of something that works when you have a health care system that works. Collaborative care requires adding another player to the team. Health care in America remains a fee-for-service business. Especially in primary care, margins are thin. For most primary-care practices, even those who have adopted telehealth, adding anyone is still a big ask.”
The good news, again, is that we know what works. Like IAPT for training, collaborative care can reduce the fragmentation of care and improve quality, leading to better outcomes. Many large health systems are adopting it, with digital tools for integration and remote therapy. But collaborative care is still not widespread and has not been incorporated into pediatrics or applied to more complex mental health problems.
Lack of Accountability
Training is inadequate; care is fragmented and delayed. We can improve training, care coordination, and access; but the real key to improving quality is accountability, gained by measuring outcomes and learning from results. In the absence of measurement, confidence soon outpaces competence.
Imagine managing hypertension without monitoring blood pressure or treating diabetes without measuring blood sugar. Biomarkers, like blood sugar, are essential for optimizing treatment. But objective measurement of symptoms or outcomes has never been part of the mental health landscape. Of course, we have not had biomarkers for depression or psychosis, just as we lack biomarkers for pain. But we don’t need them to quantify levels of symptoms or, even more important, to measure progress on recovery goals, like returning to work or living independently. Only 18 percent of psychiatrists and 11 percent of psychologists in the United States routinely administer symptom rating scales to patients to monitor improvement. In the absence of measurement, clinicians have not been accountable for specific outcomes. In other areas of medicine, insurance companies enforce standards before they reimburse for services. They enforce accountability. But much of mental health care is paid directly out of pocket by consumers, so there is less oversight for quality.
Psychological treatments, such as family-based therapy for eating disorders or cognitive behavioral therapy for depression, are an essential part of mental health care. However, in contrast to other forms of medical care, psychological or psychosocial (rehabilitative) treatments are not regulated in the U.S. The FDA regulates medications, medical devices, and food safety, but has never had any oversight of psychological or psychosocial treatments. There are various professional groups, like Cochrane, who review the scientific literature to define the “evidence-based practices” in mental health care. WHO has identified several forms of therapy that have been shown effective in at least two clinical trials outside of the developer’s lab. And there are licensing boards that review an individual’s credentials. Yet no U.S. agency, group, or person is either responsible or accountable for the quality of psychological or psychosocial care delivered. That is a problem, because notwithstanding the robust scientific literature on the efficacy of these kinds of treatments for a broad range of mental health disorders, how can anyone know if a clinician who says they are delivering a specific form of treatment is delivering the same treatment that was studied in clinical trials? In the absence of transparency, in the absence of quality measures, and in the absence of any regulatory framework, how can one know?
Although we do not measure quality in mental health care, this is not for lack of things to measure. Indeed, a review of mental health quality measures in 2015 found 510 different measures across many different systems. We have an abundance of measures, but they are not used in practice. The gold standard for tracking quality in health care is the Health Effectiveness Data and Information Set (HEDIS), measures established by the National Committee for Quality Assurance. There are 92 such measures for health care, 22 relevant to behavioral health. They cover screening for depression, monitoring, medication management, care coordination, and screening for medical complications such as diabetes and cardiovascular disease. These are all important elements of medical care, but aside from psychosocial care for children and adolescents receiving antipsychotics, there is little mention of the range of nonmedical treatments that have been shown to help people with serious mental illness recover—interventions that help people stay out of the hospital, return to work, and find housing. Until depression remission or response was added recently, there were no measures of outcomes. And there are no standards for the treatment of obsessive-compulsive disorder, eating disorders, borderline personality disorder, or PTSD.
The National Committee for Quality Assurance has identified the gold standards for excellent care for depression and schizophrenia. How are we doing on those? Not great. Aside from a passing grade (81.7 out of 100) for diabetes screening for people treated with antipsychotics, none of the twenty-two measures hits the two-thirds mark (67 percent). Most disheartening, these scores have not improved over the past decade.
As an example, for one of the mental health measures with the longest history of data collection—follow-up within seven days after hospital discharge—by 2019 the overall rate of compliance was below 50 percent. In comparison, over the same period, compliance with one of the cardiovascular quality measures—persistence of beta-blocker treatment for six months after hospitalization for a heart attack—started at closer to 70 percent and increased to roughly 85 percent and as high as 90 percent in the Medicaid population. These two examples are representative. Looking across the quality measures for behavioral health (mental health and substance abuse), scores average close to 50 percent, compared to 75 percent or better for cardiovascular and diabetes care. Of greater concern, performance has been increasing since 2005 for cardiovascular and diabetes care, while there is little or no evidence of improvement for mental health care.
Consider what these numbers mean. There is a 50 percent chance that a person with a mental illness just discharged from a hospital—usually after a stay that was too short to sort out either their medication or their psychosocial issues—will not be seen for any follow-up within seven days. We know this is a high-risk period for relapse, overdose, and suicide. That is precisely why follow-up within seven days was singled out as one of the first quality measures. The first days outside of the hospital can be literally a valley of death for someone emerging from acute psychosis or a suicide attempt. Yet we still fail to provide this vital aspect of care half the time.
But it gets worse. The score for thirty-day follow-up after an emergency room visit for a mental illness is under 60 percent. Similar results were reported recently in a careful study by a team looking at follow-up from emergency room visits for suicide attempts. This poor performance matters: one in five people who die from suicide have been in the emergency room for a suicide attempt in the previous year. Considering the urgency with which we need to reduce suicide mortality, improving the quality of follow-up after a suicide attempt strikes me as the highest priority. Improving quality begins with measurement.
Measurement-Based Care—Ensuring Accountability
It is, of course, possible that the HEDIS scores are lower for mental health care because the data are not being collected and reported even though the care is being provided. In the rest of medicine, quality is monitored through electronic health records or information-exchange systems that collect data in a standard format. Providers and patients may detest this intrusion into the doctor-patient relationship, but electronic records are now the lingua franca of performance. That’s a problem in mental health care, where providers have been slow to adopt electronic health records. As of 2016, 97 percent of U.S. hospitals and 74 percent of physicians had adopted electronic health records, but only 30 percent of mental health providers were collecting data in a standardized format. Why the slow adoption in mental health? By now, the answer is familiar: many providers run fee-for-service practices without accepting insurance or Medicaid, which would require standardized reporting.
Over the past decade there has been growing awareness of the need for measurement-based care. Various health systems have adopted measurement-based care by asking patients to fill out standard ratings of outcomes before each visit, often using a tablet in the waiting room or sometimes sending a form over the internet. They use these measures to track progress, identify when someone is not improving, and flag those patients for additional interventions. Some argue that the measurement itself can be therapeutic, providing feedback to the patient as well as the provider.
It should be obvious by now that any discussion of changing health care in the U.S., whether to implement measurement or add care coordinators, has to grapple with who will pay. Health care in this country is a business. Any attempt at reform begins with finding the investment and demonstrating a return on that investment. When you follow the money in both the public and private insurance markets, you can see a fundamental change emerging. Increasingly, reimbursement in the U.S. is shifting from volume-based, when providers are paid per visit or procedure, to value-based, when providers will be paid by outcomes. When reimbursement is tied to outcomes, measurement-based care will become the norm. I am hopeful that a value-based payment system, which is already being implemented in North Carolina and a few other states, will go a long way toward fixing the accountability problem, as long as the provider is seeking reimbursement through insurance. But for providers who do not take insurance, measurement-based care is still unlikely and the accountability problem remains unsolved.
Measuring What Matters
More than fifty years ago, the sociologist William Bruce Cameron noted, “Not everything that can be counted counts and not everything that counts can be counted.” Any mental health care provider who feels they are making a difference will tell you that success is not about evidence-based care and quality measures. There is no evidence-based practice for helping a narcissistic client develop empathy or helping a couple overcome the death of a child. Quality measures may never compute therapeutic alliance or personal growth. Nearly all therapists view their work with clients as a humanistic endeavor, more art than science. Their claim: forcing this special relationship between a therapist and a client into the rubric of set measures and outcomes will not only destroy what is most gratifying for the therapist but will undermine what is most useful for the client.
I appreciate this perspective. In fact, it is just this exceptional aspect of mental health care, so different from the quantitative specialties of medicine, that attracts most of us to the mission of helping people with their psychic struggles. Simply listening, exploring, enduring with another person can be therapeutic. There is no algorithm, no manual to guide the therapeutic process, a process that may be ineffable and nonquantitative, but can be transformative.
If this humanistic approach was working, there would be no reason to change it. But the evidence sadly calls for a more accountable effort. In an era with standard treatments of proven effectiveness, should we allow therapists to pursue their passion, treating everything as a nail because they have a hammer? Can we, in good conscience, look at the growing death and disability rates and argue for “more art than science”?
I don’t think that more measurements or more measures are by themselves the answer to the mental health crisis. We can learn from the unhappy journey taken by medical and surgical care over the last two decades. Prior to the late 1990s, physicians were largely independent, running practices based on reimbursement for time and procedures. Before the electronic health record and the demands of managed care, physicians enjoyed considerable autonomy. Over the past two decades, autonomy has been replaced by demands for accountability and payment has been based on performance. With the focus on documentation instead of care, doctors spend more time with their computers than their patients. Arguably, in medicine today, we need less measurement and more connection with patients and families. Mental health care reformers can learn from this recent history. There needs to be enough measurement to learn and improve outcomes but not so much that care becomes more about filling out forms than about fulfilling the needs of the patient. Surely we can improve care, ensure better outcomes, and still preserve what is best about this exceptional field.
Crossing the Chasm
Which brings us back to Amy. In 2006, she was feeling hopeless about her future and her parents had become skeptical of residential treatment. They decided to research other options. Amy’s father, a chemistry teacher, found scientific literature on anorexia that included multiple randomized clinical trials of family-based therapy for eating disorders. In contrast to the residential treatment program, this approach involved parents intensively. Instead of horses and art therapy, family-based therapy provided clear guidelines for establishing regular patterns of eating and exercise. It included measurement-based care with regular tracking of outcomes beyond weight and activity. What really impressed him were the results of these carefully designed clinical trials, which reported recovery in at least 50 percent of adolescents. These studies had been completed at Stanford University, Columbia, and King’s College in London. How could they find a therapist trained in this method?
Fortunately, a new therapist trained by the Stanford group had just joined the Atlanta outpatient program, the program originally recommended by their pediatrician. When they found the Atlanta center was accepting new patients, Amy’s mother decided to take a leave of absence from her job to move with Amy to the city, where she could get intensive outpatient care. Insurance would pay a fraction, but they reasoned that if they took a second mortgage on their home, they could swing the cost of living in the city and paying for Amy’s treatment, while Amy started ninth grade in a new place.
Amy liked the family-based therapist, Susan, who had once struggled with anorexia herself. The therapist gave her hope, something she and her parents had lost completely, and also stressed the courage needed to overcome her illness. Over the following year, as her weight recovered, Amy became more independent. For tenth grade, Amy returned to her hometown, where she continued in therapy with Susan via Skype.
Amy never made it to Princeton. She attended a state school closer to home. Her perfectionism and drive persisted and actually became an asset for her later, helping her to become an executive in the financial sector in her twenties. She continued to run, but more with joy than desperation. Food has always been an important part of her life, and now she writes a blog as a part-time restaurant critic for a dining website.
Twelve years later, Amy and her parents feel fortunate. About 10 percent of girls with anorexia die from the disease, either through metabolic collapse or suicide. Amy’s family lost their savings and took on a load of debt that required a decade to repay, but their daughter survived. After a couple of years they stopped blaming themselves for Amy’s illness. They have come to see their daughter as heroic, overcoming an enormous challenge to become a successful adult.
They are less generous about her treatment. They felt exploited by the residential center, a for-profit chain that has expanded to new states but still has not reported outcomes of their comprehensive and expensive care package. As parents in a crisis, they had a pediatrician who could help with acute medical needs, but no one to guide them or help them find the best psychological treatment. They wonder why the clear evidence for family-based therapy is not sufficient to require broad dissemination of this treatment for anorexia. They have met other parents who never found a treatment that works. And they wonder: If Amy had developed leukemia, would they have had the same struggles?
As much as the limited quantity of resources for care affects people’s access, poor quality of care puts hope of recovery even further out of reach. Amy was fortunate to find effective treatment. But for those with fewer resources, the outcome too often is tragic. As if being ill were not difficult enough, anyone suffering from a mental disorder faces an inadequately trained workforce, fragmentation and delay of services, poor medical care, and lack of measurement, which preempts accountability. That’s what the statistics on death and disability bear out: day after day, year after year, in every part of the nation, people with mental illness are not getting treated, and as the Institute of Medicine reported in the quote that opens this chapter, those who receive treatment find that it is “often ineffective, not patient-centered, untimely, inefficient, inequitable, and at times unsafe.”
6.
PRECISION MEDICINE
The aim of science is not to open the door to infinite wisdom but to set a limit to infinite error.
—BERTOLT BRECHT, Life of Galileo
By the time Dylan celebrated his ninth birthday, he had seen eight mental health experts and received seven diagnostic labels. There was attention deficit hyperactivity disorder (ADHD), bipolar disorder, Asperger’s syndrome, autism spectrum disorder, disruptive mood dysregulation disorder, anxiety disorder, and oppositional defiant disorder. His parents point out that Dylan had not only garnered seven different labels, he had received nine different treatments. To say they were frustrated would understate their frame of mind. “Nobody seems to understand what we are dealing with here. I know they mean well, but these experts basically don’t have a clue.”
Michael and Susan had adopted Dylan when he was just one week old. He was their first and only child, the result of years of anticipation. Other than sleep problems and some early feeding issues, Dylan seemed the answer to their prayers. He walked at his first birthday and seemed to talk in sentences all of a sudden in his second year. Based on his language and his motor skills, they thought he was precocious. But then came toddlerhood. Dylan fought hard for “my way”—pushing back against rules at the table, bedtimes, and sharing toys when friends were visiting.
In some ways, the terrible twos never ended. As he got older, Dylan became a collector. This started with scraps of paper. Post-it notes were his favorite. The color was important; the shape was essential. Dylan would stack these in his room, keeping hundreds in a toy box, separate from the cars and trucks. No one could touch them. And any change would trigger a tantrum. Tantrum was in fact the refrain that carried over from age two to three to four and onward. Michael recalled, “We heard a lot of ‘mine, mine, mine’ all the time, time, time.” Susan was clear: “We were utterly exhausted. No one told us how much work this would be. We sometimes joked he was part toddler, part tyrant.”
They first began to worry that something was deeply wrong when Dylan’s kindergarten teacher described a tantrum at school that included head banging, and an instance when Dylan, in frustration, bit his own arm. The teacher felt Dylan was “wound too tight.” She also described his inability to sit still, something that Michael and Susan had experienced as Dylan being “full of energy.” The school recommended a mental health counselor, their first stop on an odyssey that led to the laundry list of diagnostic labels and the beginning of a long list of treatments, from stimulant and antipsychotic drugs to play therapy and family counseling. By the time Dylan was nine, his parents had seen social workers, a developmental psychologist, a child psychiatrist, a pediatric neurologist, and a psychopharmacologist. Michael described this journey as “going to graduate school in child mental health,” but Susan was less generous. “This has been like the parable of the blind men and the elephant. Except the elephant is my son and he is still having tantrums.”
• • •
Why have better treatments not delivered better outcomes for children like Dylan? We have already looked at issues of access and quality. Another major challenge is matching the treatment to a specific individual’s needs. Psychiatric diagnosis is an imperfect guide to treatment. Many symptoms overlap, and the labels for diagnosis have evolved many times over the years. That said, when a nine-year-old like Dylan receives seven different diagnostic labels and nine different treatments, there is certainly room for improvement. To be fair, precise matching of treatment to person is a problem across all of medicine. There can be many different variants of many medical syndromes, from epilepsy to cancer. Clinical scientists have developed what they call precision medicine as a solution. Precision medicine recognizes that one road to better outcomes runs through better diagnosis.
In cancer, for instance, doctors no longer diagnose tumors by their location. The terms breast cancer, brain cancer, and lung cancer are all part of a bygone lexicon about malignancy. Today we understand that these terms have been counterproductive. There are many different kinds of breast cancer, defined not by location but by their molecular cause. In fact, today cancer is considered a molecular disease caused by specific mutations in the genes that regulate cell division. What used to be called breast cancer today might be diagnosed as human epidermal growth factor receptor (HER)-2 positive, estrogen receptor (ER) negative, progesterone receptor (PR) negative adenocarcinoma. These molecular markers matter. Treatments that target HER-2 are effective only in the one in five tumors with this molecular mutation. Precision medicine provides these specific diagnostic categories that get closer to understanding individual factors for risk and treatment response. If scientists had continued to develop treatments for breast cancer rather than identifying the subtypes with specific molecular targets, we probably would have seen little progress in cancer outcomes. Now cancer specialists biopsy the lesion, subject the tissue to genetic analysis, and identify the mutations that predict treatment response.
For mental illness, we have never found such a lesion, and scientists have been rightly reluctant to conduct brain biopsies without knowing where to look. As a result, in mental health, the development of treatments, both medical and psychological, remains handicapped by outdated, imprecise diagnostic labels. We’re stuck where the rest of medicine was in 1990, prior to the use of genomics for diagnosis.
Not only should diagnosis guide selection of a treatment, but accurate diagnosis is essential for the development of new treatments. Clinical trials of new treatments in people with biologically different disorders give modest or negative results. It is not surprising that we have seen little progress beyond medications discovered by serendipity and psychological treatments created decades ago. If we are to make progress with mental health treatments, we need to fix the diagnostic system—and that means identifying the right targets for better outcomes.
For most of the solutions to our mental health crisis, we know what works, and the task is to close the gap between what we know and what we do in practice. But in the area of diagnosis, one area in which the field has confidence in its knowledge, we really are almost clueless. Here we need to know more to do better. In this chapter we will take a look at some of the research that promises to improve diagnosis.
DSM
Diagnosis for a mental illness is based exclusively on patient-reported symptoms and clinician-observed signs. There are no laboratory tests or biomarkers, except those used to exclude a medical cause such as adrenal disease for depression, thyroid disease for anxiety, or a brain autoimmune syndrome for psychosis. While biological psychiatrists have spent five decades searching for a laboratory test to rule in a psychiatric illness, as opposed to ruling out a medical cause, there is still no clinically useful diagnostic test. For depression, for instance, there have been reports about a range of abnormal endocrine or immune factors: cortisol, cytokines, and thyroid hormone have all been postulated to be causal factors. While these factors may be abnormal in some people with depression, none is useful as a diagnostic test or biomarker. And while each of these factors can cause depressive symptoms in someone with an endocrine or immune disease, none can be said to cause depression in the absence of another disease.
To be clear, if a biological cause is found for depression, anxiety, or psychosis, the illness is no longer considered a psychiatric diagnosis. There are however, some 265 diagnostic categories in the current Diagnostic and Statistical Manual of Mental Disorders, DSM-5, published by the American Psychiatric Association (APA). In a field where classification is based on clinical consensus, it is critical to have a manual like the DSM that provides a common language. When I entered the field, before DSM-III, we were in a tower of Babel. What UK psychiatrists called manic depressive illness, U.S. psychiatrists called schizophrenia, and no one could agree on a definition of depression. DSM-III, in 1980, provided a common dictionary for a single language that became the foundation for research and practice. It made no assumptions about cause or treatment response; it simply was a classification system for signs and symptoms.
It’s useful to remember that diagnosis has always been a controversial topic in mental health. Some of the founding fathers of American psychiatry, such as Adolf Meyer at Johns Hopkins, opposed the very concept of standard diagnosis. As he argued in 1918, “I prefer to speak of an individual presenting certain facts that we can do something with in the way of definite demonstration. . . . Whether a person has a dozen such facts or only one, is to be a matter of demonstration and not of legislation.” Until World War II, psychiatry was almost entirely practiced in the state hospital system, where patients were divided into those with organic brain diseases, such as congenital intellectual deficits and dementia, and functional mental disorders, such as schizophrenia and depression, with “demonstration” meaning they were irrational and incoherent. Diagnosis had little impact on treatment and was of little interest to doctors or patients.
World War II proved an inflection point in the history of American psychiatry. During the war, there were roughly one million hospitalizations for neuropsychiatric problems. But the problems were not like those seen among civilians in the state hospitals. The stress of combat and the circumstances of war produced a range of emotional and psychosomatic “reactions” that were considered adaptations to extreme environments, abnormal behavior in normal men. Army psychiatrists Roy R. Grinker and John P. Spiegel, in the classic Men Under Stress, described soldiers who were “terror-stricken, mute, and tremulous, the patients closely resemble those suffering from an acute psychosis.” But in contrast to the state hospital psychotic patients, these soldiers with acute psychiatric syndromes responded to psychological interventions, especially empathic talk therapy and sodium pentothal or “truth serum,” which induced a sort of hypnotic state in which soldiers would relive the trauma of combat. Following these interventions, 60 percent returned to duty within two to five days.
There was no manual that described these reactive disorders and no guide to the effective treatments. To fill this gap, the army assembled a committee chaired by William Menninger, then brigadier general and chief psychiatrist (who later was the cofounder of the Menninger Clinic in Topeka, Kansas), to describe the range of neuropsychiatric disorders afflicting the troops. The resulting document was called War Department Technical Bulletin, Medical 203—or simply Medical 203—classifying a group of psychoneuroses, psychiatric syndromes related to environmental or social factors, heavily influenced by personality and explained by psychoanalytic concepts.
Following the war, the psychological needs of veterans became a national priority. Concerned about reports of psychiatric disorders in returning soldiers, President Truman signed the National Mental Health Act in 1946, establishing the NIMH “to aid in the development of more effective methods of prevention, diagnosis, and treatment.” In the absence of a diagnostic manual, Medical 203 with its psychoneurotic reactions and emphasis on social and environmental causes was adopted for civilian use. In 1952, the American Psychiatric Association used Medical 203 as a basis for the first edition of the DSM, a simple taxonomy that described two major groupings: brain tissue disorders (infections, hereditary disorders, traumatic injuries) and disorders of psychogenic origin (psychotic, psychoneurotic, and personality disorders).
DSM-I established a process that was followed by each of the subsequent APA diagnostic manuals. Disorders were identified by symptoms, not by treatment response or cause. Labels were added or subtracted by committee votes, with committees composed predominantly of white male American psychiatrists. Research results as well as changing social norms led to new editions, with DSM-II published in 1968, DSM-III in 1980, DSM-IV in 1994, and the most recent edition, DSM-5, released in 2012. Each edition had more diagnostic categories, in an attempt to provide an expanding working dictionary for practitioners.
But as the field developed, DSM became more than a dictionary. Clinicians used it as a bible, students used it as an encyclopedia, and researchers used it as a Holy Grail. For the APA, which developed and published each edition of the DSM, the manual became a major source of revenue. Adolf Meyer’s plea for “demonstration” or description rather than “legislation” or classification had been long forgotten. The DSM provided categories, but human experience manifested as a continuum from health to disorder, as Meyer suggested a century ago.
The DSM had created a common language, but much of that language had not been validated by science. Even if clinicians could agree on the label, the label could still be wrong. The label could be like breast cancer, identifying as one a group of unrelated disorders that should not be lumped together. Or it could overlook the biological underpinnings of the syndromes, failing to recognize that people with different symptoms have the same disorder requiring the same treatment. In the real world, patients did not fit neatly into these DSM categories, most children and many adults qualified for multiple diagnostic labels, and emerging data from genetics and neuroimaging revealed little biological basis for the categories. Most worrisome, DSM labels could simply be creating disorders where none exist. Homosexuality was a diagnosis until 1973. Asperger’s syndrome, one of Dylan’s many labels, was a form of autism in 1994, but disappeared in 2012 when autism itself became autism spectrum disorder. And bipolar disorder in children, which was “in” a decade ago, has been replaced in some areas by the more linguistically complex “disrupted mood dysregulation disorder.”
There is little question that many of the categories are heterogeneous, even at the level of symptoms. For instance, the criteria for major depressive disorder, the label assigned to Sophia in chapter 3, requires 5 of 9 features. This means that two people with this diagnosis could share only one of the nine. And there are 227 combinations of symptoms that can lead to the same label. To make matters worse, the development of an objective diagnostic test was hampered by the DSM categories. If a blood test or an imaging biomarker was present in only half the people meeting criteria for major depressive disorder, researchers discarded the test as not mapping onto the diagnosis, rather than discarding the diagnosis as not mapping onto reality. Clearly, patients were not being served.
But there is a more pernicious impact of the DSM diagnostic approach. If you build a diagnostic system based on symptoms, you are going to focus on treatments that are about symptom relief. If our approaches to heart disease were to diagnose “chest pain,” you can see that our treatment plan might end with analgesics. Our medications for anxiety, depression, and psychosis might be like analgesics for chest pain: helpful in the short term but not addressing the core problem.
How can we begin to identify something deeper than symptoms? In this chapter we will take a look at two approaches—genomics and neuroscience—that offer a path forward. Neither has defined the core problem, but each is giving us a new perspective that could create a different way of diagnosing mental illness.
Genomics as a Path to Precision
In most of medicine, precision medicine starts with genomics. Individual variations in DNA can distinguish risk for or subtypes of a range of medical conditions, not only in cancer but heart and metabolic diseases. Two decades ago, smart money would have bet that genomics would deconstruct the diagnosis of mental illness. At that time, we looked at heritability—the likelihood that parents would pass down a trait or the likelihood that identical twins would share a trait—as the best indicator of a genomic cause. The heritability of bipolar disorder or schizophrenia surpassed the heritability of cancer, diabetes, and hypertension. In identical twins who share all their DNA, the concordance of schizophrenia is 50 percent, fifty times higher than the general population and ten times higher than nonidentical twins. How could genomics fail to identify individual risk or subtypes? Surely DNA sequences could help us cut nature at the joints.
The genomics of mental disorders turned out to be much more complicated. The problem was not that we could not find genomic variations associated with having a mental illness. The problem was that we found so many. For schizophrenia, more than two hundred variations in DNA have been identified.
These are so-called common variants, meaning that they are single base changes that can be detected in at least 5 percent of the general population, perhaps the typos that are inevitable in a text of three billion letters. Most of these common variations are in areas of the genome that we would have had no reason to associate with mental illness, and each of these probably contributes in some tiny way to the risk for schizophrenia. But none of these variations is diagnostic and most are outside the part of the genome that codes for proteins. In contrast to the mutations discovered for cancer or rare diseases, none of the genetic variants associated with mental illness can be considered causal. At most they may be risk factors. Scientists now count the number of variants from a genomic scan to create a polygenic risk score to indicate an individual’s aggregate risk. But it is not clear that this insight is much more useful than a good family history—we already knew that people with a family history of schizophrenia or bipolar disorder were at far higher risk for these illnesses.
One surprising result is that many of the genomic risk factors for schizophrenia show up in people with bipolar disorder. Either nature did not read any of the standard psychiatric textbooks or the genomics of mental illness are broad-based, conferring risk for developmental brain disorders rather than specifying a cluster of symptoms. But at the current state of the science, it’s difficult to point to anything coming from psychiatric genomics that is ready for clinical use in diagnosis or treatment, applications that have played out in a spectacular fashion for other areas of medicine. While genetic risk is important, social determinants such as poverty and life stress are often more important for outcome and unquestionably more actionable.
To be fair, the story is not over. One exception to this sobering judgment on the genomics of mental disorders is the genomics of autism. If the genomics of schizophrenia has been plagued by hundreds of small-effect variations in the genome, the genomics of autism has revealed scores of true genomic lesions. In some cases, a long stretch of DNA is missing or duplicated. In other cases, single bases in critical areas are affected. Not every person with an autism spectrum diagnosis has a genomic lesion that contributes to their syndrome, but Matthew State, one of the world’s experts on the genetics of autism, estimates, based on kids seen in research clinics, that almost 30 percent will have some genomic change and many of these are causal mutations. One unexpected discovery: many of these changes are de novo, that is, not inherited from either parent’s original genome but arising in their gametes (sperm or egg), mostly from random mutations in dividing germ cells.
Would a genome scan help Dylan? The pediatric neurologist who thought Dylan had a form of autism recommended a genome scan. This seemed like a good idea to Michael and Susan because they did not know much about Dylan’s biological parents. They had been told that Dylan’s mother, who was seventeen, had been a heavy drug user. While this raised some questions, it provided no answers for them. Perhaps the genome test would help. Alas, the report yielded nineteen different common variations, some labeled as “risk factors” but none that suggested a cause or a treatment.
In contrast to the genetics of sickle cell or cystic fibrosis, where one gene is affected, in autism, as in schizophrenia and bipolar disorder, we are finding many genes involved, and most of these appear to contribute to altered brain development. In fact, the most important insight thus far to emerge from psychiatric genomics is not the discovery of a mutation, but a new view of mental illness: these disorders increasingly look like developmental brain disorders. Building a brain requires much of the genome. Perhaps it is not surprising that so many different mutations or variations can result in a syndrome like autism or schizophrenia and potentially confer risk for more common disorders related to depression and anxiety. The picture of the disorder that results may be determined by when in development the symptoms emerge, with autism showing up before age three, ADHD by age six, schizophrenia and bipolar disorder by age twenty-five. The emergence of depression and anxiety may be determined, even more than these highly heritable disorders, by adverse events in childhood.
While adverse events do not change the genomic code, they clearly alter the epigenomic code. If the genomic code is the text of DNA, the epigenomic code consists of highlighter marks on the DNA that lead to suppression or expression of the underlying bit of text. Epigenomics is a mechanism for experience to change how the text is read out. For mental disorders, where experience is as importance as inheritance, epigenomics will likely prove even more critical than genomics.
Imaging as a Path to Precision
In contrast to cancer, which can be considered a genetic disease and is no longer defined by location, brain disorders may in fact depend on location. Certainly for the brain disorders classified as neurological, location counts. A stroke on the right side of the brain causes entirely different symptoms than the same size lesion on the left side of the brain. Neurologically, where is as important as when or what.
Mental disorders do not have an observable brain lesion. As a rough analogy to heart disease, mental disorders are the arrhythmias, not the infarctions that leave a lesion. When scientists talk about ADHD or OCD or depression or schizophrenia as a brain disorder, they mean there is a circuit problem. Conduction or information flow from area A to area B is abnormal. We know this from imaging studies that map connections in the brain.
In the past two decades, while the revolution in DNA sequencing revealed genomic variation, breakthroughs in brain imaging mapped the wiring diagram of the brain and exposed individual variation in neural connections. By looking at how different brain areas became active or quiescent together, neuroscientists described the connectome, the map of connections in the human brain. We had a sense of some of these from postmortem anatomic studies, but the living brain held a number of surprises. For instance, a lot of attention in the past few years has focused on a previously undiscovered circuit called the default mode network, a group of structures in the midline of the brain that were not obviously connected anatomically yet seemed to synchronize, especially when the mind was not engaged in a task. Some have considered this the “daydreaming” circuit; others have suggested this could be critical for consciousness or motivation. Amazingly, individual variation in this default mode network suggests one of many functional circuits important in mental illness. Could this circuit approach yield more precise diagnostic categories than counting symptoms?
It’s important to note that circuitry is not synonymous with structure. In addition to a genome scan, the pediatric neurologist requested an MRI scan for Dylan. The MRI provided an elegant image of Dylan’s brain, but there was nothing abnormal or informative about the scan. One of the remarkable aspects of mental illnesses or even severe autism is that the brain looks structurally unremarkable, even in the face of grossly abnormal behavior. By contrast, one can find children with early neurological injuries who have grossly abnormal brain structure in the face of utterly healthy behavior. Structural studies, like the MRI, are not useful in the diagnosis of mental illness, probably because it is not the physical map that counts as much as the traffic between brain areas.
The connectome, though, can be assessed with an fMRI, where the f stands for “functional.” The fMRI provides activity and connectivity information, revealing the areas that are functionally engaged during a task or even, as with the default network, during rest. Dylan’s neurologist had read reports that children with ADHD had reduced connectivity between brain areas involved with attention, and that children with irritability showed deficits in the modulation of brain areas important for processing frustration and the inhibition of behavior. But he correctly concluded that those were still research results and not yet useful for diagnosis or selecting treatment.
While scans in children have not yet revealed a diagnostic biomarker, studies in adults with depression appear more promising. Research using imaging of brain connectivity at rest suggests that the DSM category of major depressive disorder is at least four distinct disorders with different brain signatures, or biotypes. In biotype I there is reduced connectivity between the frontal cortex and the amygdala, areas associated with fear and the assessment of emotion. Biotype II shows reduced connectivity in the anterior cingulate and orbitofrontal areas, part of that default mode network, supporting motivation and decision-making. Biotype III shows altered connectivity in thalamic and frontostriatal networks, circuits that support reward processing and action initiation. And biotype IV shows a combination of features of I and III. These subtypes cannot be identified by clinical features or severity alone, but they are associated with different symptom profiles. While people with different biotypes differ in measures of anxiety and anhedonia (lack of pleasure), these studies of brain connectivity give more precision than the clinical symptoms.
In an initial study, they also correlated with treatment response. Roughly 80 percent of people in biotype I responded to transcranial magnetic stimulation. For the other three biotypes, the response rate was below 50 percent. In a similar study of brain connectivity and PTSD, the fMRI predicted accurately that certain patients would not respond to psychotherapy. Similar biotypes have been described for people with schizophrenia. And recently, findings with neuroimaging have been replicated with electroencephalography (EEG), which is a less expensive and more scalable approach. The science has not progressed as far for children, so Dylan could not benefit yet. But it seems likely that research using imaging along with other measures will ultimately provide more precise diagnostic categories that can improve the selection of treatment for children as well as adults.
Perhaps the one result that we can already claim from the neuroscience revolution is conceptual. The idea of mental illness as a “chemical imbalance” has now given way to mental illnesses as “connectional” or brain circuit disorders. In truth, the evidence for abnormal brain circuitry is not always consistent or specific. And the concept of circuits, borrowed from electronics, may be an inaccurate metaphor for how the brain actually computes. Nevertheless, this brain-centered approach has the benefit of focusing on plasticity or circuit change as the goal of treatment, a goal that might be achieved by medication, psychotherapy, experience, or a combination of these many factors.
I would add that the neuroscience revolution feels like it has transformed how psychiatrists think, if not how they practice. Brain scans may not be part of every diagnostic work-up, but we have moved far beyond a narrow focus on serotonin or dopamine to consider mental disorders as a shift in the activity of brain networks. The biomarkers we need for precision may not require a biopsy for a molecular diagnosis as we see for breast cancer, but they could combine signals from a brain measure like the EEG (which someday might reside in every primary-care office the way the EKG is a standard primary-care test today), cognitive tests (which are basically functional brain measures), clinical signs and symptoms, digital measures (as we will see in a later chapter), and assessments of social and environmental context.
Do We Need Diagnosis?
All of the above assumes that diagnosis matters. Many would contest this point, arguing that labels, precise or not, get in the way of recovery. They argue that more than conveying an understanding that is false, putting a label on human suffering pathologizes normal variation and medicalizes human experience. The medical approach, of course, claims that you need to define the problem before you can identify the solution. In a catchy version of this concept, developmental experts tell children struggling with emotion that they need to “name it to tame it.” I argue that we need a medical approach to define the problem, but social and relational approaches to solve it.
But there is one area where every attempt to establish precise, valid, or reliable diagnostic labels seems to break down. Kids like Dylan just don’t fit. The range of labels used—attention deficit hyperactivity disorder, conduct disorder, oppositional defiant disorder—seem to work on paper, but most children who end up in a psychiatrist’s office show a dynamic mixture of these features heavily seasoned with mood and anxiety symptoms. Add trauma to that mix and you are looking at a diagnostic soup. It is in fact unusual to see a child in practice who has only a single diagnostic label. Most, like Dylan, have a string of diagnoses, sometimes more related to what insurers will reimburse or what will merit accommodations in a classroom than to anything about their condition. And following any child over time reveals the folly of labeling with a diagnostic stamp at a single point in time. Brains develop, children mature, and manifestations of distress evolve, so that temper tantrums give way to self-injury and shyness becomes social phobia.
But more to the point, more precise diagnosis does not seem to be relevant for treatment, at least for children with depression and anxiety. After reviewing the literature on psychological therapies for children and youth with depression, anxiety, or conduct disorders, John Weisz, an eminent psychologist at Harvard, concluded that there were only five principles of treatment, irrespective of diagnosis. Using what he calls a “transdiagnostic approach,” Weisz’s principles for therapy are (a) feeling calm, such as through mindfulness, (b) increasing motivation, such as through incentives for good behavior, (c) repairing thoughts, as we described with reframing bias in cognitive behavioral therapy, (d) solving problems through goal setting, and (e) trying the opposite, via exposure to overcome avoidance or behavioral activation for depression. The application of these principles does not depend on a DSM label or diagnostic code. I still wonder if this approach is a stopgap until we develop a deeper understanding of the various forms of developmental distress. But Weisz’s work reminds us that we can sometimes fix the treatments before we fix the diagnosis. And more important for public health, Weisz suggests that mastery of these principles by mental health workers with or without a degree can lead to positive outcomes.
So, if Weisz is correct, diagnosis is still important, but it may be simpler than we think for children. Maybe a very few categories will suffice: mood, anxiety, and conduct problems in one category that responds to the five principles of therapy; social deficits, like autism spectrum disorder, in a category that responds to another set of treatments; and learning difficulties to another. Importantly, these labels refer to symptoms and problems; they do not define children and youth.
The same point holds for adults. Treatments with common elements have been developed to serve people with a range of diagnostic labels. After all, diagnosis is a way of describing symptoms and signs, not a definition of identity. As the psychiatrist Herb Pardes, a wise mentor, told me early in my career, “When you tell me a patient has schizophrenia, you have told me maybe five percent of what I want to know about this person.”
For Dylan, neither genomics nor imaging proved useful for establishing a diagnosis. Weisz would probably have focused on problems with mood, anxiety, and tantrums. He would have jumped right into the core therapies, including teaching Dylan mindfulness and mood regulation. As it turned out, Dylan did well even without seeing Dr. Weisz. For third grade he transferred to a private school, where he received more individualized attention. About the same time, he started on low doses of methylphenidate, a stimulant that seemed to reduce his bursts of activity and his tantrums. His parents still have moments of wariness, when they feel he could explode or disintegrate, but as he enters middle school, they are feeling more confident that Dylan is on the right track.
I don’t know if the future diagnostic manual, what Gary Greenberg has called the Book of Woe, will include five hundred or fifty or five labels, but I do believe that diagnosis needs to serve patients more than providers or payers (or professional societies). And, in spite of the promise of these transdiagnostic approaches, I believe that the road to better outcomes will run through better diagnosis. The current DSM system, which strives for reliability—a standardized definition—has kept scientists from establishing validity—an accurate classification. The next diagnostic system needs to strive for precision, allowing each person to get the treatment most likely to work, not for a population, but for that person. With neuroscience tools, cognitive tests, and other innovations, we can bring objective measures to augment whatever emerges as the next diagnostic guide. We now have traction to establish precision medicine for mental health. But in the push for progress, we are up against more than biology. Negative attitudes about diagnosis and treatment may prove a greater challenge.
7.
BEYOND STIGMA
I had to decide. Do I want to kill myself or do I want to see a psychiatrist? I hated myself enough to want to die, but not so much that I would become a mental patient.
— SUICIDE SURVIVOR, shared with Suicide Prevention Task Force, 2014
Some years ago, the actress Glenn Close filmed a public service announcement that I will never forget. It’s just Glenn sitting on a stool in a spotlight on an empty stage, looking directly into the camera. In a flat tone she states slowly and quietly, “I have a mental illness.” After an awkward three-second pause, she adds, “in my family.” In this simple message she is challenging us to consider how our feelings changed across those three seconds. Faced with someone’s admission of a mental illness, are we afraid, repelled, judgmental? How much does adding “in my family” change our reaction from fear and avoidance to empathy and support?
When I began looking at the mental health crisis as a journalist instead of a psychiatrist, I suddenly realized that the majority of the caregiving that goes on in the world is administered not by doctors and nurses, but by families and communities. In nearly every conversation I had with families and advocates, they pointed to “stigma” as the biggest problem in mental health. Stigma is why there is inadequate insurance coverage. Stigma is why there is too little funding for research. Stigma is why we have not made more progress in curing mental disorders. Stigma creates the “othering” of people with mental illness, the implicit judgment that Glenn Close was trying to reveal. Glenn, who does indeed have family members with SMI, has now devoted herself to fighting stigma through her foundation, BringChange2Mind. And as she says frequently as a family member and advocate, stigma is why people do not get treatment.
Research into stigma and mental illness does indicate that there are consistent, negative attitudes toward people with SMI. Over the past two decades, Bernice Pescosolido from Indiana University has mapped attitudes toward people with mental illness, not only in the U.S. but across the West. Her research on stigma shows that Americans respond to mental illness with fear and avoidance. And that reaction holds across generations, ethnicities, and geographies. In a time of partisanship and polarization, stigma is something we all share.
Stigma, as Glenn Close suggested, is embedded in the very recognition of mental illness, usually crystallized around a diagnosis. In the previous chapter, we saw the difficulty with developing precise, valid labels for mental disorders. There is in fact something different about diagnosing a mental illness, relative to heart disease or cancer. There is a lot more drama. It’s difficult to imagine the news reports, podcasts, and books erupting around the DSM for any change in the diagnostic criteria for hypertension or adenocarcinoma. The diagnosis of a mental illness is freighted with emotion. And change brings out questions about the validity of the entire enterprise.
In contrast to other diseases that “you get” or “you have,” for many people, a mental illness still defines who “you are.” Schizophrenia, depression, and ADHD are not just illnesses; they become identities. The brain is the organ that defines who we are, so perhaps it is not surprising that a brain disorder that changes how we think, how we feel, and how we behave would be viewed as more fundamental than a disorder of the pancreas, the heart, or the gut.
The complexity of the brain and the ancient mystery of disorders of the mind leave us with an attitude toward mental disorders that is qualitatively different from any other medical problem. Adding to this conflation of identity with illness, the calling card for most mental disorders arrives in adolescence or early adulthood, when identity is just being formed. They inevitably arrive with blame and shame.
When I was a medical student, cancer elicited the same kind of shame. As students we were advised not to use the word cancer with patients. And more recently, AIDS was the disease “that dare not speak its name.” Before treatments for cancer and AIDS became so successful, the diagnosis of these diseases carried the weight we still see with mental illness. Today, the hope of recovery and cure is part of the narrative around these diseases, and not surprisingly, there are massive advocacy groups for research in cancer and AIDS, and celebrities anchor gala events for these diseases.
It is tempting to believe that when we have equally effective treatments for mental disorders, the stigma and shame around these mysterious brain disorders will similarly disappear, and we as a nation will tackle mental illness with the same tenacity and funding that has transformed treatments for cancer and AIDS. Tempting but unrealistic, because as we have seen, we have effective treatments for mental illness. Unlike these other killers, people suffering with mental illness are up against this pernicious and pervasive challenge that the advocacy community calls stigma.
To me, the word stigma invokes victimization and, unfortunately, inaction. I prefer the term discrimination, which heralds a call for social justice. “Stigma” by itself will not launch a civil rights movement to overcome systemic exclusion from care. As we saw with criminalization and homelessness, in terms of health care, people with serious mental illness are not just in the bottom quartile of outcomes. They are cordoned off from the rest of society. We should call this what it is: discrimination, fueled by fear and ignorance. It is what Glenn Close wanted us to own during that three seconds before she uttered the transformational words “in my family.”
This is not to say that fear and avoidance are necessarily irrational. Mental health advocates and antistigma campaigners may not want to hear this, but the data are clear. People with untreated mental illness are more likely to be irrational, disruptive, and, yes, violent than people without SMI. Usually that violence is self-directed, leading to suicide or self-injury. And the data are equally compelling that people treated for a mental illness are not more likely to be violent than those without mental illness. Indeed, they are more likely to be victims, not perpetrators. The research reminds us that fear and avoidance are consequences of the lack of treatment, not the presence of illness. Which returns us to the question of why so few people receive treatment.
No Treatment, Please
The term stigma more accurately describes negative attitudes toward treatments. Oddly, for mental disorders the stigma about treatment might surpass the negative attitudes toward the disorders themselves. Perhaps that is why employment forms may inquire if you have cancer, diabetes, heart disease, or a history of being treated for a mental condition. As if getting treatment was the problem and not the solution.
Consider electroconvulsive therapy, or ECT. This treatment is effective in about 80 percent of people with severe depression, including 50 percent of those for whom all other treatments have failed. Nevertheless, for decades after Randle McMurphy was forcibly shocked in One Flew Over the Cuckoo’s Nest, ECT was nearly a taboo treatment. At one point, Berkeley, California, banned the treatment. Antipsychiatry groups have demonized it. In Colorado and Texas, ECT is prohibited for children under age sixteen. In Florida and Missouri, there are restrictions on its use. As Roy Richard Grinker notes in Nobody’s Normal, his book about stigma, “With the exception of abortion, I am not aware of any other attempts on the part of state legislatures to regulate medical procedures that are approved by the federal government and the medical profession as a whole.”
Some celebrities have tried to reduce the negative attitudes toward ECT. The late Carrie Fisher, who most people know as Princess Leia from the original Star Wars film, wrote about ECT as a lifeline in her book Shockaholic. And Kitty Dukakis, who battled depression throughout her husband’s 1988 presidential campaign, describes ECT as a miracle cure in her book Shock. The Showtime series Homeland ended season 1 with its star, Carrie Mathison, played by Claire Danes, voluntarily receiving ECT as her loving sister looks on. But neither these popular efforts nor the scientific reports have converted a skeptical public. ECT remains reserved as the treatment of last resort for severe depression. SAMHSA’s survey of available treatments shows ECT in only 6 percent of facilities offering mental health treatment. A national survey of privately insured patients found only 0.25 percent of people with depression treated with ECT.
Imagine that we had a treatment that would reverse Alzheimer’s disease in 80 percent of people and no one used it, except under extraordinary circumstances. Imagine that this treatment was reimbursed by Medicare, approved by the FDA (citing evidence from sixty randomized clinical trials), available for over eighty years, and yet only 6 percent of facilities offered it and less than 1 percent of patients received it. Sounds like stigma. Or shouldn’t we say “discrimination”?
And it’s not just ECT—there is something deeper here. A few years ago, the British newspaper The Guardian ran a feature story about changing patterns of medication use in Britain. Several medications, including antihypertensives, cholesterol-lowering drugs, and antidepressants had increased in use. For all other medications this was a good-news story—more people were getting care. But for antidepressants this was a scandal—more people being drugged.
What’s going on here? Is this negative attitude about treatment the result of ignorance or discrimination? Are modern therapies tainted by the legacy of lobotomy and hypothermia? Is there a sense that mental illness is more a social construct than a medical problem, so that treatments are just part of a vast marketing conspiracy? Or is there an implicit bias that people with mental illness do not warrant the investment in treatment, that they should just get it together and stop expecting insurance to subsidize their laziness?
I confess to once having the same bias against medication. Even after running clinical trials of new drugs and observing dramatic responses to medications in my patients, I was reluctant to use psychiatric medication in my own family. When my son showed every sign of ADHD, my wife and I reached for therapy, a special school, and parent training before we considered a stimulant drug. Our whole-grain, no-sugar eight-year-old on a psychotropic drug? No way—until a child psychiatrist friend recommended a pilot trial of methylphenidate (sold under the trade name Ritalin). Unlike antidepressants and antipsychotics, stimulants have rapid effects. Within a few hours we watched our whirling dervish slow down, put away his toys, and begin to listen for the first time. We were stunned. But our son was unimpressed. We asked him about the medication a week later. His response remains one of the most convincing statements I have ever heard about psychopharmacology. “Doesn’t do much for me, Dad, but it makes everybody else a lot nicer.”
People with SMI are some of the most disenfranchised and voiceless members of our society, and they are poorly equipped to fight the discrimination around treatment or their illnesses. To state the obvious, a young adult navigating life while struggling with psychosis is not a person best able to advocate for himself or herself. In recent years, the fight for parity, housing, and health care for those with SMI has taken on many of the aspects of the civil rights movement. In fact, Patrick Kennedy has called the campaign for people with SMI the “civil rights struggle of our time.”
But what gets lost in the discussion about discrimination and negative attitudes about treatment and even civil rights is the complicated experience of having a mental illness. Whereas cancer patients will fight to get care, people with psychosis will fight to resist it. This resistance is in part about the side effects of medications or the indignity of hospitalization, but also in many cases because the irrationality of psychosis confers a kind of cognitive blindness, complete with a paranoid certainty that everyone else is missing the truth.
And people with mental illness are certainly not immune to our cultural hostility toward psychiatric treatment. A few years ago, I talked with a young man who had survived a horrific suicide attempt. He had never been treated for his depression before the attempt. When I asked him about this, he shared with me the quote that introduces this chapter. Think about that for a moment. He literally would rather die than seek psychiatric treatment. It is more difficult to imagine that someone with cancer or serious heart disease would refuse treatment in this way. But if they did, yes, we would probably refer them for psychiatric help.
Involuntary Care
Involuntary treatment is the inescapable dark side of this field. Everything we espouse in medicine about compassion and empathy for the patient appears to dissolve in that moment when an adult with psychosis is treated against his or her will. Preventing someone from hurting themselves or someone else is a fundamental part of mental health treatment, with legal liability for the clinician who fails to do this. The choice is rarely easy, as involuntary commitment risks violating trust and destroying a relationship. But a failure to intervene when someone is an imminent danger is a misread of the power of mental illness and a failure to support the nonpsychotic part of the person.
The issue of involuntary treatment is part of a larger, chronic conundrum of finding a balance between individual civil liberties and collective public safety. Finding this balance has never been easy or permanent. The set point is influenced by culture, life stage, and events. For instance, Singapore has a low threshold for invoking public safety. As a Singaporean businessman once said to me, “In America you are free to use drugs and be homeless. In Singapore you are free to enjoy a clean, safe city. Choose your freedom.” But even in the U.S. there is a double standard about involuntary care. The same person who feels it is coercive to force care on a psychotic twenty-year-old who wanders naked into traffic is likely to feel it is compassionate to force care on a demented seventy-year-old who does precisely the same thing. And after every mass shooting that involves untreated psychosis, from people who were civil libertarians we hear the calls to “lock them up,” “keep them away from guns,” “reopen the asylums.”
History reveals just how deeply we have tilted against the individual civil liberties for those with SMI, whether incarcerated in prisons, warehoused in state institutions, or struggling in the community. Fear and avoidance have guided our approach. In the past century, some 60,000 sterilizations were forced upon Americans with SMI or intellectual deficits. Indeed, sterilization laws, protected by the U.S. Supreme Court, were enacted in twenty-seven states. This is not ancient history. In California, where some 20,000 people underwent sterilization, the practice was outlawed only in 2014.
As a further example of siding with public safety and against individual rights, involuntary hospitalization is possibly more common today than at any time in the past, driven, as we saw in chapter 4, by a requirement for demonstrating “medical necessity.” The criteria for involuntary treatment vary from state to state, with some citing “psychiatric need” and others “imminent threat to self or others.” Notably these criteria are subjective and can prove challenging.
An insightful New England Journal of Medicine essay encapsulates the errors of omission and commission medical professionals make. Dr. Jim O’Connell, who founded the Boston Health Care for the Homeless project, tried to persuade a man with paranoid schizophrenia to move from his cardboard box under a bridge into a shelter for homeless people. The man refused, saying “Out here, I know all the voices are mine. If I go to the shelter, I don’t know who they belong to.” But he learned that honoring these wishes could be an error of omission. A homeless woman who rejected care for two and a half years by screaming at the outreach team when they approached was finally committed for involuntary treatment when she became threatening. Three years later, O’Connell saw her at a board meeting of a nonprofit organization. Finding her totally transformed, O’Connell remarked, “You look fabulous.” Her response, “Screw you. You left me out there for all those years and didn’t help.”
Impaired judgment is an inescapable component of serious mental illness. The neurological term anosognosia traditionally described a denial syndrome that accompanied lesions on the right side of the brain. Often patients with a stroke that infarcts the right parietal lobe fail to recognize that their left arm or left leg is paralyzed. It’s an extraordinary symptom, a complete denial that part of their body is affected, even when it is completely paralyzed. Years ago, when I confronted an elderly neurologic patient, a Holocaust survivor, with the obvious fact that he could not move his arm, he explained, “No, it’s fine, this is the way of my people.”
This denial of illness is also, at some point, observed in as many as half of people with SMI. Just as with the stroke patients, there is no presentation of facts, no argument, that will break through the paranoid delusion. Psychosis, by definition, is a separation from consensual reality. When psychosis (or a stroke) is accompanied by this profound lack of insight, as so often happens, care may require restricting a person’s behavior until treatment can restore the ability to navigate the world safely. This is equally true for people who are suicidal, unable to imagine a path forward. It is important to realize that the choice between individual liberties and public safety can be a false dichotomy. Often the choice is not between individual rights and public safety but between an individual’s illness and personal safety.
Many years ago, Tad Friend wrote a fascinating piece for The New Yorker called “Jumpers.” This article followed up on some of the twenty-six people who had jumped from the Golden Gate Bridge and survived. The experience was nearly unanimous: the four-second fall seemed to last forever and in almost every case led to second thoughts. “[Ken] Baldwin was twenty-eight and severely depressed on the August day in 1985 when he told his wife not to expect him home till late. ‘I wanted to disappear,’ he said. ‘So the Golden Gate was the spot. I’d heard that the water just sweeps you under.’ On the bridge, Baldwin counted to ten and stayed frozen. He counted to ten again, then vaulted over. ‘I still see my hands coming off the railing,’ he said. As he crossed the chord in flight, Baldwin recalls, ‘I instantly realized that everything in my life that I’d thought was unfixable was totally fixable—except for having just jumped.’”
Assisted Outpatient Treatment
Much of the current debate about involuntary treatment surrounds a form of outpatient care euphemistically called assisted outpatient treatment (AOT). AOT is essentially mandated treatment in the community under threat of commitment. The approach, first developed in New York State as Kendra’s Law, followed a 1999 incident when Andrew Goldstein, then twenty-nine and diagnosed with schizophrenia but off medication, pushed Kendra Webdale into the path of an oncoming N train at the Twenty-Third Street station. Kendra’s Law, introduced by Governor George E. Pataki, was created as a response to this and other incidents of violence from people with SMI who were not taking medication. Similar laws followed in other states.
AOT can have tremendous benefits. Consider the case of Lucy, who had not had a manic episode in thirty years. In her youth, bipolar disorder mixed with drug abuse and alcohol had earned her a reputation as a wild, hard-partying girl. In her midtwenties, she settled down, raised a family, and for many years worked as a checkout clerk at the local market. But in her midfifties, after her husband died of lung cancer and her son left home, mania returned. At first she rode the high, running off with a younger man and filling sleepless nights on the internet and phone. But when her new boyfriend ran off with her cash and her car, Lucy’s mania took on a paranoid, angry edge. She was arrested at the FBI Building, demanding to see the director about illegal wiretaps of her phone. And only a few hours after that arrest, she was apprehended again for disturbing the peace as she tore off her clothes and ranted about government surveillance, in the middle of Sixteenth Street in Washington, D.C. After her second arrest, she was booked into the DC Jail, where she finally was assessed for mental illness. When she came before a judge the next day, he used the AOT statute to require Lucy to receive treatment as a diversion from inpatient commitment or incarceration.
In Lucy’s case, AOT meant medication and connection to a social worker at a community clinic who engaged Lucy’s son as a temporary caretaker. After a week of medication and several nights of sleep, Lucy was less psychotic. She attended daily AA groups for what she called “grounding.” While there were some tense moments with her son and his wife, times when she was still suspicious and incoherent, days when she wanted to stop the medication and cancel her clinic appointment, the threat of being committed to either hospital or jail was sufficient to keep her engaged in treatment.
In some states AOT has been called outpatient commitment. Over the last two decades, some form of AOT has been implemented in every state except for Maryland, Massachusetts, and Connecticut. The 21st Century Cures Act of 2016 provided further funding and support for AOT. The debate about AOT recapitulates the larger debate about individual rights versus public safety. Civil libertarians and antipsychiatry advocates view AOT as a violation of individual rights. Treatment advocates and public safety officials consider AOT as a compassionate alternative to involuntary hospitalization or incarceration. There are data to support both perspectives. A 2017 review of three clinical trials found no difference in service use or quality-of-life outcomes for people receiving AOT versus voluntary supervised care. Curiously, this report did note that patients receiving AOT were less likely to be victims of violence. But studies of AOT in New York, where this approach is often used as part of discharge planning, have demonstrated remarkable results with high levels of patient satisfaction and improved clinical outcomes. The difference appears to be that New York wrapped AOT into a suite of services that ensured patients would be followed with appropriate treatments. Outpatient commitment by itself may be ineffective, but the New York data demonstrate that outpatient commitment to high-quality care is demonstrably better than the alternatives of inpatient commitment or lack of care. One way to think about AOT is that mandated care is two-sided. Not only must the individual accept care, but the government must provide it. As Lucy’s story shows, AOT works only when both parties are committed.
Thus, the problem of discrimination is far more complicated than the fear and avoidance of people with mental illness or the negative attitudes toward the available treatments. There are deeper issues that force providers and patients and families into this crucible of individual rights versus collective needs. The lack of judgment inherent in psychosis or the absence of perspective that fuels suicidality become problems for all of us as we try to decide what is compassionate and what is coercive, realizing that sometimes these determinations may overlap. Is it more compassionate to mandate care for someone who refuses it or to allow a young homeless woman with SMI to die with her rights on?
For a psychiatrist who holds the keys to this “kingdom of the sick,” there is rarely comfort about committing a patient to care that they refuse. Yes, the near-term gain is clear, because treatments can control the symptoms and prevent a suicide. But the long-term gain is less clear. The gifted therapist Marsha Linehan, who was one of my advisors at NIMH, used to say that there is nothing worse that hospitalizing a suicidal patient. “When you commit a patient, you are saying they are hopeless. You are saying, ‘I can’t help you.’ A suicidal person does not need a locked unit. He needs a reason to live.”
The truth is that attitudes about people with mental illness, about treatments for mental illness, and about our collective needs complicate how patients, families, and providers engage with one another. Decades of blame and shame are just being replaced by a willingness to talk about the rights and responsibilities of patients and the rights and responsibilities of families and governments to provide care. In Germany, families are funded and even trained to take care of their son or daughter with mental illness. As we will see in a later chapter, in the Belgian town of Gheel, people with mental illness are included in the community through a family foster-care model. In America, we are just beginning to include families in the treatment arena. There is no reimbursement for this critical part of treatment, but NAMI, the nation’s largest grassroots advocacy organization, runs family-to-family groups to educate and support families. Increasingly, as we will see in the next chapter, providers are embracing a recovery model that includes support for the “whole person” with shared decision-making and family engagement beyond just a focus on medications for symptoms.
Glenn Close was right to focus our attention on that gap between the fear and avoidance response to “I have a mental illness” and the empathy and support reaction to the addition of “in my family.” The issues that fill that three-second gap are complex and consequential. While I hope we shift from the victim language of stigma to the action language of discrimination, and while I believe we need to recognize that negative attitudes toward treatment are as pernicious as the fear and avoidance of people with mental illness, I am mindful that bias is implicit in how all of us—providers, family members, people with mental illness—think about the problems and the solutions. Perhaps the opposite of discrimination is not just inclusion or equity, but humility. Mental illness is a formidable foe. None of us is immune and none of us is an expert. The poet Anne Sexton, who died by suicide, once described the arrogance of her doctors by noting that “they leave home on horseback / but God returns them on foot.” Mental health care belongs only to the foot soldiers, who have surprisingly good weapons that too often today are used neither wisely nor well.
8.
RECOVERY: PEOPLE, PLACE, AND PURPOSE
Every disability conceals a vocation, if only we can find it, which will “turn the necessity to glorious gain.”
— C. S. LEWIS, quoted in Sheldon Vanauken, A Severe Mercy
Carlos Larrauri is a nurse practitioner, a law student, and a person living with schizophrenia. Growing up as a Cuban kid in Miami, he was always the best student in the class. At eighteen, he started in an early admissions premed-medical program at Ohio State. By the time he was a senior, “I heard voices telling me I was an angel, but I was jogging all night, talking nonstop, and eating out of trash cans.”
Carlos shared the C. S. Lewis quote, which he has used as a guide. He found his vocation not so much in helping himself recover but in helping others. “Without my mom, without family support, I know I would have ended up in jail. But I was so lucky. I got involved helping the jail diversion program that Judge Leifman runs here in Dade County. I helped other people get disability benefits. It was the only way I could make sense of this experience, this suffering. Work, serving others, that was my path to recovery.”
Carlos today is in law school and serving on the NAMI board as an expert with lived experience. Driven by a mission to help others, he advocates for the power of peer support. He is also a reminder that a diagnosis is not a life sentence. People with mental illness, even people overwhelmed by a house on fire, can recover. They survive, they recover, and they can indeed “turn the necessity to glorious gain.”
In an effort to understand the impediments to fixing the mental health crisis, we have looked at access, quality, diagnostic imprecision, and discrimination. All of these issues are reasons why better treatments have not resulted in better outcomes. The final challenge is less tactical and more strategic. Mental health care is not only delivered ineffectively but is strategically focused on relieving symptoms when it needs to focus on recovery.
I mentioned in the introduction that my perspective on recovery was shaped by a very wise clinician working on Los Angeles’s skid row, who told me recovery was about “the three Ps, man.” When he first said that to me, I could see him looking at me from the corner of his eye as I processed. Prozac, Paxil, Prolixin? Psychotherapy, psychoeducation, psychoanalysis? After too long, he looked over his wire-rimmed glasses. “It’s people, place, and purpose.” That lens clicked many different insights into focus for me. Recovery is not just relief of symptoms, it’s finding connection, sanctuary, and meaning not defined or delimited by mental illness. Unfortunately, the sole aim of our care system is the relief of symptoms. That’s important, but it is not enough. A need for people, place, and purpose is certainly not unique to people with mental illness, but these fundamental human needs play out differently for people with mental illness.
People: The Crisis of Connection
I learned the therapeutic power of connection as a most unwelcome lesson at the very onset of my career. At the time, I was running a research unit at the NIMH. This was in the early 1980s, at the peak of the biological revolution in psychiatry. All of us at the NIMH in those days were looking for biomarkers and new medications, viewing mental illness as biological problems demanding medical solutions. My first serious research project was a clinical trial of an early selective serotonin reuptake inhibitor drug, clomipramine, for adults with OCD. This was in 1980, more than a decade before the advent of FDA-approved SSRIs and in an era when psychoanalysis was the dominant, really the only, treatment for OCD. The idea that a medication could be used for this prototypical neurosis was not just disruptive, it was heresy.
The study was successful, in that clomipramine reduced the symptoms of OCD, but when volunteers stopped the active medication and started on placebo, the symptoms returned.
But that was not quite how the study worked for Kyle. Kyle was a twenty-one-year-old undergraduate at George Washington University. A tall, handsome kid with a mop of blond hair and brilliant blue eyes, he looked like a surfer from California. Looks were deceiving. Kyle was struggling with recurrent, intrusive thoughts, mostly about harming people. He was gentle, soft-spoken, from a tight Christian family. But his thoughts included horrific images of stabbings and beheadings, images that caused him anguish not only because they were gruesome and repugnant but because he could not control them.
Kyle responded quickly to clomipramine. It wasn’t just that his obsessions were better. He was going out with friends for the first time in months. That was how Kyle met Sarah. I never met her, but the sparkle in Kyle’s eyes told me he was in love. And he was scheduled to be switched to placebo. The ratings that were supposed to show deterioration on placebo instead showed not just improvement but a near 100 percent reduction in symptoms. His scores for obsessions, compulsions, and mood were all in the normal range. Kyle was elated. I was devastated. Sarah nearly ruined the study. Whatever their relationship gave Kyle was clearly better than clomipramine.
This experience early in my career convinced me of the power of connection. I switched my research from OCD to social attachment, and over the next twenty years searched for the neural pathways and molecules important for parental care, monogamy, and social bonds. My work revealed an important role for oxytocin and a related neuropeptide, vasopressin, in the brain pathways for social attachment. In the early days, this was a frontier area for neuroscience and not particularly popular. Indeed, in the 1990s, I was fired from my research post at the NIMH for conducting “soft science” on attachment rather than studying the “hard science” of motor control or visual processing. But I persevered in a new lab at Emory University in Atlanta and was gratified to see the emergence of social neuroscience as a field and the acceptance of social connection as a topic worthy of serious science. Today, from the work of the late John Cacioppo and his colleagues, as well as many others, social connections are viewed scientifically as a basic biological need, analogous to hunger and thirst. There are well-defined brain circuits for encoding faces and voices, and we now see how some of these regions link to brain systems for reward. Dopamine, oxytocin, and vasopressin have all been implicated in social connection, in ways that could begin to explain why, for Kyle, Sarah was better than clomipramine.
The research is compelling: social isolation can be devastating; social attachment can be curative. Today we understand that loneliness is both a cause and a consequence of mental illness. Vivek Murthy, when he was the U.S. Surgeon General under President Obama, focused on loneliness as a leading public health epidemic. His book, Together, is a convincing argument for the power of connection. He describes how individuals and nations cope with loneliness, including how the UK, recognizing the health importance of connection, created a Minister for Loneliness. The need is unambiguous. A Cigna study of 20,000 Americans reported in 2018 that only about half endorsed having meaningful in-person social interactions each day. One in five reported they rarely or never felt close to people or had someone they could talk to. Epidemiologic data had already demonstrated that loneliness was a major risk factor for early mortality, surpassing obesity, smoking, and alcohol abuse. If we didn’t understand the need for connection before, the COVID-19 pandemic taught us the emotional cost of social distancing and quarantine. Millions of people risked exposure to the virus rather than face loneliness.
But social connection is not simply the absence of loneliness. Connection, experienced as support, attachment, or love, has a power that has not been studied sufficiently. Ethnographers have tried to track this in other societies where there are cultural norms for connection that are critical for well-being, norms that we lack in America’s individualistic culture. The passeggiata in small Italian towns is a time when people stroll together through the town square each evening after work, before retiring for the family dinner. For young people it may be a time and place to see and be seen; for elders it is a time-honored custom of belonging and connecting. In traditional Japan, the moai is a social support network for unrelated individuals who share a common purpose. The original concept was to create a common fund to support a shared need. But the moai evolved to be more of a social collective, creating a sense of solidarity. Dan Buettner, in his work on the “blue zones,” where people live longer, cites the moai in Okinawa as an example of how social connection increases longevity.
Ubuntu is a South African word that means roughly “I am, because of you.” The concept of ubuntu captures both a personal meaning of connection, manifested by warmth and generosity, and a political meaning, represented by inclusion and equity. President Obama spoke to both meanings at the 2013 memorial for Nelson Mandela. “There is a word in South Africa—ubuntu—a word that captures Mandela’s greatest gift: his recognition that we are all bound together in ways that are invisible to the eye; that there is a oneness to humanity; that we achieve ourselves by sharing ourselves with others, and caring for those around us.”
Do these customs and concepts that create a social fabric actually make a difference? Studies of social capital, a measure of the social fabric of a neighborhood, show the importance of connection for health. The scientific evidence for a positive role for social support emerges also from long-term studies of adult development. Perhaps the most famous of these studies comes from the least representative sample. A group of 268 Harvard undergraduates, all male, all white, from the classes of 1939 to 1942 were studied in detail in a project originally funded by W. T. Grant and known therefore as the Grant Study. With different sources of funding, different study directors, and different assessments, these same men have been followed since their college days. One, John F. Kennedy, became president; four ran for Senate; one served in a presidential cabinet; and one was the longtime Washington Post editor Ben Bradlee. Clearly these were the privileged elite of their generation. But as the writer Joshua Wolf Shenk observed wryly in a 2009 Atlantic article about this study, “Underneath the tweed jackets of these Harvard elites beat troubled hearts.” By 1948, twenty of the men displayed severe psychiatric difficulties; by age fifty, almost one third had met criteria for a mental illness.
What is perhaps more interesting about this work, which continues as the Harvard Study of Adult Development, is what it reveals about healthy aging. For nearly fifty years, Harvard psychiatrist George Vaillant directed this study, conducting surveys and interviews on a regular basis and tracking physical health, mental health, and life journeys. He chased this question relentlessly: Why did some men adapt and thrive with age while others succumbed to despair? I can remember Vaillant, a patrician with charm and wit, wrestling with this question at lectures. Part psychoanalyst, part biographer, part storyteller, he was the master of longitudinal case studies and something of a fossil in the era of randomized controlled studies. Long into the era of PowerPoint, Dr. Vaillant would show up for lectures with a slide carousel and, in his absent-minded professor style, hold his younger audience spellbound with stories of promising men who failed to adapt and late bloomers who overcame all the odds.
But what finally captivated Vaillant and the current study director, Robert Waldinger, a psychiatrist and Zen priest, was the role of social connection. The central question on social relationships went something like this: “Who could you call if you were sick or scared in the middle of the night?” Some people, even people who were married, could not name anyone. Others had long lists of people who, as the participants said, “had my back.” Earlier work in England had shown that children need one strong relationship with an adult figure to thrive. The Harvard research showed similar effects for thriving in adulthood. Indeed, the quality of the men’s relationships at age forty-seven, how much they felt someone “had my back,” predicted late-life adjustment. Those relationships could take many forms. At age sixty-five, 93 percent of the men who were thriving had been close to a sibling when younger. Marriages with intimacy and continuity were powerful factors for healthy aging. Asked to summarize his decades of deep study of over two hundred life journeys in 2008, Vaillant responded, “That the only thing that really matters in life are your relationships to other people.”
I sat down with Dr. Waldinger recently to get an update on the Harvard Study of Adult Development. He had just completed a follow-up with the baby-boomer offspring of the original cohort and was planning a study of the grandchildren. I asked him if social connection was still “the only thing that really matters.” Waldinger gave a Zen smile. “Connection is critical, but it’s not just these strong, safety net kinds of ties. It’s also weak ties. The mail person you see each day or the water-cooler folks in the workplace. These relationships, while not deep, are also sustaining and critical for well-being.”
I asked Dr. Waldinger whether a study of Harvard undergraduates from the 1940s can really be relevant to the rest of us. He described a second longitudinal study done in parallel but which received much less attention from the press. The Glueck study began with 456 men who grew up in poor neighborhoods in inner-city Boston. As Waldinger explains, class matters mostly in the size of the effect. “Social disadvantage is an amplifier. The benefit of social connection is even greater and the impact of social disconnection even more harmful in the Glueck participants.”
While talking to Dr. Waldinger, I found myself musing about the weak ties and strong ties of people with mental illness. I remembered a visit to the D.C. Jail, only a mile from the White House, where I saw men with SMI incarcerated in solitary confinement. I thought about kids I met who were struggling with gender identity and living in a shelter, after they had been rejected by their families. I thought about the isolation of people with severe depression or social phobia. Clearly, social connection is no less important for people with mental illness.
Of all the things that we psychiatrists and psychologists do not acknowledge about people with SMI, loneliness may be at the top. I rarely hear clinicians talk about this. And to be fair, I rarely have heard patients talk about it in clinic. Yet, in the quotidian world of SMI as I saw it on the streets, loneliness is endemic. Mental illness is inescapably a solitary journey. People with SMI have often burned bridges with family members and trashed friendships. When they finally find themselves on the far shore of a severe depression or months of psychosis, there may be no one around to help them rebuild a life. The journey too often ends with dinners for one, single-room-occupancy hotels, and a life alone. Even for those who are in group homes or living with family, there is too little connection. Yes, sometimes the solitude is a blessing, a relief from the complexity of dealing with people. But often the solitude is an opportunity to get locked in with dark thoughts and distrust.
Connection can overcome loneliness. And social attachment can be part of the cure. Even a light touch with another individual at the right time can make a profound difference. It can be anyone prepared to listen with empathy and respond with connection. The global health icon Paul Farmer speaks of the need for “accompaniment.” I had not thought about the literal meaning of this word before. “To accompany someone is . . . to break bread together, to be present on a journey with a beginning and an end. There’s an element of openness, of mystery, of trust, in accompaniment.” Farmer argues that accompaniment or social connection cannot only lead to recovery, it is essential for recovery. This is why I have come to think of mental illness as a medical problem that requires a social solution.
Place: Dymphna’s Gift
Recovery also requires a safe place to live. Carlos was fortunate to have a family that provided ongoing support, including a home where he could slowly rebuild his life. For most people with SMI, family is not an option, either because their illness has destroyed the family’s trust or because the thought of moving back with family feels threatening or overwhelming. Supportive housing is an effective approach to ensuring a safe place, combining housing with a range of services—psychological support, life-skills training, case management—for independent living. The power of this approach really hit me visiting a new mixed-use complex in Claremont, California, where people with SMI live adjacent to individuals and families with no idea of the challenges their neighbors have faced. Dorothy, a sixty-year-old grandmother who was in recovery from twenty years of addiction and homelessness, was telling me that her new apartment meant only one thing to her: “Dignity.” As she showed me around her sparsely furnished living room, she began to sob. “All I wanted. All I lived for was to have my own place where my grandchildren could come for lunch,” she said with tears streaming down her face. “Now that I have that place, I have something to live for.”
Supportive housing, the importance of having a safe, nurturing home, is not a new idea. In the Belgian town of Gheel, citizens have been doing a version of supportive housing for at least five hundred years. The origin legend of Gheel says it all. Dymphna was born in the seventh century to Damon, a pagan king in Ireland, and a Christian mother. Following her mother, Dymphna took a Christian vow of chastity at a young age. When her mother died, her pagan father vowed to take Dymphna as his wife. Dymphna fled to the tiny town of Gheel, near Antwerp, for safety. Soon, however, Damon tracked her down and, in a delusional rage, cut off her head.
The Catholic Church canonized Dymphna in 1247, and in the fourteenth century Gheel built a church in her honor. Soon families struggling with children who had mental illness or intellectual deficits began making pilgrimages from across Europe to Dymphna’s church. Sometimes they would leave behind their affected family member, quickly overwhelming the resources of the church. In the spirit of Dymphna, Gheel’s residents started to welcome those with disabilities into their homes. In contrast to the rest of the Western world, where people with “possession” were killed, shunned, or incarcerated, Gheel’s citizens for hundreds of years have welcomed them as “boarders” who could help in the fields in exchange for room and meals. Today the Openbaar Psychiatrisch Zorgcentrum (OPZ), the local psychiatric hospital, manages what is essentially an adult foster-care program to ensure safe housing in the community for people who would otherwise be homeless or institutionalized.
When I visited the OPZ on a crisp April day in 2019, a team of nurses explained the process. Today, boarders are less likely to work in the fields, as Gheel has become less of a farming community, but they are encouraged to help with family chores and work in the community. Why do families take in boarders? “Tradition. It’s what my grandmother did. We’ve always done this. Everyone knows somebody who has a boarder,” answered Michelle Lambrechts, one of the nurses. “When families meet a boarder, they don’t ask, ‘What’s wrong with him?’ They ask, ‘What can he do?’”
In Gheel, the goal is acceptance, not recovery. There is a belief that living in a normal environment with expectations of reasonable behavior will reduce disruptive behavior, but there is wide tolerance for psychosis throughout the community. Henck van Bilsen, a psychiatrist who has studied the family foster-care model, describes Gheel as a slow cooker as opposed to the pressure-cooker model of recovery in the U.S. Boarders are allowed to change, or not, at their own pace. Most remain in their foster families for decades, sometimes staying on with children or even grandchildren. In the Gheel model, no one is forced or expected to recover. Everyone is accepted as they are.
Gheel has been the subject of books, podcasts, and documentaries. Once called “paradise for the insane,” Gheel has recently been dubbed “careBnB.” For many, this is an inspiring model of compassion and acceptance. There have been attempts to replicate this model in the U.S., but with limited success so far. Ellen Baxter, who visited Gheel as a young student, created Broadway Housing Communities along similar principles, populating an elegant building in New York City with a mix of people with and without chronic mental illness. What’s missing from this and other attempts to emulate the Gheel model is a community with a tradition, even an identity, built around inclusion of people with serious mental illness. Without St. Dymphna and the centuries of commitment to compassionate care, you can create family foster care, but you still lack the collective effect of Gheel.
Which is not to say that we can’t solve for place. Supportive housing programs where a safe place to live is combined with care management and social support has become a lifeline, as I heard from Dorothy in Claremont. Not only does supportive housing keep people out of hospitals, but it also ensures they don’t end up in jail or prison. But who pays for this? This is not health care, so health insurance is not helpful. This is not simply a housing allowance, like Section 8, which finances housing for low-income families, because care management is an important part of the success of supportive housing. Some communities have found public funds. For instance, California counties use the millionaire’s tax, officially called the Mental Health Services Act, to pay for supportive housing. But in most of the nation, millionaires do not pay a special surtax for mental health services. Supportive housing, a key component of recovery, is funded through philanthropy or not funded at all.
And we should recognize that place is more than safe housing. Sandro Galea in his book Well describes place broadly as our environment. He argues that access to nutritious food, public transportation, and green space are important for health. Water without lead, air without pollutants, and freedom from the threats of a changing climate are all important for mental health as well as health generally. In my role as California’s mental health czar in 2019, I visited Lake County, a rural, spectacularly scenic county that lost more than half of its land and nearly all of its commerce to fire. With most of its population displaced and few jobs for those who remain, Lake County ranks lowest in the state on virtually every measure of health. The county has hospitals and clinics, and several nonprofits are trying to rebuild a sense of place. In terms of mental health, I saw heroic efforts to create congregate housing and rebuild social capital. But without jobs, without opportunity, these heroes are fighting a losing battle against methamphetamine, alcohol, and despair.
Purpose—Finding the Why
In addition to people and place, recovery requires purpose. I learned about this from my daughter, Lara. When Lara graduated from Smith School of Social Work in Massachusetts in 2007, her passion was written on her black T-shirt. “Comforting the disturbed; disturbing the comfortable.” Her first job after graduation found her in California, driving a forty-foot, twenty-year-old van around the Bay Area delivering park-bench psychotherapy because “we needed to meet people where they were, not wait for them to come to us.” Her second job, a year later, was at the Tenderloin Outpatient Clinic. The Tenderloin is an infamous fifty-block area in downtown San Francisco that has long been the “underbelly” of the city, a neighborhood for drugs, petty crime, and single-room-occupancy hotels.
Lara still recalls her first day. “They told me to wear boots, in case I stepped on discarded needles or crack vials in the street. And yes, I had to get used to stepping over or around bodies on the sidewalk.” This was urban blight at its worst, only blocks from the booming financial district. “They gave me a caseload, mostly women, all with SMI and many with addiction as well.”
She soon discovered that this caseload was a clinical ghost town. There were names and appointment times for individuals and groups, but few people would show. In contrast to meeting people on park benches, now she was sitting in a dark, empty office waiting for people to come to her for therapy. There was a mountain of woe just outside the clinic door, but no one was coming for help. With two or three hours each day spent waiting for clients who did not show, she thought, “At least I can knit.”
As she mastered knitting skills from online videos, Lara began to reconsider her new job. Maybe she needed to steer away from therapy and offer knitting classes to the women on her caseload. As she says now, “Everyone needs to connect, but not everyone wants to connect with therapy.” To her surprise and delight, her knitting group took off. First just two older African American women who had visited the clinic before, and then a few younger women, and suddenly she had a group of eight women from her caseload showing up each morning to knit.
“There was not a lot of talking in the beginning. I provided coffee, donuts, knitting needles, and yarn. Some of these women were good. Really fast. They’d talk about the sweater or the scarf and then they would talk about who this sweater or scarf was for and before long we had a connection, a group.” These women who had been lonely, frightened, and adrift in the Tenderloin began talking about their lives. They began helping one another.
“I never expected this kind of solidarity. But what surprised me the most was how they turned knitting into a business. I never thought about selling their sweaters. After all, these women were on SSI.” Soon the group created a stand at an outdoor market for tourists, just a few blocks away in the financial district. And business was good. So good that within a year several of the women were off SSI and had moved into a better neighborhood.
“Look, I am not saying that a knitting group cured their mental illness. These women all had a legacy of trauma and despair that selling a few sweaters would not erase. But what I learned from these women is that social work is about both ‘social’ and ‘work.’ People need to connect. And connecting shoulder to shoulder for some people is easier than face-to-face. Giving them a purpose is critical. We need to engage people not just on what’s wrong, but on what’s strong.”
I have thought about this knitting story many times while working on this book. Not only does it capture the importance of connection, but it has a special meaning for me. Lara is the same daughter who fought so hard to recover from anorexia ten years earlier. When she tells me what it takes for someone to recover, I listen.
When I ask people who have recovered what was most important to their recovery, they usually answer with one of two words. Either “hope” or “work.” For Amy with anorexia, it was working in the financial sector and writing a food blog. For Brandon Staglin, it was “being useful.” For Elyn Saks, it was teaching law. For Carlos, it was giving back by serving as a peer support specialist, using his experience with recovery to lend a hand to others. A workforce of peers can help with the transition from hospital or jail, serve as navigators of the care system, and instill hope. They not only give help; they get help through work.
People and place are the foundation. Purpose is essential for self-esteem, for growth, for recovery. Viktor Frankl, the Austrian psychiatrist who survived the Holocaust, made finding purpose the key to therapy in his book Man’s Search for Meaning. Quoting Nietzsche, his book argues, “He who has a why to live can bear with almost any how.” Reacting to the introspection and self-absorption of psychoanalysis, Frankl created logotherapy, a solution-focused approach that challenged patients to find something to commit to.
Logotherapy long ago faded into the dustbin of therapy schools generated in reaction to psychoanalysis, but the search for meaning, for purpose, persists. One version of finding purpose begins with finding work. Supported employment, sometimes called individual placement and support, is usually the program of choice for helping people with any mental illness train for and retain a job. The program, developed in the 1990s by Robert Drake at Dartmouth Psychiatric Research Center, helps find a preferred job, coordinates closely with mental health professionals, provides counseling regarding benefits, and offers supports to help maintain employment. Over a nine-month period, there are at least weekly meetings to help a client find a job, interview successfully, and learn the task.
The need is especially great for people with SMI, as 85 percent of them are not employed, even though nearly 70 percent report that they want to work. Drake’s program helps to close this gap. In twenty-three randomized controlled trials, involving over 5,000 people both within and outside the U.S., about 60 percent are employed at follow-ups ranging from six months to five years. Across these studies, average tenure in a first job is between eight and ten months. Measures of self-esteem and quality of life consistently improve with employment. And use of mental health services goes down.
Drake’s program was designed for people with SMI, but the value of work is no less important for people with depression and anxiety. Yes, sometimes work is a part of the problem, but more often when people stop working to focus on recovery, the loss of routine and the absence of purpose puts recovery further from reach. Individual placement and support is not only about finding work but also about continuing to work, in spite of the hardship of coping with a mental illness.
Given the efficacy of this intervention, the low rate of employment, and the high cost of disability payments (SSI and SSDI), one would think that individual placement and support would be a high priority for mental health programs across the country. A survey published in 2016 found that only about 2 percent of people with SMI have access to this program. The federal government, which is on the hook for SSI and SSDI, has encouraged states to support this program through Medicaid and SAMHSA grants, but thus far few states have focused on “purpose” as part of recovery.
An Intentional Community
The three Ps—people, place, and purpose—are the keys to recovery. They should be the focus of mental health care. They are the least expensive, the simplest of interventions. In a rational world, the three Ps would be the floor, the ubiquitous foundation for treatment. Yet social support, supportive housing, and individual placement and support are exceptional, not standard. Medications, crisis care, hospitalization—the most expensive and intensive interventions—are standard. They are the foundations, shaky and often ineffective, but they are what gets reimbursed. That said, there is a model that aims to deliver the three Ps at scale. This is the clubhouse model, an idea that began very simply when a few patients discharged from Rockland State Hospital decided to help each other.
Rockland State Hospital in Orangeburg, New York, was born in tragedy. During a fire in 1924 that destroyed a hospital on this site, several patients burned to death. The six-hundred-acre rural estate was chosen for a model mental hospital, Rockland State, that opened in 1931 and within a decade housed over nine thousand patients. During the early 1940s, with much of the staff departed for the war effort, a group of six patients began meeting to support each other. They called their self-help club “We Are Not Alone,” or WANA.
Following their discharge, the group reconnected in 1944, initially at the Third Street YMCA in Manhattan and then daily on the steps of the New York Public Library. Like so many discharged patients, none of them had families for support. Led by Michael Obolensky, one of the former patients at Rockland, they created a WANA club outside of the hospital. Actually, Obolensky’s original plan was to create a group to improve hospital conditions. Little did he know that he was starting a movement to reduce the need for hospitalization. By 1948, when the club was able to purchase a building on West Forty-Seventh Street, WANA had become an “intentional community.” The new clubhouse building had a garden with a small fountain, a symbol of hope and rejuvenation.
This was the birth of Fountain House, the flagship of the clubhouse movement that defined recovery as a goal for people with SMI. Today there are 330 clubhouses operating in thirty-three countries on six continents. Clubhouses are all “intentional communities.” Like Fountain House, they provide each of the three Ps: social support on a daily basis, a meeting place with meals and activities, and the major elements of individual placement and support for work.
A good place to see a clubhouse in action is San Bernardino County in Southern California, the largest county in the contiguous U.S., about the size of West Virginia. It is part of the Inland Empire, a vast, sparsely populated high desert that is crossed by eight-lane interstates. As you drive across this moonscape with vistas of distant mountains, the desert hills are dotted with rusting RVs and campers, many shrouded in twinkling aluminum foil, all revealing encampments for people living off the grid. Not the place you might expect to see a clubhouse.
Yet there are nine clubhouses in San Bernardino County. Veronica Kelley, a licensed clinical social worker and director of the Department of Behavioral Health, was my guide to the county. She knows this vast county like a native, even though she lives with her family ninety minutes away on the coast. Ronnie wanted me to see the Serenity Clubhouse in Victorville, a town of 100,000 sitting at almost 3,000 feet on the edge of the Mojave Desert. Victorville, on the legendary Route 66, has long been a place for people trying to get away. It was where Herman Mankiewicz and John Houseman went for seclusion to write Citizen Kane. Where the Air Force established a base for test flights during the 1940s. Where hundreds of people who have struggled with mental illness find themselves trying to recover.
The Serenity Clubhouse is downtown, just a few blocks from the original Route 66. It’s a nondescript one-story building that could have been a storefront. The interior is bustling—computers on one side for job training, a kitchen on the other side for cooking meals, comfy sofas in the middle around some tables for games and crafts. Everyone is chattering, and music—1980s rock—fills the background. There are signs on every wall. “We are all broken. That’s how the light gets in.” “Together we are unstoppable.” “Out of difficulties grow miracles.” There is a sign up for a NAMI family meeting. And everyone is in motion. There are seventeen members and two volunteers.
Ronnie, who knows everyone, calls a quick meeting. The group is varied, mostly white, mostly female. A young woman in a wheelchair appears to have an intellectual deficit. A few middle-aged men and women have struggled with addiction and SMI. An elderly man has lived in Victorville his whole life and is looking for companionship. And several women in their twenties have lost their children to foster care and are trying to rebuild their lives to recover their families.
The mood is upbeat, even effervescent. There is a lot of good-natured teasing, like a family of adults. There is also a sense of this clubhouse as more of a stepping-stone than a landing pad. Everyone uses the word recovery. They use it to mean a job, a better place to live, and a future that does not involve a hospital or jail.
Does the clubhouse deliver? We now have over half a century of research, with more than fifty studies, demonstrating that clubhouses reduce unemployment, reduce or delay rehospitalization, and improve health outcomes at a lower cost. The original “We Are Not Alone” idea based on self-help and a goal of recovery now serves 100,000 people each year. Not everyone with SMI will engage in a clubhouse. And not every clubhouse provides all the essential services. But the overall impact is impressive. This model is not only the origin of recovery, it could be the future where people, place, and purpose become the foundation for mental health care.
In Search of a Village
Recovery changes the conversation about mental health. It is hopeful, aspirational, and, for many people, achievable. It can, to return to C. S. Lewis, “turn the necessity to glorious gain.” But for many people it is a bridge too far. I suspect this has less to do with their illness than their circumstances, which is to say, recovery is not just about them, it is about us.
Carlos was realistic about this. “I have been fortunate. I had a family. They had the means to help me. Most people would not have this privilege.” He understood that his recovery was only partly about him. In America today, the 3Ps too often require the good fortune of having access to people, place, and purpose. Yes, access to a clubhouse or local programs for social support, housing, and employment might suffice. But should it be so circumstantial? Should the 3Ps be a matter of privilege or access?
Early in the Covid pandemic, I was talking with a New York–based colleague about the need for solidarity. “You know,” he said, “I would never want another 9/11. But what I wouldn’t give for another 9/12.” Turning necessity into glorious gain need not be the job of a lone warrior trying to triumph over the demons of depression or psychosis. That triumph takes a village. That triumph is the work we all must do—families, friends, citizens. That triumph is within reach if we commit to the solutions that work.
PART 3
THE WAY FORWARD
9.
SIMPLER SOLUTIONS
The secret of the care of the patient is in caring for the patient.
— FRANCIS PEABODY, Journal of the American Medical Association
In the previous section we looked at the various reasons why better treatments have not resulted in better outcomes for people with mental illness. The crisis of care was evident in the problems with access, quality, precision, discrimination, and the lack of support for recovery. For each of these challenges we identified solutions. Some of these solutions, like new approaches to crisis response and new models of collaborative care, have proven difficult to deploy. Some, like supported housing and employment services, are older approaches that have proven difficult to pay for.
We concluded that the three Ps—people, place, purpose—were essential for recovery. But we also need to understand that recovery may be an important goal, but it feels irrelevant to someone in crisis. If our house is on fire, we need a fire extinguisher, not a three-part plan for renovation. Putting out the fire requires immediate intensive care. And care is, as we have seen, at the core of the crisis. For many years, I thought the secret to improving care would come from a better treatment, a breakthrough that would put out the fire so we can begin on the path to recovery. Then a colleague told me about acute lymphoblastic leukemia.
When I was a medical student, no one wanted to rotate in pediatric oncology. Every student knew that kids with cancer were usually kids with acute lymphoblastic leukemia, a disease we called ALL, and which we knew as “ALL kids die.” ALL was then and continues to be the most common cancer of childhood, representing 20 percent of all cancers in children, with about 3,000 new cases in children every year in the U.S. Peak onset is between ages two and five. The mortality rate in the 1970s was 90 percent. These numbers do not capture the suffering imposed by this disease or the horror of its treatment as we knew it four decades ago. All of us who lost patients or family members to ALL remember the rigors of the treatment and the impossible ordeals visited upon dying children.
I say “remember” because ALL today is 90 percent curable. From 90 percent fatal to 90 percent curable in forty years is quite an accomplishment. What was the discovery that accounts for this success? There really was not a diagnostic discovery or a breakthrough drug that bent the curve for kids with ALL. The diagnostic process has not changed dramatically. There were drugs that were critical—but most of these (vincristine, daunorubicin, steroids) we already had in the 1970s. So what changed? The change was what we now call process improvement—learning how to use combinations of medications—and better nursing care to help kids recover.
Stephen Hunger and Charles Mullighan described the current state of ALL treatment in a review article in The New England Journal of Medicine in 2015. It’s worth quoting a section of their paper.
Almost 50 years ago, combination chemotherapy induced remission . . . in 80 to 90% of children with ALL. However, the disease relapsed in almost all these children, usually in the CNS [central nervous system], with survival rates of 10 to 20%. . . . A major milestone in therapy for children with ALL was the development of an intensive eight-drug, 8-week induction and consolidation regimen. . . . Since this regimen was introduced, large cooperative research groups . . . have enrolled 75 to 95% of children who have a diagnosis of ALL in North America and Western Europe into clinical trials. These trials have led to remarkable improvements in survival, with 5-year event-free survival rates of up to 85% and overall survival rates of up to 90%, according to the most recently reported data.
There are three lessons to take from this success story. First, there was no magic bullet. ALL required an intensive eight-drug, eight-week regimen. Second, while chemotherapy induced remission in 80 to 90 percent of children, “the disease relapsed in almost all these children.” Success required continuous, aggressive care over months and sometimes years. And third, nearly all children—75 to 95 percent in North America and Western Europe—with an ALL diagnosis were enrolled in a research study. Nearly every child became part of an endeavor to improve the care for the next generation.
Continual improvement of the drug protocols, the nursing protocols, the surveillance—this is what success required. Not a breakthrough, but a relentless pursuit that combined available treatments; aimed for long-term recovery, not short-term remission; and created a learning system, with every new case helping to optimize treatment. The ALL example reminds us that sometimes the solutions that matter are simply based on executing better with what we have already. This is important to remember for mental illness. Sadly, there may not be a drug or a singular psychological intervention or a device that will prove sufficient for disorders of the mind and brain. Healers need to believe that the answer is near, waiting to be discovered. But the lesson of ALL, arguably a much simpler disease, is instructive for mental illness. By combining interventions and improving care, profound progress can happen in the absence of a breakthrough discovery. Sometimes we will see progress from combining older interventions, as in treating the first episode of psychosis. Sometimes we see that integrating medical and mental health care, admittedly not a breakthrough concept, can have considerable impact. Sometimes innovation results from necessity in places with minimal resources, as we will see with a simple bench in Zimbabwe. Each of these deserves a closer look as an example of getting much better outcomes with what we know how to do already.
Coordinated Specialty Care
One of the most vexing problems for people suffering from mental illness is what happens when they first become ill. For most young people experiencing a first episode of psychosis, the outcomes are dire. A little like ALL circa 1970, we have powerful treatments for their disorder, yet very few people receive these treatments in a way that ensures they will not have a second episode. Most people receive medication and little else. Their symptoms improve on the medication, so they then quite rationally stop the medication, and within weeks are back in the emergency room, or worse, in jail. After a first episode of psychosis requiring hospitalization, rehospitalization rates are typically 30 percent in the first few months.
We had wrestled with this problem in many forms during my time as director of the NIMH. In 2008, Robert Heinssen and his team of program officers at NIMH came to me with an idea for a project on first episode schizophrenia. Heinssen was an experienced psychologist, a veteran who signed up for military service right after 9/11, and one of the most practical division chiefs at NIMH. He led the Division of Services and Intervention Research with a “take the hill” kind of style—no-nonsense and outcome driven. Heinssen’s idea was to combine psychotherapy, medication management, family education and support, case management, and work or education support for young people during their first episode of psychosis. The patient and the team would work together to make treatment decisions, involving family members as much as possible. His team called this Coordinated Specialty Care, or CSC, because every new government effort needs an acronym.
I thought the idea was boring because these interventions had been around for three decades. I’m embarrassed to confess that my first response to Dr. Heinssen was “Where’s the innovation?” I was still in the mindset that the breakthroughs we needed were high tech, not high touch.
What I did not understand was how CSC, like ALL care, could improve outcomes. Sure, these interventions were older, but almost no one was doing them and certainly no one was doing them together as a coordinated treatment approach. After CSC was compared to traditional care in thirty-four clinics across twenty-one states, the team showed that the quality of care could be improved and that outcomes were better than usual practice, especially for those who had been psychotic for only a few months.
Today we use this approach, based on integrating high-quality care, to ensure that any young person with a first episode of psychosis will never have a second episode. But when it was completed in 2015, this study revealed just how young people in their first episode of psychosis were being treated in community clinics. When they first entered the study, roughly 40 percent were on either the wrong medication or too much of the right medication from their referring physician. Even more startling, most had been untreated for extensive periods of time. The median duration of untreated psychosis was seventy-four weeks; two thirds had a duration of untreated psychosis longer than six months. The duration of untreated psychosis matters—the longer someone goes without being treated, the worse their outcome.
Does CSC work? In the thirty-four clinics where this was first tested, CSC was better than standard care in terms of symptoms, quality of life, and involvement in school or work. This effect was most evident in participants with short durations of untreated psychosis. Based on these initial results, Congress appropriated special funds for CSC programs to be developed across the nation. In New York State, where CSC was deployed broadly and studied most intensively, over 80 percent of recipients met their educational or employment goals at one year and rehospitalization rates approached 10 percent.
CSC is a good example of a networked solution. Medication is important, but so is social support and cognitive training and work. By 2020 there were 340 CSC programs across fifty states, serving 20,000 young people, not for a week or two but for a year or two. The NIMH has created a data infrastructure, EPINET, that mimics the ALL model so that every patient is a participant in a massive research project to optimize care. The goal is to ensure recovery for every young person with a first episode of psychosis. Or more to the point, to ensure that every person with a first episode of psychosis will never experience a second episode. Beyond the savings in death and disability, one estimate of the economic return on this program is $260 billion over the next two decades.
Integration in the Show Me State
In the same way that the CSC team was trying to solve a problem of coordinating care at the onset of the illness, others in mental health care were trying to figure out how to solve another huge issue in the field: the problem of early mortality. In 2013, when Joe Parks was named director of Missouri HealthNet Division of the Missouri Department of Social Services, the state’s Medicaid program, he had already been thinking for a long time about the medical problems of people with SMI. In 2006 he had led a task force that reported a twenty-five-year early mortality for people with SMI, mostly from preventable medical causes. He knew, as The New York Times reported in 2018, that serious mental illness is “the largest health disparity we don’t talk about.”
For years he had worked in the Department of Mental Health in Missouri, where he recognized that many people with SMI were not engaged in care except during a crisis, usually a medical crisis. In 2013, Dr. Parks found himself in a role in which he could try to close this gap by giving people with SMI better medical care. Could a coordinated care effort, again integrating treatments that have been around for years, deliver better outcomes for people with SMI?
The 2010 passage of the Patient Protection and Affordable Care Act offered many things to people with mental illness, including coverage for young people up to age twenty-six, nonexclusion for having a preexisting mental illness, and recognition of mental health care as an “essential benefit.” A less recognized feature, Section 2703, created the Health Home, a service delivery model for integrated care for people with chronic conditions. Health Homes were intended to cover a range of community-based services, as well as medical and behavioral care.
Missouri became the first state to receive federal funds to build this new model of care. With this funding, Parks launched a set of Health Homes where SMI patients with chronic medical conditions would get standard health care. On average, each of these patients had cost Medicaid $38,000 the previous year, mostly for asthma or diabetes care. These were the SMI patients not being seen in community health centers. Most of their care was either emergency room or hospital based. Parks decided to compare coordinated preventative care through the Health Home with care for patients with a chronic medical condition without SMI being seen in a primary-care clinic. Could this new system of care close the gap?
What I find most interesting about the Missouri experience is not that it worked but that it worked so quickly. Parks, a balding, rotund man who looks like an aging GP with a bow tie who makes house calls in rural America, explained the results. He ticked through the challenges: recruiting and training new staff, learning to collect and organize new types of data, revising existing processes and developing new ones for managing care and providing services, identifying the chronic diseases that were previously not being given attention, and integrating a whole new approach to care management into existing teams and systems. And yet, Health Homes made significant progress within eighteen months. “You might be surprised by this, but we found three times as many people with diabetes in our mental health clinics compared to our primary-care clinics. So it is no wonder that we saw results.”
There was a 12.8 percent reduction in hospital admissions, an 8.2 percent reduction in emergency room visits, and based on average costs for hospital stays and emergency room services, adjusted for inflation, these reductions resulted in an overall cost savings of approximately $2.9 million. Measures of diabetes control, such as HgbA1c, and lipid control, such as LDL cholesterol, were significantly improved, even more in the SMI patients in the Health Home than in the primary-care patients without SMI. I asked Dr. Parks about the secret to his success. “Look,” he said with a grin, “nobody wants to hear this. But the secret was our nurses. They know how to get things done.”
As with ALL, success here involved no breakthrough drug or transformative technology. Dr. Parks found ways to improvise with available resources: he used nurses instead of social workers as care managers, he was proactive about patient recruitment, and he measured outcomes. The results after a year and a half continued to demonstrate better clinical outcomes and reduced costs. We don’t know yet whether this approach will close the mortality gap. But the Missouri project is a good reminder that one of the most expensive and refractory problems—medical care for people with SMI—can be addressed at scale. This is one health disparity that can be eliminated.
The Friendship Bench
Coordinated Specialty Care and the Health Home focused on the needs of people with SMI by integrating care. An even more common problem is the lack of engagement in care. As we have seen already, engagement is a challenge for people with less severe forms of mental illness as well as those with SMI. One of the most elegant yet simple solutions to engagement comes from Zimbabwe.
In 2005, Dr. Dixon Chibanda was one of twelve psychiatrists in Zimbabwe, a nation of 14 million people, with high rates of HIV infection, poverty, and despair. Dr. Chibanda realized that he and his colleagues could never tend to the millions with depression and anxiety or kufungisia (literally “thinking too much”), as it was called in Zimbabwe. He also realized that in the matriarchal culture of his native country, social connection from an empathic, trusted older woman could be a powerful intervention. The Friendship Bench, a simple bench in front of the clinic, staffed by grandmothers, became a new form of mental health care.
Amazingly, as Dr. Chibanda told me over Zoom, the Friendship Bench started as a school project in 2005 when he was working toward a master’s degree in public health. That was the time of a massive political crackdown in Zimbabwe, rendering 700,000 people homeless and, as he describes it now, throwing over a million people into psychological turmoil. One of those million in turmoil was Erika, a client who committed suicide. Her suicide left Dr. Chibanda determined to attack the broader psychological crisis by providing better care. But how do you provide care with twelve psychiatrists in a poor country of 14 million people with so many homeless, rural, and desperate?
Dr. Chibanda used the resources that were available: a bench and elders—he called them “grannies”—who were trusted and respected older women in the community. He trained grannies in basic listening skills, cognitive behavior therapy, and a technique called behavioral activation that helps people define the steps for behavioral change. After a few weeks of training, grannies treat loneliness, depression, anxiety, and whatever else people bring to the Friendship Bench. Sometimes the treatment is a single session; sometimes people return for many days. The grannies are supported by more experienced clinicians via cell phone as needed. A clinical trial published in The Journal of the American Medical Association reported on 573 people treated via six sessions on the Friendship Bench versus standard information and care. The results found highly significant effects at a six-month follow-up (on a 14-point scale of symptom severity, the treated group scored 3.8 versus the standard care score of 8.9). Over fifty thousand people in Zimbabwe have now been treated via the Friendship Bench.
This approach, which uses trained lay therapists, sometimes called peers or community health workers, has now been exported to many parts of Africa, London, and New York. A nonprofit, Empower, is trying to scale a similar approach with lay therapists throughout the world, using digital tools for training. Like the use of barbershops to manage hypertension in African American men and the use of mothers to manage postpartum blues, these projects build on a foundation of trust.
But what about the quality of this peer support? Maybe peer support is more acceptable to users, but are we sacrificing quality for engagement? I was long skeptical of this idea myself. As NIMH director, I clashed with my colleagues who advocated for peer support, pointing out that the evidence base from clinical trials was thin. If the problem is quality, I argued, how do we solve that problem by recruiting a workforce with the least training? That was before I saw peers in action, before I learned about the training required to be credentialed as a peer specialist, and before I understood how their skills complemented those of the traditional professional mental health workforce. And for this education, I didn’t need to go to Zimbabwe. California may not have a Friendship Bench program, but peers are an important part of the mental health team.
Monterey County, the home of Big Sur and Carmel, has some of the most beautiful coastline in America. And yet, as Amie Miller, Monterey County’s director of behavioral health, explained, “Most of the kids growing up on the farms in the inland part of this county have never been to the beach.” Only a short drive inland into the Salinas Valley is the setting for John Steinbeck’s East of Eden and classic stories of migrant farms and rural poverty. Today, many of the farmworkers who are the backbone of this fertile valley live without basic sanitation. Most do not speak English. But they are no less likely to need mental health care than the elite living an hour away on the coast. How will they get treated for depression or PTSD or psychosis?
Although 60 percent of the county is Hispanic, there are few mental health professionals who speak Spanish. I was fortunate to meet Carmela, a Latina peer who had grown up speaking Spanish on a farm in a nearby county and had struggled with depression and substance abuse. Since spending time in prison for drug possession three years earlier, she has been clean and now works as a peer, trained to help with crisis calls and teletherapy. I watched her field a call from Cecilia, a Spanish-speaking young mother on a lettuce farm in the Salinas Valley, who is unable to get child care or transportation to the clinic forty-five minutes away. She checked in on a weekly basis to videochat with Carmela about her anxiety, her sense of helplessness, and her loneliness. Watching Carmela fluently navigate Cecilia through her depression, I thought about the practical meaning of democratizing care. In terms of Cecilia’s treatment, it really did not matter that Carmela did not have a formal degree in counseling. She’d learned the essential skills, and more important, she had the lived experience to help. Carmela convinced me that we don’t need to choose between engagement and quality. Peers can provide the cultural connection needed for engagement, and with the appropriate training and supervision, they can deliver quality care.
Lack of access and an inadequate workforce are often the first explanations for America’s mental health crisis. The Friendship Bench, like the treatment for ALL, reminds us that some solutions are already in our hands. Peers with lived experience can not just be trusted ambassadors for care, they can be central to the care team. In forty-nine states there are now certification courses for peers to ensure that they can provide high-quality care. Particularly if the peer is from the same ethnic or age group, speaking the same language and conveying hope, their impact can be profound. And of course, the experience of serving as a peer is therapeutic as well.
Community Care 2.0
The lessons from Collaborative Specialty Care, the Health Home, and the Friendship Bench are clear. As Francis Peabody, a famously compassionate Harvard Medical School professor said in 1927, “The secret of the care of the patient is in caring for the patient.” As with so many problems in mental health, the solutions are not complicated. And as these examples show, they are not expensive. I sometimes feel that if you wanted to design the most expensive, least efficient, truly feckless approach to helping people with mental illness, you would probably start with emergency rooms, criminal justice, and repeated short-term hospitalizations. You would shift care to the most expensive providers. You would have your least trained, unpaid workforce address your most acute needs on crisis hotlines. And you would make sure that families and peers were left out. Sound familiar?
There is a better way, and we’re starting to make inroads in that direction, even in the U.S. The Certified Community Behavioral Health Center (CCBHC) program was established by Congress in 2014 as a demonstration program to support a “whole-person care” approach. Beginning in 2017, eight states (Minnesota, Missouri, Nevada, New Jersey, New York, Oklahoma, Oregon, Pennsylvania) received funding for sixty-six clinics that would create a Health Home for anyone with mental illness or substance abuse regardless of ability to pay. The central theme for these clinics was coordination: linking mental health and substance use disorder care with primary-care clinics and other services. There are so many good things about this CCBHC initiative, it’s difficult not to feel optimism. In contrast to the original community mental health centers, CCBHCs have taken on crisis services, home visits, training of peers, and outreach to homes, schools, and jails. They commit to training a new workforce, engaging peers and families, and improving crisis services.
For people running these programs, one critical innovation has been “prospective payment.” Instead of being reimbursed for services by the time spent, CCBHCs are paid for the populations they serve. If a clinic is responsible for a population of 2,000 people with SMI, 3,000 with addiction, and 10,000 with other mental health or substance use disorder problems, the government prospectively pays to support “whole-person care” for this population. The clinic then invests in the kinds of programs that might preempt a crisis, like the examples discussed in this chapter. Prospective payment incentivizes the clinics to be proactive and creative, moving upstream from the expensive crisis-driven care.
Larry Smith, who has spent the past twenty-five years at the Grand Lake Mental Health Center in northern Oklahoma, saw the impact of the CCBHC model. Grand Lake provides mental health care across twelve counties in rural Oklahoma, serving 480,000 people spread over 10,000 square miles. Access was always a challenge, but when the only inpatient service shut down in 2012, Larry had to find a way to provide services without flooding the emergency room or sending acutely ill people out of state. He started to integrate mental health with primary care and hire nurses for home visits. Then Oklahoma qualified as a CCBHC state in 2017, and Larry says his job became “really interesting.” As Larry tells me now, he finally could do the things, often simple things, that he knew would provide better care at lower costs. For instance, he put an iPad with telehealth software into every police cruiser so that his staff could join every crisis response call, anytime, anywhere in the twelve counties. The iPad software included a button for the police officer to seek support as well. “Before prospective payment, no one would have paid for us to help the police with crisis calls. Now we can reduce our emergency room costs and we’ve reduced our inpatient needs by ninety-five percent.”
The Oklahoma experience has been shared across the eight states from the initial demonstration project. CCBHCs reduced the wait times for evaluation and treatment, improved training and staffing, and cut emergency room visits and inpatient stays. Initial results were so promising that Congress enlarged the program to allow clinics in other states to receive funding. By 2021, 340 clinics in 40 states received CCBHC status, although not all used the prospective payment authority of the original demonstration project. And the federal stimulus package enacted at the end of 2020 included an extra $850 million for the CCBHC program as part of a $4.25 billion new investment in mental health. The mental health money was such a tiny fraction of the overall $900 billion stimulus it was virtually undetected by the media, but this new money for the CCBHCs and other projects (including the CSC and Health Home initiatives) represented the largest federal investment in mental health care since the 1963 Community Mental Health Act. Indeed, the CCBHC program can be thought of as community care 2.0, a federal funding program based on the original concept of care in the community but informed by fifty years of experience.
In health care policy circles, we talk a lot about the triple aims: enhancing the experience of care, improving outcomes, and reducing costs. Usually when you face three goals, you have to pick two. The lessons from the examples in this chapter are that we can actually get all three if we keep it simple, focusing on better engagement and integration of care. Peers and grandparents help. Nurses help. And giving agency to patients and families is essential. The CCBHC program promises to narrow the gap between what we know and what we do.
Can we find other ways to do better and achieve that triple aim? The technology revolution, perhaps surprisingly, suggests that yes, we can.
10.
INNOVATION
The rise of machines has to be accompanied by heightened humaneness—with more time together, compassion, and tenderness—to make the “care” in healthcare real. To restore and promote care.
—ERIC TOPOL, Deep Medicine
Ever since joining Google as a product manager, Stephen had been on a quest for the “quantified self.” Silicon Valley by 2016 already had a nascent quantified-self movement formed by people, mostly software engineers, who embraced every new consumer product that allowed them to monitor their behavior and biology. They had some nerdy names for this movement: lifelogging, body hacking, or my personal favorite (borrowing from genomics), narcissomics. They found a steady stream of tools for measuring or monitoring: DNA sequencing—check, meditation with EEG—check, Fitbit—check, latest Apple watch—check.
Stephen had gone further than most. He had a sensor on his mattress to measure sleep. He wrote a simple program to combine his GPS coordinates and step counts to estimate what he called “behavioral entropy.” And at the end of each month, he used a Chrome application called Takeout to collect all of his online data from searches, emails, and social media posts—he called this his “digital exhaust”—to analyze. He would compare his outgoing and inbound texts and emails to measure his “social connectedness.” He even tried a semantic analysis of his texts and emails, using open-source tools for natural language processing.
Stephen admitted that this might appear to be an exercise in narcissism. “Most people monitor their weight, but they ignore all this stuff that is much more interesting. I’m just trying to monitor changes that might really matter. I’m building a dashboard for my mind.”
Stephen has bipolar disorder. He has survived episodes of mania when his thoughts raced in Technicolor, he worked and partied without sleep, and he recklessly drained his bank account. And then there were weeks of depression when he could not get out of bed and the roof brain chatter of his mind simply ground to a halt. That roller coaster rocked his twenties. Now nearing thirty, he had found some semblance of balance with medication and meditation. He felt completely at home at Google, where he worked on health projects. His colleagues respected his passion for design and he began to discover that the creativity he had associated with his manic periods could still be accessed, albeit in a more controlled and less dramatic fashion. As he became comfortable with colleagues at work, he began to share more of his experiences with bipolar illness. He was surprised to find that many of his colleagues had similar struggles. And opening up to them gave him more confidence to be more creative as well.
Keeping his life on track required a sensitive dashboard to monitor his mental health. Hence, the quantified self. Not every measure mattered. Stephen had not found anything actionable from his DNA sequence or EEG tracings, but his activity and sleep records showed cycles that he believed were mild forms of his bipolar rhythm, which he called “leitmotifs.” And that digital exhaust proved surprisingly revealing. There was a lot more online activity overlapping with reduced sleep and increased physical activity. But even more interesting, the language analysis exposed consistent changes in emotional tone or sentiment. During days and weeks of mild depression, scores for sadness and helplessness went up. Pronouns shifted to “I words”—first person singular. His verbs tended to be in the past tense. And the number of words overall were about half of what he saw during the days and weeks tending toward mania.
Stephen was not always sure what to do with the mountain of data he collected. He titrated his medication and talked with his therapist about all of this. He complained that these data were always retrospective. Looking at the digital exhaust is “like driving by looking in my rearview mirror.” Nevertheless, this dashboard offered him a sense of control. During the years when his mood swings seemed to drag him from peak to valley and back, he never felt like the captain of his own mind and in fact never felt he could trust himself. Were good days the beginning of a manic streak? Was the sadness after a disappointment at work reasonable or was this depression talking? The dashboard was an attempt to take back the controls, to provide some guardrails that might keep his mind from running amok.
• • •
What Stephen was building for his bipolar brain might be an early version of the dashboard that could revolutionize mental health care. Remember the argument that progress is handicapped not so much by lack of access but by lack of quality? And improving quality requires feedback. Feedback requires measurement. In the realm of mental health, the feedback we are seeking, as Stephen was, is an objective measure of how we feel, think, and behave.
There are no biomarkers, indeed no validated objective measurement tools, for people with mental illness, as there are for those with diabetes and heart disease. But technology offers innovative tools for measurement and for treatment based on measurement. Beyond that, technology could ultimately offer us a range of digital interventions and improved care management, or smart tools to solve some of our greatest challenges, such as the problems of access, quality, and precision we visited earlier in this book. Indeed, technology may be most useful when the challenge is connecting the dots. A Silicon Valley entrepreneur once explained that if you want to know where to innovate, you should look for duct tape: services that are inefficient, poorly integrated, and not consumer friendly, held together by expensive, obsolete fixes. When I first heard this, I thought immediately about mental health care.
Thinking that innovation could redesign mental health, I moved from the NIMH to Silicon Valley in late 2015. Initially, I led the mental health team for Verily, the health company that was spinning out from Google in 2015; then at Mindstrong Health, a company designing the kind of dashboard that Stephen imagined; and later at Humanest Care, a consumer-driven mental health start-up creating online stepped care. My journey through these three very different companies was alternately inspiring and maddening. Inspiring because some very bright minds are now working on mental health innovation, and with modern data science they have unprecedented traction to improve care. Maddening because the innovation and the investment are still not solving the public health problem. Many digital mental health companies, founded by software engineers, are developing financially successful companies that match patients to therapists or provide online meditation apps, but so far there is little innovation that is reducing death and disability for people with SMI. And the early days of this field are dogged by issues of privacy, data control, and rigor. We have a long road ahead. That said, Stephen’s measurement quest and the spirit behind it could lead to something groundbreaking. Technology could be the key to democratizing care as well as measurement. And it all starts with language.
• • •
Language is, of course, the primary tool for assessing how someone feels and how they think. Between listening to the words and the voice and observing facial expressions and behavior, clinicians have for generations assessed mood or psychosis or risk for violence. The process is subjective, improving through trial and error, and often requiring years of experience to master. After all, the essence of mental illness is the gap between subjective and objective realities. The delusions of psychosis, the hopelessness of depression, the panic of PTSD are profound subjective experiences that are not matched by an interpersonal objective reality. Master clinicians are expert at translating between these two realms of experience, measuring the gap and monitoring change with precision. What if technology can help us measure these key indicators, thereby solving the problems of both subjectivity and quality?
Natural language processing (NLP) studies the structure of language with the tools of data science. The roots of this field trace back to the birth of the computer age. In 1950, Alan Turing, generally considered the father or grandfather of the computer revolution, proposed the Turing Test as a criterion for a machine intelligence: a machine that could analyze and generate language that would appear convincingly conversational, or a source of natural language. One of the most famous early attempts to pass the Turing Test came in the mid-1960s from ELIZA, a computer program written by Jacob Weizenbaum at MIT to simulate a therapy session with renowned psychologist Carl Rogers, at the time considered one of America’s best therapists. Rogerian therapy, also known as person-centered therapy, consisted largely of reflecting back to the patient, as a question, whatever the patient said as a statement. Patient, “I feel so sad.” ELIZA, “Why do you feel so sad?” Patient, “Well, no one likes me.” ELIZA, “Why do you feel no one likes you?” In the early days of the computer age, ELIZA was heralded as a brave new world that would replace therapists with robots. Of course, the Rogerian therapist, with this obnoxious reflexive response, was hardly better than a robot and certainly an easy form of “natural language” to automate. The early years of NLP were largely about writing simple linguistic rules for computers to follow: repeat nouns and verbs, invert statements into questions, convert pronouns.
The real mastery of the Turing Test had to await breakthroughs in computing power. As microprocessors doubled computing power every couple of years from the days of ELIZA, and as vast amounts of language data became available on the web, a very powerful science developed at the intersection of linguistics and artificial intelligence. Computers could not only learn rules but detect rules in language and use that knowledge to create complex algorithms for meeting the Turing Test—analyzing and generating natural language. Today we see applications for natural language processing in speech recognition, conversion of text to speech, digital voice assistants, and in the automated corrections baked into word-processing programs.
Because language is our primary means for assessing how someone feels and how they think, NLP can solve some long-standing problems in mental health. For instance, a psychological construct like thought disorder, the very basis of psychosis, is actually many different aberrations of thought, including grandiosity, incoherence, paranoia, and delusions, each of which can be measured in text or speech by comparison with vast databases of language. As one example, NLP can define semantic coherence by the likelihood that any two words would be found adjacent to each other. The word dog might be expected next to bone or house or cat and would be found less frequently next to television or seminary or giraffe. NLP measures semantic coherence in a string of text or during an interview. Uncommon associations are the basis of poetry but also the essence of incoherence, what clinicians call disorganized thinking, when someone becomes psychotic.
Stephen discovered an interesting second application of NLP. During depression, pronouns shift from second and third person to first person singular. Freud described the narcissism in melancholia (a classic term for depression), but never noticed the change in pronouns. NLP demonstrates this shift by quantifying the pronouns as “I words.” Adding the “I word” score to the emotional valence of words in the text can provide a score for sentiment, a measure of mood. In addition to features like coherence and sentiment, the rate and volume of speech can be measured. Both increase during mania and decrease with depression, as Stephen saw with the amount of content in his online data. Although Stephen was analyzing his texts weeks later, all of these attributes can be assessed and integrated in real time to provide immediate, objective, quantitative readouts of mood.
Is there any real value to an objective measure when something like mood is fundamentally a subjective experience? One answer, argued by Stephen, is that objective measures can detect subtle changes before they are identifiable subjectively, in the same way that modest changes in blood sugar or blood pressure can be important physiologically even before they cause symptoms. While we are just appreciating the power of this approach for detecting mood and psychosis, subtle changes in language have long been used to predict early stages of dementia.
My first awareness of the potential for NLP came from a study of Iris Murdoch, one of the most celebrated British writers of the postwar era. After receiving the Booker Prize and rave reviews for a spate of novels through the 1970s and 1980s, her final novel, Jackson’s Dilemma, published in 1995, was considered disappointing by reviewers. A year later she was diagnosed with Alzheimer’s disease, a diagnosis that was confirmed three years later postmortem. I was intrigued by a paper in 2005 that compared the language in Jackson’s Dilemma to Murdoch’s earlier work. Long before she was diagnosed clinically with Alzheimer’s and possibly before she was fully aware of a change, a computer analysis of the text revealed a reduction in lexical diversity in Jackson’s Dilemma. Relative to her earlier work, this final novel had fewer unique words and fewer new words were introduced in the text after the first few pages. No doubt reviewers were sensing a change, but it was the computer analysis of the text that identified the problem, even before a clinical syndrome was manifest.
In 2005, linguistic analysis was a research tool. Today it is an open-source tool available to anyone with an internet connection. Consider the Linguistic Inquiry Word Count (LIWC) engine developed at University of Texas at Austin. You can input any text into this engine, from Moby-Dick to a Donald Trump speech, and with the push of a button receive an analysis of the language within. Let’s try this with two paragraphs of the same length from Terri Cheney’s book about her bipolar disorder, Modern Madness. As she is preparing to give a major presentation at a professional meeting, she slips into mania:
Ten days before the conference, I finally overcame my deeply engrained habit of procrastination and buckled down to research. The first night, I worked until midnight. The next night, until 2 AM. The next until 4 AM, and then I just stopped sleeping. I didn’t worry this would make me manic. I felt fine. Better than fine—I felt fabulous. Thoughts bloomed like roses. I simply had to reach out and pluck them.
And from her journal during a prior depressive episode:
I’m writing this from the very depths. From the ragged hole at the heart of hell. I’ve been depressed for an eternity now, or at least several weeks, and there is no glimmer of hope on the horizon. There never is, when it’s this bad. When I woke up this morning, the pain was worse. I didn’t think that was possible. Dante said there were only nine circles of hell. Clearly, Dante was wrong.
What does the LIWC engine see in these brief snippets? The engine has two kinds of scores: a word count as a percentage of total words and a summary variable that considers semantic content more broadly, with ranges from 0 to 100. The manic episode scores: positive emotion (percentage of total words) = 5.6 percent; negative emotion (percentage of total words) = 1.4 percent; and as a summary variable emotional tone (upbeat and positive) = 92.8 out of 100. The depressive episode scores: positive emotion = 1.4 percent, negative emotion = 9.5 percent, and as a summary variable emotional tone (upbeat and positive) = 1.0 out of 100. For each of these and many other variables, there are normative standards based on thousands of samples of different kinds of text (professional, personal, etc.).
True, the LIWC is probably not telling us anything we would not know from reading Terri Cheney’s text. But, as Stephen discovered from analyzing his digital exhaust, with text provided from the same person over time, small differences, differences that might be missed by a therapist, become readily apparent. With NLP, clinical impressions can become objective scores and clinical change can be assessed precisely.
Stephen used his record of email and texts and searches as a kind of accidental journal. He was able to see patterns as he said, “in the rearview mirror.” Is there a way to capture speech and voice and texts in real time? Could the same approach be a digital smoke alarm for an emerging mental health crisis?
To get real-time measurement, we need a device used in real time. The smartphone, which of course is ubiquitous and collects data continually, seems built for the task. These small computers yield an unprecedented picture of how we think, feel, and behave; and they could be incredibly useful tools in digital phenotyping. Phenotyping means mapping function, as opposed to genotyping, which is mapping genetic sequence. The concept is simple. With phones or wearables we can get deep information about how we are functioning. These devices can capture speech and voice with NLP tools embedded to give real-time scores for features like sentiment or coherence or velocity. The sensors on the phone indicate activity and location, providing estimates of sleep and vigor. Comparing outgoing to incoming calls or texts reveals a rough impression of social connectivity, which changes with depression, mania, or psychosis.
Digital phenotyping allows this objective measure to happen in the context of a person’s lived experience, reflecting how they function in their world, not in a clinic. Signals from a new mother struggling with depression may look quite different during a 3:00 a.m. feeding compared to what she reports to her clinician the next day. We have already discussed how most people with a mental illness do not seek help, and those who do seek help usually arrive after considerable delay. For populations at risk, such as postpartum women or victims of trauma, could digital phenotyping signal the transition from risk to the need for care? For people already in treatment, could digital phenotyping provide early signals of relapse or recovery?
In 2016, when digital phenotyping was first used, the idea of collecting data passively from smartphones seemed naively innocent. Then came a series of egregious violations of privacy by tech companies that suddenly made digital phenotyping look like surveillance. While tech surveillance had been going on at least since 2012, the story did not become public until years later. We now know that for one week in January 2012, Facebook manipulated what almost 700,000 users saw when they logged into its news service. Some people were shown content with a preponderance of happy and positive words; some were shown content that was sadder than average. No user gave consent for this experiment and no one was informed. When the week was over, Facebook analyzed whether these manipulated users were more likely to post either especially positive or negative words themselves, an effect called emotional contagion. In fact, the emotional contagion effects were modest, but perhaps most consequential for this study was the discovery that both positive and negative emotions drove more traffic on Facebook, foreshadowing the click-driven polarization of this and other social media sites.
When Cambridge Analytica, the political firm hired by Donald Trump’s 2016 campaign committee, gained access to private data on 50 million Facebook users to influence their voting, Facebook had a full-blown scandal. But it wasn’t just Facebook. By 2018, several tech companies were found to have trafficked in user data—if not violating the law, unequivocally violating public trust. For instance, Google’s Project Nightingale had captured data from millions of medical records without consent. An article in The Atlantic headlined this story “Google’s Totally Creepy, Totally Legal Health-Data Harvesting.” Users began to understand that they were not just consumers—they were also the consumed. Tech companies were monetizing social media data, search data, online purchase data, and yes, potentially health data to generate billions in advertising revenue. The social psychologist Shoshana Zuboff referred to this use of consumer data as “surveillance capitalism.” Others focused on the manipulation of users to addict them to their sites. And the public, which had hailed these companies as disruptors, now saw tech companies as evil empires, manipulating elections, addicting our children, and potentially knowing more about us than we know about ourselves.
Suddenly the fine line between monitoring mood on a smartphone and surveillance was barely visible. Sure, this approach had been used only with consenting research volunteers or individuals like Stephen, who were monitoring themselves, but once the method to monitor mood or thinking had been perfected, what would prevent its use in populations without consent? Could smartphone surveillance become an organ of social control? If that seems far-fetched, witness the social credit scores used in China to determine if someone can get a passport or a promotion. And if that seems like it could never happen here, compare your search results or your news feed to someone from a different demographic. That moment when companies know more about us than we know about ourselves? That might have been a decade ago.
These risks are real. But the potential benefits are real, too. People with mental illness deserve the same kinds of biomarkers we have for diabetes or heart disease. If digital phenotyping offers an objective continuous approach to measuring recovery or relapse, this could give patients, families, and clinicians a life-changing tool for managing mental illness. The challenge will be to demonstrate that it actually gives actionable and reliable signals on the one hand, and that it can be used responsibly and ethically on the other.
Is there a way to ensure public trust? Can we protect the privacy of this deeply personal information? Ideally people should own their data, deciding how and when it will be shared. Many of the critical analyses for mental health could be done in the phone, so that data never leave unless the owner decides to share. But these are early days with much to figure out. Beyond consent and privacy, there is currently no regulatory framework for ensuring quality or compliance with best practices. In fact, there are no best practices. And no doubt, as this field develops, there will be an array of unintended consequences, as we have seen with every new technology. The question is whether early missteps will preclude progress for mental health.
Engagement
Stephen was using digital phenotyping as a kind of smoke alarm for his bipolar disorder. What about technology to put out the fire? As we’ve seen already, one of the biggest barriers to solving the mental health crisis is engagement: most people with a mental illness—60 percent is a rough estimate—are not receiving care.
The numbers would suggest that many of the missing 60 percent of people who are not in treatment and could benefit from care are seeking help, but not in the health care system. They are connecting on social media. The Reddit depression community consistently reports nearly 600,000 users, all connecting because “nobody should be alone in a dark place.” Facebook, Instagram, YouTube, and TikTok may have aimed for positive posts or entertaining videos, but they grapple with millions of people in despair, including many who are suicidal. Companies with voice assistance technology, like Apple’s Siri and Amazon’s Echo, have found that their devices are capturing the last words before a suicide. And Google’s search has been used to get information about how to tie a noose or lethal doses of common medicines, while YouTube has been a vehicle for streaming suicides.
There have been some gestures in the right direction from the tech world. In 2018, Facebook launched a companywide effort to detect and manage suicidal risk. “In the last year, we’ve helped first responders quickly reach around 3,500 people globally who needed help,” Mark Zuckerberg wrote in a 2018 post about the efforts. Pinterest worked with psychiatrists at Stanford in 2019 to include “micro-therapeutic” content, such as messages of hope and reassurance in specific posts. The trust and safety teams at these various companies hired experts in artificial intelligence to detect individuals at risk, but other than pop-up referrals to online or offline crisis services, the social media empire did not take on the mental health crisis.
Have we missed an opportunity? While these social media sites have increasingly become a haven for doomscrolling, privacy hacking, and toxic positivity, could they also be a gateway for care? After all, social media sites are where people are connecting, sometimes nurturing the bonds with friends and family, sometimes severing those bonds with hostile posts. Could these sites be more helpful? Could they give users something that would reduce rather than increase mental distress?
Before we answer these questions, we should address a more basic question. What do people with mental distress in fact want? Why are they drawn to social media sites in the first place? The advocacy group Mental Health America tried to answer this question for five million people who filled out screening tests on their website. For those who screened positive for a mental illness, they followed up with a quick questionnaire that basically asked, “What do you want for this problem?” The top two answers: “credible information” and “a chance to connect to someone like me.” Therapy and medication were far down the list.
Although social media could be useful for providing information and connecting people, these sites are unfortunately not consistently the purveyors of credible health information, and too often they are the place where people present their idealized version of themselves—not a safe place to be vulnerable and authentic. But there are sites that provide convenient connection to online anonymous peers; some even use “listeners” as the core of their service. Listeners are people who may have joined to get help but are trained with basic skills to give help through empathic psychological support. Done well, think Facebook married to AA, this approach could be an answer to the engagement challenge. Especially for Gen Z, getting information and connecting with a peer could begin to close that 60 percent gap between need and care.
We have already seen the value of peers for improving engagement, whether through the Friendship Bench or a community mental health center. What makes online peer support especially interesting from the quality perspective is that unlike the treatments that occur behind closed doors, online support can be transparent, with precise monitoring of time to response, content of response, and impact of response. Users rate their listeners and their therapists. Content moderators oversee the results daily to guard against trolls and bad behavior. In fact, as we will see below, quality improvement may be one of the true virtues of online care.
Webside Manner
Online peer support may help with engagement, but what about getting access to a clinical expert? The access problem is simple to define: people decide to seek care, but they may have difficulty finding someone to provide it. And it is relatively simple to solve with telepsychiatry. Using technology for remote treatment has been around for decades. There are three basic forms of telepsychiatry: online video, text-based, or phone-based versions of traditional face-to-face therapy; asynchronous text-based treatment with a provider; and tech-enabled treatments that either use a chatbot as a therapist or are self-delivered based on a manualized approach to psychotherapy.
Given the lack of mental health expertise in much of the nation, telepsychiatry seems like an obvious solution for patients as well as their primary-care providers. Indeed, for the treatment of depression, anxiety, PTSD, and even substance use disorders, rigorous clinical trials have demonstrated that scheduled video or phone-based treatment with a provider delivering an evidence-based treatment is as effective as face-to-face therapy. For patients with comorbid medical and behavioral problems, teletherapy has been shown to reduce the costs of their medical care. And many patients find this approach to treatment more convenient and more acceptable than face-to-face appointments.
In spite of this evidence, teletherapy was not widely adopted before 2020. Covid changed that. Blue Cross Blue Shield of Massachusetts reported 200 telehealth claims in February 2020 and 38,000 telehealth claims in May of 2020. The pandemic drove this massive shift from about 5 percent to 95 percent of care delivered remotely. Patients and providers had to figure out this new technology and, for the first time, were meeting each other’s pets and families in the process. In a poignant article about the search for privacy during teletherapy, The New York Times claimed that “the toilet is the new couch.”
What we call telehealth today is really version 1.0. The use of a laptop, tablet, or phone to connect patients to providers solves the problem of distance for rural users and delivers convenience, but it does little to improve upon the current workforce or the current care system.
Telehealth 2.0 may incorporate the video and voice data from the session to give providers and patients immediate feedback and objective information. But even this version of telehealth may not scale sufficiently to meet the demand for services at a global level.
That is where the two other forms of telehealth may play a role. Asynchronous connections, where the provider responds, usually via text, within minutes or as much as twenty-four hours later, may expand the workforce, especially if the workforce can be global, allowing providers to be available 24-7. Perhaps a bigger innovation will be tech-enabled care that engages the power of technology and artificial intelligence to provide a chatbot or a live therapist empowered with rich information based on a user’s needs, clinical records, and the relevant scientific literature.
An early version of this future is Woebot, a chatbot that provides a version of cognitive behavioral therapy online. Woebot is loaded with algorithms that can elicit subjective problems and guide users, with a little bit of playfulness, through stages of therapy. Or as the bot says, “I’m here for you, twenty-four-seven. No couches, no meds, no childhood stuff. Just strategies to improve your mood. And the occasional dorky joke.” In an initial study of seventy students with moderate to severe depression and anxiety, half were randomized to the bot treatment and half were referred to an information source, essentially as a waitlist control. After two weeks, the Woebot group had interacted with the bot an average of twelve times and reported significant improvement on a self-assessment of depression, whereas no change was observed in the control group.
Perhaps the real importance of this approach is that the bot learns. With each encounter the algorithms improve, meaning that the questions posed and the treatment delivered get better. Version 2.0 or 3.0 might include deep information on users, like privately shared sensor data from a smartphone, and might deploy a range of treatment tools from mindfulness to peer support. And theoretically, there is no limit to the scale of this approach. Not only could a single online bot serve millions of users, it gets better as it scales. Will people find this approach acceptable? Not everyone, but clinicians, especially clinicians of my generation, may be surprised to discover that Generations X, Y, and Z are quite comfortable with a bot, especially a bot that can be snarky and playful while processing a rich trove of information, like social activity or sleep data, that most busy clinicians could never access.
Research at the Institute of Creative Technologies at the University of Southern California has looked specifically at the development of rapport with a virtual therapist. They created an interactive bot named Ellie, a virtual human who responds in real time to your facial emotion as well as voice quality. In a recent experiment, some volunteers were told that Ellie was purely a bot driven by algorithms and others were told that “she” was being controlled remotely by a human. Volunteers consistently disclosed more to the bot than the human, reporting that they felt the bot was less judgmental and easier to talk with.
Risks and Returns
This is undoubtedly a growing market. Since 2011, roughly a thousand new companies have received nearly $5 billion for innovation in mental health. In 2020 alone, venture capital investments in behavioral health hit $2.4 billion, more than double the 2019 investment. There are at least 100,000 apps dedicated to some aspect of behavioral health, as of this writing. Large tech companies, including Alibaba, Apple, Amazon, and Alphabet (just to name the As) are focusing on health as a new market for innovation, and at least one (Alphabet’s Verily) considers mental health as a priority.
All of this private investment in mental health is encouraging, but as noted above, there are unavoidable and as yet unresolved ethical and trust issues. The tech sector also recapitulates a problem we saw with the current brick-and-mortar world of mental health care. It is fragmented. As business models dictate product cycles and milestones, app developers have focused on simple, specific targets. But the needs of people with a mental illness are often complex. Each of the thousands of digital tools being developed tends to target a specific area of duct tape in the system: barriers to access, gaps between primary care and specialty care, lack of quality control. Each can be a part of the solution, but only if they cohere into a new operating system.
We don’t need 100,000 different apps; we need a coherent, integrated platform that works for patients and providers and, yes, is supported by payers. The platform needs to include objective, continuous measurement (digital phenotyping), a range of digital interventions (crisis response, peer support, coaching, therapy), and improved care management (coordinated care with digital dashboards, quality measures, and integration within the care system). And this needs to be a learning system in which interventions are informed by continuous measurement and measurement is embedded in care management.
Technology will not and cannot replace boots on the ground. We will need clinical experts, we will need hospitals and crisis teams, and we will need people who can listen when someone has turned off their phone or unplugged from social media. Reducing suicide or reducing morbidity will take both high tech and high touch. To the extent that new tools improve the efficiency as well as the effectiveness of care, they have a chance of adoption. Technology provides information, connection, and convenience. Most important, technology can democratize care, ensuring that those who are underserved finally get equal access to the treatments that work. But we should not assume that technology by itself will be the answer.
11.
PREVENTION
While healthcare is unquestionably important for health, it is only a small wedge in a much bigger pie—which, at the end of the day, is what truly makes the difference between health and disease.
—SANDRO GALEA, Well
Don Berwick is unquestionably the nation’s expert on health care quality, safety, and affordability. A pediatrician with degrees in medicine, public health, and government, Berwick spent two decades running a nonprofit called the Institute for Healthcare Improvement and led a landmark study of the National Health Service in the UK. In 2010, President Obama named him as administrator of the Center for Medicare and Medicaid Services (CMS). CMS, with its $1 trillion budget, has the deepest pockets of any government agency and is the most important force in U.S. health care, especially for those with mental illness.
As a nation, we spend over $3.5 trillion on health care, roughly 18 percent of the gross domestic product, increasing even before COVID-19 at a rate of 3.5 percent per year. Prior to the Affordable Care Act, Berwick famously pointed out that “even though U.S. health care expenditures are far higher than those of other developed countries, our results are no better. Despite spending on health care being nearly double of the next most costly nation, the United States ranks thirty-first on life expectancy, thirty-sixth on infant mortality. . . . As a side effect of the cost burden, the United States is the only industrialized nation that does not guarantee universal health insurance to its citizens. We claim we cannot afford it.”
Berwick lately has been talking more about health and reminding us that health care is only a small part of health. When I asked him why he pivoted from health care quality to this broader concept of health, he answered with one word: “Isaiah.” Isaiah was an African American kid who, at fifteen, developed acute lymphoblastic leukemia. Berwick treated him in the Harvard health care system, giving him the best care on earth, including a bone marrow transplant that was ultimately a cure. Over the years that Berwick was Isaiah’s physician, they became close. “I came to know Isaiah well, but it wouldn’t be quite right to call us friends—our worlds were too far apart—different galaxies. But my respect and affection for Isaiah grew and grew. His courage. His insight. His generosity.” Yet circumstances conspired against Isaiah as he faced drugs, multiple arrests, grief about family members lost to gun violence, and despair resulting from his one-day-at-a-time life. When Isaiah died eighteen years after his leukemia was cured, Berwick realized that health care was neither the problem nor the solution. As he said, recounting this story in a graduation address to the Harvard Medical School class of 2012, “Isaiah, my patient. Cured of leukemia. Killed by hopelessness.”
The WHO defines health as “a state of complete physical, mental, and social well-being, and not merely the absence of disease or infirmity.” Health care is the repair shop; health is what happens on the highway. It’s difficult to calculate, but looking at overall health outcomes, scientists estimate that health care may account for only about 10 percent of the variance in longevity or disability. Health is more about your zip code than your DNA code. Where you live, how you live, and who you live with—so-called social determinants and lifestyle factors—may account for as much as 70 percent of health outcomes. Biological factors, such as your DNA code, and chance account for the rest.
When I first heard this formulation, I rejected it immediately. After all, if health care is only 10 percent of the solution, why are we trying so hard to fix it? If this is such a minor factor, even doubling the quality would barely bend the curve for outcomes. Why bother? How can anyone claim that better treatment, better access, better quality is so unimportant? How can Berwick, the nation’s expert on access and quality, claim this? And then I thought about Isaiah. And I started to think about why improvements in care were not matched by better outcomes. How more people were getting more treatment and yet the rates of death and disability from mental illness were soaring. How could I return to Pittsfield, Massachusetts, after forty years of progress and see worse outcomes? Why were we seeing so much progress in science and so little progress in health? The answer: health care alone might explain only 10 percent of the variance in outcomes.
We can provide better care, we can improve the repair shop, but if the social determinants and lifestyle factors, the vital conditions for well-being, are deteriorating, we are not going to reduce death and disability. Sir Michael Marmot, former president of the World Medical Association and author of The Health Gap, has done more than anyone to refocus us on social and environmental factors that contribute to health, what he calls “the causes of the causes.” Like Berwick, he emphasizes the difference between health and health care. “Medical care saves lives. But it is not the lack of medical care that causes illnesses in the first place. Inequalities in health arise from inequalities in society.”
Marmot has famously described the health disparities across neighborhoods. “If you caught the Washington Metro from the southeast of downtown Washington to Montgomery County, Maryland, life expectancy rises about a year and a half for each mile traveled—a twenty-year gap between the ends of the journey.” Just for context, one of the medical miracles for prevention is the use of statins to reduce heart disease. Taking these drugs faithfully extends life by, on average, about ten days. A ten-day difference in life expectancy is covered in the first 105 feet of the Metro journey. You are not even out of the station! The point is that social and lifestyle factors accounting for twenty-year differences in life expectancy are massive determinants of health. More clinics and hospitals and medicines might help, but closing that gap ultimately requires reducing the disparities that caused the gap in the first place. The recovery model, the three Ps, changes the focus toward social determinants and inequalities. A commitment to people, place, and purpose restores what poverty, prejudice, and neglect have taken away. These interventions, which provide social support, housing, and employment, are not technically part of health care, but they are critical to health.
There was an iconic antiwar poster in the 1970s that said, “It will be a great day when our schools have all the money they need and our air force has to hold a bake sale to buy a bomber.” As a point of reference, the U.S. military budget is now far less than what we spend on health care. The taxpayer-supported federal budget for health care via Medicare and Medicaid now surpasses $1 trillion, blowing past the Pentagon’s wartime budget. Clubhouses and crisis services and supported employment programs survive on the equivalent of bake sales. We put our money in all the wrong places, bankrolling expensive and intensive care, incarcerating people with mental illness, and neglecting interventions that are social, relational, recovery focused, and, might I add, effective.
Shouldn’t we be investing in prevention? Why not move upstream and preempt the need for health care? Public health teaches us that reducing smoking, improving sanitation, and giving vaccines all improve health. Addressing social determinants like loneliness and poverty as well as lifestyle factors like nutrition and exercise are important for reducing the risk of heart disease and diabetes. What about preventing mental illness?
In the world of mental health, prevention is a loaded term. Some people see prevention as the most neglected approach; others see it as soft science with little impact. The science of prevention is not soft, but it is inevitably difficult. Unlike treatment trials of an acute illness, where success is measured by a decrease in symptoms, prevention trials are, by definition, carried out in people without a problem and success is defined by not developing a problem. Prevention trials usually take large numbers of healthy volunteers, many years of follow-up, and large effects to warrant adoption.
Despite these challenges, the tide is turning in the direction of prevention, mostly because of mounting evidence that we can identify who is at risk and that preventive interventions work. A great example is the markedly increased risk of depression during pregnancy and the postpartum period. Roughly 15 percent of women experience depression or crippling anxiety during this period. A 2019 review of fifty carefully designed studies concluded that prevention with psychological interventions reduced depression in at-risk women by 39 percent and, in some studies, by 50 percent. While a 50 percent reduction of depression might not seem historic, this reduction is comparable to the prevention of influenza with the current vaccines.
There is no vaccine for mental illness. And to be clear, prevention is a complicated mix of approaches for a range of problems and a family of risk factors. So let’s simplify. There are three versions of prevention. Primary prevention, such as a seat belt or a vaccine, reduces risk in the entire population. Secondary prevention, such as a lipid-lowering drug, is for people with a known risk factor such as high cholesterol and a family history of coronary artery disease. And tertiary prevention, such as aspirin following a heart attack, prevents an adverse outcome after onset of an illness.
Tertiary prevention is what we find today in mental health care. Keeping people on treatment to prevent another bout of depression or psychosis is a form of tertiary prevention. The Coordinated Specialty Care initiative to ensure that a young person recovering from a first episode of psychosis will not have a second episode is an ambitious example of tertiary prevention. Like aspirin after a heart attack, it requires a long-term commitment and its success is measured by something that does not happen.
Secondary prevention gets us more into the realm of health rather than health care. For secondary prevention, we need to know who is at risk. Scientists have profiles of risk for psychosis, suicide, postpartum depression, and PTSD. In some cases, they have developed risk calculators, like the calculators primary-care doctors use to predict heart disease and stroke. For all of these disorders, risk is probabilistic and dependent on several factors.
The populations most at risk are ones we often overlook. About 20,000 young people age out of the foster-care system at eighteen each year. They are at very high risk for homelessness, criminal justice involvement, and mental illness. Young LGBTQ people who have been forced from home are similarly at high risk for homelessness, depression, and suicide. We know that adverse childhood experiences are risk factors for depression, with children reporting more than four adverse events at a stunning 37-fold increased risk for a suicide attempt later in life. These high rates of risk are shocking but also useful. Knowing which populations are at risk yields the opportunity for secondary prevention, just as we provide statins for high cholesterol to preempt heart disease.
Population risk factors are clear, but individual risk is harder to define. We know that children with more adverse experiences or young people coming out of the foster-care system are at higher risk, but which individuals are at risk is less clear. Nevertheless, the overall concept of early intervention and prevention within populations makes sense. We may not understand why some prove resilient and others susceptible, but if the interventions are effective and innocuous, why not make secondary preemptive treatment the norm, as we do for heart disease and diabetes?
Of course, one could ask the same question for primary prevention. Primary prevention does not worry about individual risk. Like a vaccine, it assumes anyone could become exposed. Some of the skills learned in psychotherapy, like mindfulness, reframing, and emotional regulation, not only treat PTSD and depression but could potentially help anyone. Why not teach them to everyone? That’s the theory behind future proofing.
When it comes to mental health, America can learn a lot from Australia. And when it comes to primary prevention of mental illness, Australia is leading the way with future proofing. In 2019, the Black Dog Institute in Sydney worked with the government and the education department to begin a five-year study of 20,000 Year 8 students, virtually every student in New South Wales. Future proofing combines education about mindfulness, cognitive behavioral therapy, and emotional regulation, along with digital tools for tracking mood and anxiety. Students who manifest need are quickly engaged in care. The approach is similar to how Americans approach physical fitness in school, but here the emphasis is on mental fitness, including a recognition that mental fitness is a team sport, not just an individual challenge.
The Black Dog Institute has already demonstrated that the future proofing interventions reduce depression by over 20 percent in adolescents at risk. Helen Christensen, who runs the institute and pioneered this project, explained it to me this way. “We know this works for kids who are struggling. But really, all adolescents are struggling at some point. It comes with the territory. So why not offer this to everyone? Why not try for herd immunity against depression and suicide?”
It will be a few years before we know if future proofing will reduce suicide, depression, or anxiety in an entire generation. But I find myself wondering, What is the harm in trying this now? The interventions for mental fitness are certainly of lower risk than the contact sports we play for physical fitness. If they are not sufficient to reduce suicide, perhaps they succeed by educating the population about their emotions and the importance of mental health. Wouldn’t that be progress?
Some will argue that Year 8, when students are already teens, is twelve years too late. There are, in fact, primary prevention opportunities that start much earlier. The most studied and perhaps least appreciated is the Nurse-Family Partnership program, originally developed by David Olds in the 1970s. Olds is first and foremost a scientist, wedded to evidence and rigor. Growing up poor in a small Ohio town on Lake Erie, he had planned to go into international relations, trying to change the world by working for a relief agency. But when forced to take a part-time job in an inner-city day-care center to pay his college expenses, Olds realized he didn’t need to go around the world to relieve suffering. He ultimately earned a PhD in human development at Cornell and began working in Elmira, New York, to help poor first-time moms cope with pregnancy and motherhood. Olds was supported by NIMH for decades. I’m not sure the institute ever made a better investment.
Olds’s Nurse-Family Partnership empowers first-time low-income mothers to raise healthy children. The partnership begins when a specially trained nurse visits a newly pregnant woman to forge a two-year partnership that involves education, health care, and social support. The nurses are trained in an approach that is explicitly client centered, relational, strength based, and multidimensional. Nothing very high tech here—much of what the nurse provides was delivered by mothers and grandmothers when we had extended families living together. But the impact, proven across rigorously designed studies over four decades, is compelling: 48 percent reduction in child abuse and neglect, 56 percent reduction in ER visits for accidents and poisonings, 67 percent reduction in behavioral and intellectual problems at age six, 72 percent fewer convictions of mothers, and 82 percent increase in months employed. A 2005 RAND Corporation analysis found a net benefit to society of $34,148 (in 2003 dollars) per high-risk family served, equating to a $5.70 return for every dollar invested in Nurse-Family Partnership.
What intrigues me about this approach is not only the immediate impact on mother and baby, but the long-term benefits now emerging as those babies become adults. Two decades after the intervention began, nineteen-year-old girls (relative to girls in the control group who had not received the intervention) were less likely to be arrested (10 percent versus 30 percent), less likely to have children (11 percent versus 30 percent), and had less Medicaid use (11 percent versus 45 percent).
I asked Dr. Olds why we haven’t implemented the Nurse-Family Partnership in every community for every pregnant young woman at risk. He told me, “We are trying.” The NFP program Olds initially developed with 1,900 new moms is now in forty states with over 330,000 families served over the past two decades. South Carolina has integrated the NFP into Medicaid services, providing a model for how this program can scale.
There are some unanswered questions. The NFP model was developed with first-time mothers. Whether this will be as effective for moms with subsequent children is not clear. The original model was labor intensive. Technology might scale the NFP service, but the team is still trying to understand how best to use iPads and smartphones. And there are questions about who should be the frontline provider. Olds continues to believe that nurses are the key to success. “A lot depends on trust. Nurses are trusted.”
The Nurse-Family Partnership is ideally the first in a series of interventions that create a continuum of healthy development through the early years. Head Start, programs for parent training, the Good Behavior Game, and other school services are among the multitude of practices that improve mental health mostly through helping parents and children to establish good habits, as well as identifying problems early. There are lifestyle factors, including nutrition, exercise, and sleep, that are critical for well-being. Again, we have abundant evidence for effective programs and for the vital conditions necessary for mental health, yet there has been insufficient commitment. We know what works; we know how to move upstream to stop the crisis. But our reactions to the urgent needs—and they are urgent—keep us from preempting them.
Zero Suicides
No discussion of prevention would be complete without asking if we can reduce suicide deaths.
The Henry Ford Health System has been trying to answer that question for the past two decades. Henry Ford is a moderate-sized health care system, mostly in southeastern Michigan, comprising two hospitals and ten clinics with active behavioral health programs and serving roughly 250,000 people, of whom approximately 60 percent received behavioral health care.
As part of what they called the Perfect Depression Care program, the Ford leadership focused on eliminating suicide. The verb eliminating here was intentional. The leadership group, which called themselves the “blues busters,” realized that reducing suicide was not sufficient; only zero suicides would be an acceptable outcome.
In 1999, before launching the Perfect Depression Care initiative, the mean annual suicide rate for their mental health patients was 110.3 per 100,000. During the eleven years of the initiative, the mean annual suicide rate dropped nearly 70 percent, to 36.21 per 100,000, with zero suicides in at least one of the years of implementation. This decrease contrasted with the increasing suicide rate among non-mental health patients and among the general population of the state of Michigan.
What the Henry Ford Health System started has now evolved into the Zero Suicide Project, a national effort that involves over two hundred health systems and counties. The Zero Suicide Project recognized the need to focus on prevention, interventions, and what we now call “postvention,” the follow-up period after an attempt. It’s important to know that before their death by suicide, 83 percent of people have seen a health care provider, 29 percent have seen a behavioral health provider, and 20 percent have been in the emergency room for an episode of self-harm. Most people who kill themselves have touched the health care system but have not been targeted for prevention. The Zero Suicide strategy was indeed a strategy, not a single tweak but a broad commitment to ensure that every individual at risk would be screened, treated, and followed. Maybe most important, Zero Suicide tracked suicide attempts in a process of continuous learning.
Early indicators suggest that the Zero Suicide approach can reduce suicide substantially. Centerstone, a large behavioral health provider implementing Zero Suicide principles across the mid-West and Florida, also reported a 65 percent reduction in suicide deaths. But we should be clear that this approach is at best a guide for health care systems. It will not help people outside health care and it requires that someone be identified as high risk when they are in the system.
You might think that knowing who is suicidal would be straightforward. As with depression and other examples noted above, epidemiologists have described the populations at high risk for suicide. Three of the top risk groups could not look more different: white men over sixty-five, Native Americans, and LGBT adolescents. Each group has at least a fourfold increase in risk, which means that the risk is nearly in the range of those with mental illness. People with bipolar disorder, schizophrenia, and depression are at even higher risk. But all of these categories, while useful for describing group risk, are not helpful for detecting individual risk. The critical questions tend to be acutely individual: not only who, but how, where, and when.
The detection of individual risk is especially difficult because a surprising number of people who die by suicide deny being suicidal. Indeed, one study found that 78 percent of inpatients denied suicidal thoughts during the last verbal communication they had prior to killing themselves. Others may lack the ability to accurately assess their current or near-term risk, as suicide, especially in adolescents, can be an impulsive act.
How can we detect suicidal risk in people who deny being suicidal? Matthew Nock, a MacArthur Genius Award winner and psychologist at Harvard, has been wrestling with this problem, using tools that look at unconscious bias, known to researchers as implicit association tests, or IAT. An IAT for self-injury or suicide would show a series of pictures or words associated with death (suicide, gunshot, hanging, die, deceased, death) or life (alive, thrive, breathing, living), paired with pronouns or words related to self or other (I, myself, mine versus they, themselves, their). The task, given by computer, asks subjects to sort the word pairs into categories associated with death or life. A large series of studies have shown that suicidal patients, even those who deny intent, have faster reaction times for pairs linking self-injury or death to self.
The implicit association of death or suicide with self was linked to an approximately sixfold increase in the odds of making a suicide attempt in the next six months. The effect is so robust that Nock and his colleagues have developed a computer game to train the dissociation of this connection between self-injury or death and self. Amazingly, in three randomized controlled trials, this form of cognitive training reduces suicidal ideation.
Okay, for the sake of argument, let’s say we can identify individuals at risk through a combination of demographic factors and lab tests, as we do for predicting risk for heart attack. The Zero Suicide approach calls for a trained workforce, a suicide care-management plan, evidence-based treatments, and warm handoffs. No part of this is easy. As we have seen, training a workforce is fundamental to improving quality. For suicide, that workforce extends from first responders through emergency-room personnel to specialists. Creating a management plan, built around collaborative safety planning to remove access to lethal means of harm and ensure continued contact, is a vital part of care. Evidence-based treatments are an obvious recommendation, but there has been surprisingly little evidence about treatments specifically for suicide. The traditional belief that treatments for an underlying mental illness were sufficient have now given way to an understanding that treatment needs to focus specifically on suicidal thoughts and impulses, teaching coping skills and problem solving, as done with dialectical behavior therapy or a specific form of cognitive behavior therapy for suicide prevention. Medications have also been reported to reduce suicidal thoughts. Recently, intravenous ketamine, which could be administered in an emergency-room setting, has been proposed as a rapid intervention for reducing suicide risk. Beyond medications and therapy, providing a warm handoff is critical, since the first month after discharge from an inpatient unit or an emergency room is the highest risk period for death.
Putting these pieces together will, no doubt, save lives. We can see this already in the data from Henry Ford and Centerstone. But I suspect the key variable for driving the suicide rate closer to zero will be leadership. Lack of leadership is at the heart of our failure to reduce suicide over the past decades. For me, that problem can be summed up as lack of accountability. The tragedy of suicide is not yet anyone’s particular purview. But with accountability, we will see change. And the precedent there is not heart disease or diabetes, but automobiles.
Automobile accidents, including fatalities, were evident almost as soon as automobiles hit the road. Already in 1900, 36 automotive-related deaths had been recorded. Mortality increased throughout the twentieth century, peaking in 1972 with 55,600 deaths. This figure converts to nearly 47 deaths per 100,000 drivers, or 4.41 deaths per 100 million vehicle miles traveled. In 2019, with more cars, more people, and nearly three times the number of vehicle miles traveled, there were 36,096 deaths, roughly 12 deaths per 100,000 drivers, or 1.11 deaths per 100 million vehicle miles traveled. Measured as deaths per 100,000 people, that is nearly a 75 percent decline between 1972 and 2019. And 2019 was not such a good year. The U.S. fatality rates have been trending up since 2011, when 32,479 people died in traffic accidents.
How did we reduce traffic fatalities by more than 50 percent even though more people were driving more cars on more roads? There were improvements in cars, like seat belts (1968) and airbags (1998), as well as improvements in roadways and traffic policies. Enhanced enforcement of laws against driving under the influence increased markedly in the 1980s and 1990s, mainly through the advocacy of groups like Mothers Against Drunk Driving. Most important, traffic safety became a public priority, with many towns posting the number of local traffic fatalities, departments of transportation safety creating standards, and people accountable for ensuring that fewer people died on the road. Having someone who was responsible, someone who was fired when the job was not done, was critical.
Are there solutions like seat belts and road improvements for suicide? There are some more mechanical guardrails that could help. Suicide barriers are one necessary change. Nearly 1,700 people have jumped from the Golden Gate Bridge since it opened in 1937. In spite of heavy police presence and signs for suicide hotlines, at least twenty-six people jumped in 2019. The debate about constructing a net under the bridge has been raging since the 1970s. Finally, there are plans and funds for a suicide barrier to be completed, but in late 2019 the plans were delayed again, with completion not expected before 2023. Additionally, each year there are 735 suicides from motor vehicle carbon monoxide poisoning. Carbon monoxide detectors with alarms are already mandated for new-home construction in thirty-two states. Carbon monoxide detectors attached to a car’s ignition with a shutoff valve are neither mandated nor a standard feature in any new automobile. This simple, inexpensive addition could remove carbon monoxide as a means for suicide, saving hundreds of lives each year.
One cannot address suicide prevention without considering the role of firearms, especially handguns. Over half of suicide deaths are related to a firearm. Any family purchasing a firearm for protection should do the math. Each year, firearms are used in about 25,000 suicides and nearly 14,000 homicides. Statistically, then, that gun purchased for protection is nearly 80 percent more likely to be used by a family member to end their own life than used against someone else. The county suicide rate in this country maps remarkably well onto the county rate of gun ownership. We know that reducing access to means is the core of suicide prevention. With more guns than people in this country, and a culture than equates gun ownership with civil liberties, reducing suicide could prove especially difficult.
Nevertheless, when we get serious about suicide the way we got serious about traffic safety, I believe there will be many prevention opportunities. Even postvention, ensuring that people who have made an attempt do not make another attempt, will bring down the mortality rate. Change will take advocacy, access to current data (like posting the number of traffic deaths), and accountability. No one keeps track of the suicide numbers on a daily or weekly basis and no one gets fired when the number stays high, because there is no sheriff or traffic safety officer equivalent for suicide.
Suicide results in 123 deaths every day, more than the number of traffic fatalities. Like traffic fatalities in 1972, this feels too complex to tackle. But we have cut traffic fatalities in half; we have reduced homicides by nearly as much. We can do the same for suicide as soon as we make suicide prevention a public priority with a commitment to accountability. That is the essence of leadership for suicide prevention.
Prevention—primary, secondary, tertiary—will unquestionably influence the social determinants and lifestyle factors that Don Berwick reminds us are critical for better health. But we should not be cavalier about the challenge. Systemic racism, poverty, and social disconnection are all part of this mountain of woe. Future proofing, the Nurse-Family Partnership, and a host of other interventions can help, but are they enough? When Berwick shifts the focus to health and Marmot points to the “causes of the causes,” they are reminding us that we need to take an even broader perspective than treatment and prevention. Healing calls for systemic change.
12.
HEALING
Of all the forms of inequality, injustice in health is the most shocking and the most inhuman because it often results in physical death.
— MARTIN LUTHER KING JR. speech to the Medical Committee for Human Rights in Chicago, March 25, 1966
This book began with a question. Why, with more people getting more treatment, are the outcomes worse for people with mental illness in America? The first part of the book described the worsening outcomes as a crisis of care, while looking at the treatments we have that work. The second part showed us the impediments to resolving this crisis, while investigating other solutions that exist already. We have treatments that work, and with technology and science these treatments are getting better. So the original question can be rephrased: Why with more people getting treated and better treatments available are we in the middle of a mental health crisis, with rising death and disability?
As we have seen, there are several answers. First, most people who would and should benefit from treatment are not receiving care. This lack of engagement can be attributed to at least three issues: negative attitudes toward treatment, lack of access, and the nature of mental illness, which too often precludes seeking help. Second, when people receive care, they are either in a crisis leading to hospitalization or incarceration or they are getting a prescription from a primary-care provider. This is the quality chasm: that gap between what we know helps and what happens in practice. The “sick-care system” is fragmented, reactive, and not focused on outcomes. The workforce is not trained to deliver the treatments with a strong base of evidence. There is little continuity or coordination of care. When we ask why outcomes are worse when more people are getting care, we need to remember that it is not just the quantity of care but the quality of care that matters.
The previous chapter provides a different answer. It’s not just lack of engagement in the care system or the quality of care. Outcomes are worse because of the world outside of health care. It’s our housing crisis, our poverty crisis, our racial crisis, our increasing social disparities that weigh heaviest on those with the greatest needs. As Paul Farmer has said, “This growing outcome gap is related to the growing income gap.”
People with mental illness are more likely to be incarcerated, homeless, destitute, because they are the most vulnerable in a world that no longer has a social safety net. It may be tempting to point fingers at clinicians or to blame those who toil in the trenches. But in reality, they are more like the field biologists reporting on the effects of climate change. They grapple with the results, but they are not the cause of the problem.
Is the solution spending more on health care or is it investing in recovery and prevention? Should we be training more clinicians or focusing on equity? If we define the problem as racial injustice, does this get us to better access and better quality of care? And conversely, if we double down on more treatment, will we change outcomes? We need to sort out these answers if we are going to heal the mental health crisis.
My hope for our country, after all I have seen over forty-five years in the field, is to redefine mental health care to include recovery and prevention. To borrow a phrase from Don Berwick, we need to begin talking about the “moral determinants of health.” In some ways, this is a return to 1963, the last time there was a national reckoning with a mental health crisis. But in other ways, this is informed by 2020, when the nation faced a pandemic and had to move quickly to overcome a lack of preparedness. We learned that leadership matters, that implementation and execution are as important as research and development, that we are a nation with deep disparities, and that public health affects us all.
Mental health has become a measure of the soul of our nation. The most visible signs that this soul was ailing—homelessness, mass incarceration, deaths of despair—were evident before the pandemic. As we have seen, all of these were driven by the mental health crisis. It was the hidden epidemic before the viral pandemic. The apocalypse of 2020 helped us to see what Michael Marmot calls “the causes of the causes.”
To understand the causes of the causes, one need look no further than how this nation fails to support families and children. The U.S., with the most expensive health care system in the world, ranks number 63 in maternal mortality, dead last among wealthy countries. In UNICEF’s annual report card of forty-one OECD and EU countries on aspects of child well-being, the U.S. has ranked in the lowest tier. In the 2020 report, the U.S. continues to rank number 41 in social policies that support child well-being and number 32 in overall mental well-being for children and adolescents. The U.S. is nearly unique (save for Surinam and Papua New Guinea) in failing to support parental leave. And the U.S. has uniquely failed to ratify the UN’s Convention on the Rights of the Child, the most widely adopted human rights document in history, which has now been ratified by 189 nations.
• • •
Nothing about healing our mental health crisis will be simple. We will still need the sick-care system we have today. The crisis-based, acute care, brick-and-mortar system needs to be improved, but we can’t forsake the acute medical apparatus for mental illness any more than we would reject acute care for a broken leg. That said, we need to do acute care far better. Crisis response would be a mental health mobile van with a nurse, a social worker, and a peer—not a medical-surgical ambulance or a police cruiser. Acute needs that could not be addressed at home would lead to a psychiatric emergency room and then, potentially, a crisis residential facility. We will need hospital beds for those who cannot be stabilized in a community setting. And for some, hospitalization could be weeks rather than days.
Sick care for those who do not need crisis stabilization involves a comprehensive approach, combining medication and psychotherapy with a provider fully trained in evidence-based treatments. As with coordinated specialty care, treatments are “person centered,” meaning that the patient has agency in the choice of care and families are part of the treatment team. I am hopeful that science will give us the precision-medicine approach to diagnosis that will improve the selection of treatments. And the use of technology for measuring outcomes should continue to improve the treatments—both medical and psychological—that can improve acute care.
Mental health care must be part of overall care. For me, that means three critical changes. First, people with SMI will get medical care that ensures a normal life expectancy. Second, we will measure outcomes in mental health care just as we measure outcomes after a broken leg or a diabetic crisis, and those outcomes will be shared. Data will be integrated across mental health, substance abuse, and primary care, and available to patients and, when appropriate, families. And third, mental health care will be reimbursed from either public or private insurance on par with other forms of acute medical care.
Preserving and improving acute care is foundational. On top of this foundation is recovery-oriented rehabilitative care. Following a broken leg, every patient goes to rehab. This is where the shift from sick care to health care breaks down for someone with psychosis or depression. Recovery requires that ongoing care focusing on the three Ps be part of the package. Every individual can receive social connection, housing, and educational or employment support. We have already seen what these interventions look like. Social connection can be via peer support or clubhouses or online communities. Housing can be congregate or individual, supportive or merely subsidized, or family based, with teams that provide in-home care. And educational or employment support are critical for restoring a sense of purpose and relevance.
Who pays for these rehabilitative services? For the physical rehabilitation after a broken leg, there is little question that health insurance picks up the bill. But somehow these equally important interventions for recovery from a mental illness have ended up as optional services, usually not covered. That is beginning to change as insurance shifts from volume based—where providers are reimbursed by the time spent or the procedures done—to value based—where payment is based on outcomes. In this reimagined system, not only will reimbursement be value based, but the outcomes of interest will be those that matter to patients and families, namely recovery outcomes. When reimbursement is based on social connection, safe housing, and a return to work or school, we will move from a sick-care system to a health care system for people with mental illness.
There is one more tier for healing beyond acute care and rehabilitation. We need a focus on prevention and preemption. Science may not give us perfect tools for predicting individual risk, because no one can predict the unexpected loss of a child or a traumatic assault; but already we know enough to reduce anxiety and depression, and recent research shows that we can reduce disability by early and comprehensive treatment for psychosis. As we have seen, support for new parents, school programs teaching resilience, and programs to reduce suicide are effective, sometimes as effective as current vaccines for infectious diseases. Yet prevention, unlike vaccination, is not part of mental health care. Even with compelling evidence of efficacy, most of these programs remain demonstration projects.
How does prevention scale? Who pays for suicide prevention programs? Is the Nurse-Family Partnership a form of health care that should be paid for by insurance? Is a school mindfulness class part of health care? In a world where reimbursement is value-based, these programs might be worth the investment, since prevention costs much less than acute treatment. But insurance is focused on individuals and their risk, not populations and their needs. For prevention, we need government commitments to population health.
Getting government to support prevention and rehabilitative services is critical. And it has been critically difficult. There are massive political lobbies for pharmaceuticals and hospitals and prisons, but historically no comparable group for mental health. People with mental illness are struggling to get acute care, and their families are usually too overwhelmed and sometimes too ashamed to speak out. There are advocacy groups, like NAMI and Mental Health America, but their focus is understandably on acute care, including parity enforcement. Until recently, there was no one to fight for prevention and recovery services. And yet, without those services, we were perpetually scrambling to meet acute needs and never got ahead of the crisis.
The good news is that we have already started down this path. The Certified Community Behavioral Health Center (CCBHC) program, described in chapter 9, pays for value, not volume, in many states and focuses on care coordination and rehabilitative services for populations. We still need evidence that the three Ps have increased in populations served by the CCBHCs, but I am optimistic. And with the stimulus package funded at the end of 2020, Congress appropriated an additional $850 million for this program, extending it to more states and paving a path forward for solving the crisis of care.
But realistically, it’s going to take more than a piece of legislation or extra funding to create the healing we need. As Dr. Marmot reminds us, it’s not just the care system that needs to be fixed. Addressing the social determinants that feed this crisis of care will require something more. As with the fight for civil rights or climate change, it’s going to take a movement. Families need to be the core of that effort. Movements begin with education, with building awareness. We need to recognize that we are deep in a crisis of care, made worse by a pandemic of loss and by the social inequities that have increased during the pandemic. We need to reframe this crisis as more than a medical challenge. It is a social justice issue. The increasing deaths of despair and the mass incarceration and disenfranchisement of people with mental illness demonstrate that we are in the Jim Crow phase of America’s embrace of mental health. Separate and unequal.
Our grandchildren will no doubt wonder how, in the presence of good treatments, we banished people with brain disorders to jails and homeless shelters. And they may rightly ask how a nation with so many mental health problems could avoid discussing this topic in political campaigns, in social media, and in community conversations. As with civil rights and climate change, this issue, too long hiding in plain sight, will eventually be out of the closet as leadership emerges to help all of us find the right content and context for this conversation. Paul Hawken, who has advocated for environmental justice, put this argument clearly. “Our house is literally burning and it is only natural that the environmentalists expect the social justice movement to get on the environmental bus. But it is the other way around, the only way we are going to put out the fire is to get on the social justice bus and heal our wounds, because, in the end, there is only one bus.”
Education and awareness are only the beginning. Demanding government action is part of the movement. As with the movement for social justice, the movement for mental health needs public action for policy change. We need a fundamental shift from criminal justice to health care. We need policies and practices that support recovery, including funding for the three Ps and prevention programs. We need leadership that is accountable for reducing suicide and disability, just as leadership has previously reduced traffic fatalities and workplace injuries. In terms of leadership on mental health, the federal government has been mostly missing in action since 1963. While leaders in the Pentagon and the Veterans Administration have been outspoken about suicide and PTSD, the civilian sector has largely left mental health policy to the states, precisely the situation decried by President Kennedy when he called for federal action.
But the solutions are not all policies and Beltway leadership. During the fraught 2020 election, Yuval Levin, a scholar at the American Enterprise Institute, wrote an essay in The New York Times reflecting on the limited ability for federal policy to fix the nation. Levin calls for local action. “That’s not because there is some magic to local action. It’s because what has broken down is fundamentally communal and institutional, so that a recovery of the ethos required for our national politics to function is likely to happen closer to the interpersonal level.”
What matters is not only what they do in Washington but what we do at home. If the solutions are social and relational, then each of us has a role. America as a nation of “I” needs again to become a nation of “we.” As parents, teachers, neighbors, employers, and citizens, we each can play a part to rebuild community, to ensure that those who struggle can find a hand. This means getting past the shame and blame that have kept families quiet and isolated. This means schools committing to mental fitness the way they have committed to physical fitness. And it means investing in social services from Friendship Benches to clubhouses.
There is a quote from the late Senator Hubert Humphrey chiseled in the entrance hall of the Department of Health and Human Services, just a block from the Capitol in Washington, D.C. “The moral test of government is how that government treats those who are in the dawn of life, the children; those who are in the twilight of life, the elderly; and those who are in the shadows of life—the sick, the needy, and the handicapped.” This is indeed the moral test of our nation. People with mental illness are in the shadow of life. They want nothing more than people, place, and purpose, which after all are precisely what all of us want. As a nation and as a community, we can ensure that those who have been so neglected and misunderstood are given the opportunity they deserve. But to heal, to be great, we need to build a community of compassion and connection, where one need not get ill to get care, where prevention and preemption are part of the social fabric.
When I started this journey to resolve the mental health crisis, I believed that technology and science would provide the answers we need. A new drug, a killer app, a breakthrough would make the difference. Years listening to families and touring homeless shelters and clubhouses, clinics and hospitals, left me convinced that the problems are more complex and the solutions far simpler than most of us realize. We must summon the will to enact them, because we have for too long asked individuals and families to bear this crisis of care alone. From them I have learned some of the greatest lessons of all. From families who have lost children to mental illness, I learned the soul-destroying power of these illnesses. From those who were struggling with depression or psychosis, I learned the importance of patience and courage. From those who had recovered, I learned the power of love and purpose.
I end this journey with hope. The problems are indeed complex, but we have solutions that are effective. For most problems, we don’t need to know more to do better. We know what works. We simply need to find the will and way to deliver people, place, and purpose. Recall Kennedy’s vision in 1963, that people with mental illness would “no longer be alien to our affections.” They need be alien no longer. Recovery is, after all, not just an outcome for those with an illness. Recovery is a measure of who we are. And the path to recovery is how we heal the soul of our nation.
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APPENDIX: RESOURCES
If you are looking for mental health care for yourself or a loved one, you probably have already discovered that there is no consumer’s guide to these services, but there is no shortage of resources. My advice is to begin with one of the nonprofit foundations serving individuals and families. All of these have solid information, many run helplines or will connect you to online support, and some provide referrals to specific providers. This list is not comprehensive nor is it intended as a substitute for direct medical advice, but hopefully it will serve as a useful starting point.
Foundations
National Alliance on Mental Illness (NAMI), www.nami.org, is the nation’s largest grassroots mental health organization serving individuals and families with serious mental illness through 600 affiliates and 48 state organizations. Their website is loaded with information about mental health issues, from services to policy. Local chapters run family-to-family support groups and connect to local recovery services.
Mental Health America (MHA), www.mhanational.org, is the nation’s oldest mental health organization, with more than 200 affiliates and associates around the nation. Their website is an excellent resource guide with screening tools and connections to local services. MHA’s B4Stage4 initiative has emphasized the importance of early detection and intervention.
Depression and Bipolar Support Alliance (DBSA), www.dbsalliance.org, provides education, tools, peer support, and inspiring stories for people with depression and bipolar disorder. DBSA runs online support groups, such as their Balanced Mind Parent Network, for parents of children with mood disorders.
Anxiety and Depression Association of America (ADAA), www.adaa.org, focuses on anxiety, depression, OCD, PTSD, and co-occurring disorders. ADAA has emphasized training of the workforce, with 1,500 professional members, as well as public education. Their website has helpful information about individual disorders and provides referrals to specific clinicians.
National Eating Disorders Association (NEDA), www.nationaleatingdisorders.org, is an advocacy and educational organization for people with eating disorders. Their website includes a useful description of various eating disorders as well as a guide to the different therapies.
International OCD Foundation (OCDF), www.iocdf.org, supports people with obsessive-compulsive disorder through education and advocacy. Their website includes a resource directory to help you find local therapists, clinics, and support groups.
There are a number of websites that may prove useful for learning about the four classes of treatment described in this book.
Medication
As described in the book, medication may be a necessary but (usually) not sufficient part of treatment. Despite decades of rigorous research demonstrating efficacy and safety, there is an intense and continuing debate about the value of psychiatric medications, a debate that is infrequent in other areas of medicine. As a result, you may find it difficult to get unbiased information. Websites supported by pharmaceutical companies suggest their drugs lead to fulfillment and happiness, while other sites describe these drugs as destructive, dangerous, and addictive. A few sources to consider:
The National Institute of Mental Health (NIMH), https://www.nimh.nih.gov, is the federal government agency funding and overseeing research on mental illness. The NIMH website has a useful overview of medical treatments, including specific medications for each of the major mental illnesses.
American Psychiatric Association, https://www.psychiatry.org/patients-families, is an organization for psychiatrists, but their website includes a useful section for patients and families with blogs written by experts and information relevant for consumers.
PsychCentral, www.psychcentral.com, is now part of the Healthline Media empire. Since 1995 this site has been used by both consumers and professionals to exchange ideas and experiences with detailed information about specific medications.
Psychotherapy
As described in the book, finding a therapist may feel like a real-life version of Where’s Waldo, with lots of leads but too little information about who can be helpful, what therapy will cost, and when treatment will start and end. Beyond cost and schedule, there are three important considerations to ask about. First, what skills does the therapist offer? Is he or she trained specifically in a treatment that has been validated scientifically for your issue? Not all problems have a specific treatment and not all people can identify a specific problem, but for many issues (e.g., depression, anxiety, eating disorders, PTSD) there are specific therapies that have been validated empirically–sometimes called empirically supported treatments. Second, will this therapist monitor outcomes so that both of you can adjust if treatment is not working? And finally, is this someone you are confident can help you? Rapport, trust, and confidence are critical for a therapeutic relationship. Accordingly, there is no simple guide to choosing a therapist.
The advent of teletherapy has deepened the pool of possible therapists but may not have made the search any easier. There are now scores of companies that will match you to a therapist using a proprietary algorithm. No one has shown that this process improves outcomes. And be mindful that some therapists who are contractors online are people who could not fill their caseloads through personal referrals. Others may have minimal experience and limited training. Nevertheless, online therapy has the advantage of convenience, choice, and, for some services, baked-in outcome measurement.
Online resources that may be helpful:
The American Psychological Association, https://www.apa.org/topics/psychotherapy/understanding, has a helpful overview of how to approach finding a therapy and a therapist.
Psychology Today, www.psychologytoday.com, has useful information and a registry of therapists (not vetted).
For guidance on the use of apps for mental health support:
PsyberGuide: https://onemindpsyberguide.org
APA App Advisor: https://www.psychiatry.org/psychiatrists/practice/mental-health-apps
Neuromodulation
Neuromodulation describes a class of treatments from electroconvulsive therapy (ECT) to transcranial magnetic stimulation. These treatments have proven most useful for people with a form of depression that has not responded to psychotherapy and medication. While some neuromodulation treatments have been around much longer than modern psychotherapy and medication, this is an area of active research and development, with new forms of brain stimulation and circuit modulation being developed. Good sources for information:
The NIMH website has a section on brain stimulation therapies which is following the latest data from research. https://www.nimh.nih.gov/health/topics/brain-stimulation-therapies
The Mayo Clinic website https://www.mayoclinic.org/tests-procedures/transcranial-magnetic-stimulation/about/pac-20384625 is also a useful resource.
Recovery Tools
Addressing the 3 Ps—people, place, and purpose—is fundamental to recovery. As with any form of rehabilitation, this requires a long-term commitment, which might not be integrated with a clinic or with reimbursable clinical care. And yet, these services are as important, perhaps more important, than the previous categories.
Clubhouse International, https://clubhouse-intl.org, is the umbrella organization for more than 300 local clubhouses. The clubhouse model has defined recovery and provided social support, sanctuary, and job training to hundreds of thousands of people with mental illness.
The Certified Community Behavioral Health Center (CCBHC) program is a “whole-person care” model of mental health care supported by the federal government. Most states have at least one such CCBHC, with expansion expected in 2021 and 2022 from additional funding. You can learn more about this public program from the National Council for Behavioral Health website (https://www.thenationalcouncil.org).
Finally, this book calls for a social movement to ensure that people with mental illness get the resources to recover. That movement has begun already through several new advocacy organizations. In addition to the foundations noted above, these organizations are fighting for policy changes:
The Kennedy Forum, https://www.thekennedyforum.org, has led the national campaign for implementing parity, quality, and integration of mental health care.
Inseparable, https://www.inseparable.us, is a growing coalition of advocates from across the country who are lobbying for mental health care policy changes.
Sozosei Foundation, https://www.sozoseifoundation.org, is a new organization (funded by Otsuka America Pharmaceutical) to address equity issues with an initial focus on reducing incarceration of people with mental illness.
Treatment Advocacy Center, https://www.treatmentadvocacycenter.org, is a good source for information on a range of policy issues, especially related to criminalization, diversion, and capacity.
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