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ADDITIONAL PRAISE FOR FIGHTING FOR RECOVERY

“The subtitle condenses the promise of this book: a bracing account by both committed activist and seasoned social historian, Fighting for Recovery is a textual double for the story it tells. Underscore struggle: messy, divisive, unresolved, leaving wreckage in its wake. The roster includes players of various stripes (clinicians, families, bureaucrats, service users/refusers, researchers, even venture capitalists), pitting power politics against street theatre, professional defensiveness against first-person testimony, and even (on rare occasion) discussing relevant research. You may have wondered why ‘psychiatry has been slow to adopt recovery programs.’ That verdict (coming after more than three hundred pages of painstakingly documented history) will be less mysterious—but not one iota less sad—to any reader of what came before it. The epilogue, a brave coda in its own right, brings the story up to date with shout-outs to promising changes in policing and prisons … and a weary, final call for action.”

— KIM J. HOPPER,

author of Reckoning with Homelessness

“I am in awe of this generation-spanning, much-needed history about efforts to improve our tragically inadequate mental health system. Born out of love for a brother, executed with storytelling flair, and featuring a parade of impassioned individuals, Fighting for Recovery introduced me to waves of brilliant reforms—and reminded me of the villains who thwarted them. But part of what makes Phyllis Vine’s book such a find is the effect it had on my morale. While at times it made me cry out in frustration, by the end I took away an empowering message: You are not alone. You are in fellowship with many who envisioned something better—and many who still do. Armed with that sense of solidarity and this illuminating history, I feel newly resolved to keep fighting.”

—RACHEL SIMON,

author of Riding the Bus with My Sister

“Hardly ever does a single text so capably conjoin the personal with both policy and practice in mental health care. Through the lens of her own family’s experience with mental illness, Phyllis Vine illuminates key problems and achievements in mental health care over the past half century, while simultaneously giving the reader a detailed view of the development and evolution of the consumer movement and peer support. The results of her efforts are must-reading for anyone who wants to understand how the mental health field has developed and where it must go in the future.”

— RON MANDERSCHEID,

former president/CEO, National Association of County Behavioral Health and Developmental Disability Directors and the National Association for Rural Mental Health

“Fighting for Recovery is a groundbreaking history of the mental health recovery movement in America. It covers both the family advocacy movement and, more importantly, the consumer/ex-patient/survivor movement, from its beginnings with the Mental Patients Liberation advocacy work of the early 1970s through today’s peer-support and advocacy organizations, which now provide services in most of the country. I highly recommended it to anyone interested in the mental health recovery movement in America.”

— MIKE FINKLE,

founder and former executive director, On Our Own of Maryland
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DRAMATIS PERSONAE

Priscilla Allen, a former patient from California who served on the President’s Commission of Mental Health.

Bill Anthony (1944–2020), a psychologist who founded Boston University’s Center for Psychiatric Rehabilitation, and a pioneering leader on behalf of rehabilitation and recovery.

Bernard “Bernie” Arons, served administrative positions at St. Elizabeths Hospital and was director of the Center for Mental Health Services in the Clinton administration.

John Beard, executive director of Fountain House, New York City, the flagship of the clubhouse model providing affiliation for patients discharged from Rockland State Hospital in the 1950s.

Arthur “Art” Bolton, a California social worker leading reform of court commitments, ending in Lanterman-Petris-Short (LPS), and head of the lieutenant governor’s campaign for an integrated service system.

Bertram “Bert” Brown (1931–2020), a psychiatrist and a protégé of Robert Felix who cowrote the federal regulations for JFK’s Community Mental Health Act. He directed the National Institute of Mental Health from 1970 to 1977 and emphasized the social context of health environments.

Neal Brown, an NIMH administrator who continued support for consumers and peer initiatives when he assumed leadership of the Community Support Program in 1980s.

Su Budd, a Kansas-based ex-patient.

William “Will” Carpenter, a research psychiatrist starting at NIMH before moving to the University of Maryland, who worked on the John Hinckley Jr. defense team and later became editor of the Schizophrenia Bulletin.

Bernard “Barney” Carroll (1940–2018), an Australia-born psychiatrist who chaired the FDA’s evaluation committee hearing about clozapine. He was credited with a laboratory test for a hormone associated with melancholia, a type of depression. From 1983 to 1991 he chaired the psychiatry department at Duke University.

Judi Chamberlin (1944–2010), a first-generation activist, leader, speaker, organizer, and author of On Our Own, who is credited with the rally cry “Nothing About Us Without Us.”

Paolo del Vecchio, a Philadelphia-based activist who became the first consumer working at the Center for Mental Health Services and rose to become director at Substance Abuse and Mental Health Services.

Anne (McCuan) Drissel, the lead author organizing Towards a National Plan, explaining the component parts of the Mental Health Systems Act.

Robert Felix (1904–1990), author of the National Mental Health Act in 1946, director of the National Institute of Mental Health (NIMH), and the architect of President John F. Kennedy’s community mental health centers.

David Ferleger, a Pennsylvania lawyer representing the rights of institutionalized people with disabilities.

Laurie Flynn, the executive director of the National Alliance on Mental Illness from 1984 to 2000.

Larry Fricks, a Georgia-based activist who networked with peers and developed a peer service model receiving Medicaid reimbursement.

Howie the Harp (1953–1995), the founder of the Mental Patients’ Liberation Front, an advocate for self-help and peer services, and promoter of social justice.

Howard Goldman, a research psychiatrist, editor of Psychiatric Services, and a consultant on state and federal matters.

Frederick Goodwin (1936–2020), a research psychiatrist with a specialty in mood disorders who rose quickly through the ranks at the NIMH but ended his tenure in controversy.

Courtenay Harding, a psychologist whose study of a cohort of patients who were discharged from a Vermont state hospital laid the groundwork for recognizing recovery for people with a diagnosis of schizophrenia.

Agnes Hatfield, a family organizer in Maryland and NAMI leader.

Tony Hoffman (1923–2000), a parent who organized other parents in San Mateo, California, in the 1970s, and eventually led a delegation to the first meeting of NAMI in 1979.

Sam Keith, a psychiatrist who came to the NIMH as a Yellow Beret, and remained for two decades becoming head of the Center for Schizophrenia Research and editor of Schizophrenia Bulletin.

Frank Lanterman (1901–1981), a powerful California assemblyman from Orange County with a lifelong commitment to serving people with a mental illness and those with disabilities. He worked to limit court-appointed commitments in the 1960s, and was the “L” in LPS.

Jay Mahler (1947–2021), a first-generation California activist and member of the team working for California’s law AB3777 authorizing integrated services.

Ron Manderscheid, a research sociologist in public service at the NIMH, later SAMHSA.

Lucy Ozarin (1914–2017), coauthor of the regulations for JFK’s Community Mental Health Act, and assistant director for mental health services at NIMH initiating the Community Support Program.

Herbert Pardes, an academic psychiatrist who continued his leadership after stepping down from NIMH, where he was director from 1978 to 1984.

Darby penney (1952–2021), a first-generation activist in New York who became the Department of Mental Health’s first director of recipient affairs, and a national leader working for social justice and human rights.

Joseph Rogers, a Philadelphia activist who headed the National Mental Health Consumers’ Self-Help Clearinghouse and was employed by the Mental Health Association of Southeastern Pennsylvania.

Harvey Rosenthal, consumer activist and executive director of the New York Association of Psychiatric Services.

Max Schneier (1917–2002), a founding member of NAMI, an activist exposing abuses in New York’s Willowbrook State School for the Mentally Retarded, and a housing pioneer for independent living called “halfway” houses.

John Strauss, a research psychiatrist at NIMH early in his career, later at Yale University working with Courtenay Harding, and an early proponent of recovery.

John Talbott, a leader of psychiatry who worked to ameliorate the catastrophic effects of deinstitutionalization as editor of the journal Hospital and Community (later Psychiatric Services) and became president of the American Psychiatric Association.

Mary Ann Test, a research psychologist at Mendota State Hospital in Madison, Wisconsin, and coauthor and proponent of assertive community treatment (ACT).

Boswell “Bos” Todd spearheaded a housing program in Lexington, Kentucky, and was a founder of the National Association for Research on Schizophrenia and Depression (NARSAD).

E. Fuller Torrey, a psychiatrist who worked at NIMH, with NAMI, and founded the Treatment Advocacy Center (TAC) promulgating controversial opinions about outpatient commitment to prevent violence in untreated people.

Judith Turner (Crowson) was brought into the NIMH to head the Community Support Program and helped community groups, former patients, and families develop services.

Laura Van Tosh, a West Coast activist and an independent consultant for state and federal policy initiatives.

Dan Weisburd (1933–2019), a California parent activist who campaigned for integrated services, which led to the creation of the Village in Long Beach.

Sally Zinman, a leader of the ex-patient movement who organized the California Network of Mental Health Clients.






ACRONYMS AND ABBREVIATIONS


	ACT	assertive community treatment

	ADAMHA	Alcohol, Drug Abuse, and Mental Health Administration

	APA	American Psychiatric Association

	ARP	American Rescue Plan

	CAMI	California Alliance on Mental Illness

	CMHC	community mental health center

	CMHS	Center for Mental Health Services

	CSP	Community Support Program

	DOJ	Department of Justice

	ECT	electroconvulsive therapy

	GAO	Government Accountability Office

	GMHCN	Georgia Mental Health Consumer Network

	LPS	Lanterman-Petris-Short

	MHA	Mental Health Association

	MPLP	Mental Patients’ Liberation Party

	NAMHC	National Advisory Mental Health Council

	NAMI	National Alliance on Mental Illness (originally National Alliance for the Mentally Ill)

	NAMP	National Alliance of Mental Patients

	NARPA	National Association for Rights Protection and Advocacy

	NARSAD	National Association for Research on Schizophrenia and Depression

	NASMHPD      	National Association of State Mental Health Program Directors

	NIH	National Institutes of Health

	NIMH	National Institute of Mental Health

	PAIMI	Protection and Advocacy for Individuals with Mental Illness

	PCMH	President’s Commission on Mental Health (during the administration of President Jimmy Carter)

	SAMHSA	Substance Abuse and Mental Health Services Administration

	SMRI	Stanley Medical Research Institute

	SSDI	Social Security Disability Insurance

	TAC	Treatment Advocacy Center

	TD	tardive dyskinesia

	VA	Veterans Administration

	WRAP	Wellness Recovery Action Plan








A NOTE ON LANGUAGE

MANY OF THE TERMS used by contemporaries changed over the course of this story. Some have fallen out of use because they are inaccurate or misleading, or they have been redefined due to scientific discovery and are no longer used today. I have used the language that was current at the time of any given chapter, even if today it offends, as examples of how words, ideas, and understandings change over time.






INTRODUCTION

BJ’S STORY

ON A MARCH EVENING IN 1977, I walked my younger brother BJ into the emergency room of St. Luke’s Hospital on Manhattan’s Upper West Side. Snow was falling and people were brushing white powder from their coats as they barged through the fogged-up double doors of the glass vestibule. Like us, they gave their names to a nurse sitting behind a Plexiglas barrier.

The nurse glanced quickly at BJ. “Another one,” she shouted, looking behind her to nobody in particular. BJ was shifting his weight from one foot to the other, with a frothy half smile and vacant eyes, and reaching his hands deep into the pockets of greasy pants that had once belonged to a much larger person. BJ was in his late twenties and resembled people I had seen sitting under awnings holding cardboard signs scribbled with the word HOMELESS.

The nurse motioned for us to take seats on the orange plastic chairs under flickering fluorescent lights. Condensation trickled down the windows, and the overheated emergency room was thick with the smell of damp woolen scarves and mittens. I masqueraded calm, pretending not to be startled each time my brother jerked wild glances at someone coming in the door. I didn’t respond, but I couldn’t ignore the guttural sounds, or the occasional No as if he were ejecting a foreign object that was only sound. Pushing panic away, I stared at the linoleum floor watching snow puddle beneath our feet. Fortunately, we didn’t wait long.

Until the day before, I had thought BJ was in Los Angeles, where we’d grown up. Somehow he’d managed to get to New York City, clearly unwell. The doctors called his delusions, paranoia, and hallucinations “textbook.” That’s when I first heard the word “schizophrenia.” They said it was a “wastebasket” diagnosis before they loaded him up with drugs that made him sleep. Turning to me, they explained that our mother had caused this. “Of course,” they said. They even had a term for her: schizophrenogenic. It didn’t seem “of course” to me, but what did I know? I had grown up thinking doctors were semi-gods, so I answered their questions about her as best I could. She’d had lupus and had died a couple of years before.

“Father?”

“Bad heart.” He’d died ten years earlier.

“Could it have been their early deaths?” I asked. “Or did this have something to do with our mother’s chronic illness?”

They had no idea. Probably not, they said.

“What will help him get better?” I asked.

“Nothing.” They were emphatic. He’ll be this way for the rest of his life.

“For the rest of his life?”

“Look around at the people you see on the streets,” the young doctor said matter-of-factly.

It might have been routine to them, but to me it felt like shrapnel. Naive, or perhaps still a novice, I had faith in medicine and expected BJ to get better. But before that could happen, he made a quick getaway. Staying two days, no more, he left against medical advice. Damn, I thought, hearing this as I stepped off an elevator carrying magazines and snacks. Now what?

Thus began the future—his, mine, ours.
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I took BJ to the hospital with an innocence time would cure. I had no idea that psychiatry was ill equipped to treat him, that its scientific tools were few, or that his prognosis was based on a vague understanding. Schizophrenia was defined as “disturbances of thinking, mood and behavior” that led to a “misinterpretation of reality and sometimes to delusions and hallucinations, which frequently appear psychologically self-protective.”1 That description of schizophrenia came from the American Psychiatric Association’s second edition of the Diagnostic and Statistical Manual (DSM-II), which was published in 1968. When I later read this, I thought it very unhelpful.

There would be four revisions of the diagnostic manual in BJ’s lifetime. The first revision, the DSM-III, became a turning point for modern psychiatry. It aimed to move the field away from its reliance on Freudian theories and adopt terms more resonant of a medical specialty. After 1980, the DSM-III would frame symptoms as a “manifestation of a pathological condition,” not developmental conflict or neurosis. Groups of symptoms, called “syndromes,” were something less than a disease such as leukemia or polio. Those had known causes. But no pathogens were associated with the mental illnesses. Offering diagnostic guidance, the DSM-III carried the patina of science but lacked clues from biology. There were no laboratory analyses of fluids such as blood or urine, no imaging tools such as X-rays. There was no microscope to detect bacteria. Diagnosis would henceforth derive from an agreement about observable behaviors and the statistical reliability of people rating symptoms. This is how they would reorganize psychiatry.

When BJ received his diagnosis, I had no idea that the theoretical framework informing his doctors dated from the nineteenth century. Working in psychiatric hospitals in Germany, a psychiatrist named Emil Kraepelin studied hospitalized patients with active delusions, paranoia, and hallucinations. He named the disorder dementia praecox, Latin for premature dementia. This condition was apparent in younger people, and because the patients he studied were hospitalized, it led to a tautology: people diagnosed with dementia praecox must end up in the hospital, perhaps for a lifetime. In his schema, recovery was not possible. Long after Swiss psychiatrist Eugen Bleuler renamed dementia praecox “schizophrenia,” in the first decade of the twentieth century, pessimism about prognosis continued to dictate expectations.

By the time psychosis led to BJ’s hospitalizations, canon presumed he would not recover. Despite psychiatry’s new embrace of science and its efforts to medicalize diagnosis, the DSM-III perpetuated that mischaracterization. It meant that some patients would be hospitalized indefinitely. Although a diagnosis of schizophrenia, or manic depression (later renamed bipolar disorder), contributed to this fate, other diagnoses were added, layering one on the other as if each were discrete, and adding more reason to be pessimistic. In BJ’s lifetime, each revision of the diagnostic manual modified its description of schizophrenia with additional qualities, but the prognosis never included recovery.

The impressionistic process of arriving at a diagnosis did not mean that psychiatry paid little attention to basic science. It was the opposite. Kraepelin was himself a scientist employing observational techniques to organize and group patterns of patients’ symptoms. Bleuler too used an observational method then considered scientific. In Western Europe and Australia starting in the 1950s, research labs were steeped in the study of chemicals and electrical impulses reaching nerves. In America, at the National Institute of Mental Health (NIMH) in Bethesda, Maryland, research was also underway on the fourth floor of the Clinical Center where laboratories pulsed with basic discoveries about synapses, enzymes, metabolism, and pharmacological agents.

It wasn’t until a decade after BJ’s diagnosis, in the mid-1980s, that scientists confirmed the brain’s centrality for behavior, a pivot as important as any in the history of medicine. After years of studying anatomy and physiology, mediated by philosophy and theology, there would be incontrovertible evidence that the brain, a walnut-shaped organ weighing two to three pounds, with folds and wrinkles and parts called lobes and hemispheres, could be linked specifically to hearing or vision or hunger, emotions or pain. This was far greater than an abstraction about the mind or the soul. It meant the brain would no longer be considered a recipient of activity, including the cleansed fluids from the heart, liver, or kidneys. It was more than a metaphorical switchboard coordinating and connecting. There was proof that it was an engine for feelings, memory, emotions, action, behavior, and so much more.

Scientists at NIMH had paved the way for these discoveries under the leadership of Dr. Robert H. Felix, a psychiatrist who drafted the National Mental Health Act of 1946, signed by President Harry S. Truman that year. NIMH would join the nation’s health research institutes pursuing knowledge about allergies, infectious diseases, and the heart. Felix became its first director, and two imperatives guided him before mandatory retirement forced his departure in 1967, at the age of sixty-five. The first came from an offhand remark his father, a circuit-riding doctor in rural Kansas, made after a house call: “Everything in medicine has a cause, even if you don’t know it.”2 That set Felix’s unimpeachable ambition to unlock the secrets of human biology to better humanity and alleviate suffering.

Felix’s other guiding principle, which took shape during internship training in Colorado in the 1930s, stemmed from the conviction that psychiatric hospitals had become a blight. They locked patients away. They weren’t helping people have better lives. When he later studied public health at Johns Hopkins University, he conceived of an alternative to hospitals. Care in local communities, not remote and uncaring institutions, was what was needed.

Felix directed NIMH with these twin goals for research and services, to which he added a third, educating professionals—nurses, social workers, and psychologists as well as psychiatrists—for a workforce that would bind them. He called it the three-legged stool.

In addition to the accomplishments of Nobel Prize–winning scientists at NIMH, one of Felix’s proudest moments came when President John F. Kennedy appeared before a joint session of Congress to propose community services to treat mental illness and (what was then called) mental retardation. Joint sessions to Congress were infrequent, and JFK’s on February 5, 1963, outlined “a bold new approach.” He described “a problem unpleasant to mention, easy to postpone, and despairing of a solution.” But the federal government didn’t have to tolerate problems because states hadn’t solved them. State mental hospitals amounted to little more than custodial care, and JFK proposed bypassing them to work directly with local communities to build mental health centers that would house community clinic services. Sixteen hundred centers are all that were needed.

Felix’s fingerprints were all over JFK’s Community Mental Health Act. He had been coaching Mike Feldman, a Kennedy aide, and had already discussed these ideas with cabinet secretaries, members of Congress, and the leadership of the US Public Health Service, where he was chief of the Mental Hygiene Division. Kennedy’s message unfurled facts to make people wince: more than half of the 279 state hospitals housed more than three thousand patients; three-quarters of the hospitals had opened before World War I; and people with schizophrenia, who could be discharged within six months, remained hospitalized for an average of eleven years.3 This would be one of JFK’s last accomplishments before he was assassinated three weeks later, on November 22, and it would become part of the legacy friends and family cherished and protected.

The federal government’s robust interest in mental health intended to bypass state budgetary authority to subsidize local construction of facilities.

Each would have five core services, and four of them weren’t found in state hospitals: outpatient services, day treatment, emergency services, and consultation and education services. The centers could contract for the fifth, inpatient services in local general hospitals.

Felix had been writing and lecturing about community services for nearly two decades. As head of NIMH, as a past president of the American Psychiatric Association, and as a leader in the Mental Health Section of the American Public Health Association, his opinion mattered to lawmakers. During the Senate subcommittee hearings on health in March 1963, he predicted the next generation “would see the day when the State mental hospitals as we know them today would no longer exist.”4 With utmost confidence he wrote in the American Journal of Orthopsychiatry, “The shape of the future is ours to mold. The time has come for action.” So convinced was he, he predicted that by 1984 hospitals would exist only as museums to show “what the care and treatment of our mentally ill once was.”5
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None of Felix’s vision, or subsequent congressional measures expanding services, benefited BJ. Fewer than half of the sixteen hundred mental health centers JFK anticipated had been constructed for people like him, those who left hospitals not once, not twice, but many times in many cities. He roamed from New York to New Jersey, Chicago, Baltimore, Philadelphia, Denver, and Vancouver, British Columbia, before he returned to Los Angeles. I don’t think he ever met staff in a clinic under the authority of a community mental health center.

Eventually I began to understand that the course of his illness consisted of multiple short hospitalizations, interspersed with arrests for vagrancy. When he left a hospital, a social worker might have arranged for him to go to a sheltered place, and depending on where he was living it could have been called a board and care home, a halfway house, or a group home. In New York City people diagnosed with mental illness often found their way to an SRO—a single resident occupancy. Not-for-profit agencies operated some, unscrupulous profiteers feeding off federal poverty programs operated others. Usually BJ was kicked out of community housing options because he wouldn’t comply with their rules about medication, or curfew hours, or smoking. He left as quickly as he arrived, and without a forwarding address.

For years BJ disappeared, reappeared, called to demand money or announce he had disowned me. He bellowed grievances I eventually stopped hearing. The list was endless. Sometimes phone calls came every ten minutes, and my only relief was to smother the phone’s shrill rings under a pile of pillows and blankets, or leave my apartment for a couple of hours.

And then he changed. BJ’s energy depleted, his bluster passed, and the rants dissipated when he was about fifty. Relatives took him to lunch. He called me to ask about my family, not to demand money. He asked about my children, whose genetic quilt I had worried about from the day they were born, and about my husband, whom he had never met. He sent me birthday cards, cards for Hanukkah, Passover, and all the other Jewish holidays. By the end of his life, at the age of sixty-seven, he was living in a studio apartment in a cohousing program for senior citizens in Los Angeles. He was proud of where he lived in a well-kept, low-slung building with big windows, ample sunlight, and a lush verdant courtyard thick with tall plants. The familiar neighborhood was close to our childhood home. And his neighbors knew and valued him. He was getting services. I appreciate the intrepid work of an aunt who located the Edelman West Side Mental Health Agency, associated with UCLA, which included a visiting psychiatrist, nurse, and social worker. He was never happier. Or better cared for. Or safer.

I saw all this when I visited two or three times a year. I stayed long enough to assure myself that he was managing. On these trips, we shopped. Mostly we went to Staples to buy paper and pens so he could draw, and batteries for his transistor radio. Or to Ralphs, the local supermarket, where we would shore up his pantry. We walked around the La Brea Tar Pits. It was now a fenced site for tourists, but as kids we played there, pretending to be dinosaurs while sidestepping seeping goo. His favorite part of my visits was going out for lunch and dinner. Binging on restaurants was wonderful for a couple days, while we were both on our best behavior. Anything longer was taxing, and I would take leave before the inevitable fight erupted. We were well scripted.

Occasionally he called to tell me about something that caught his attention, that reminded him of time he spent in Israel, or his student days at the London School of Economics. Did I remember those years? he asked. Did I still have the gift, a cameo pin, he had given me the year he lived in Italy? I was then reminded of his unstinting generosity, his sparkling eyes, his mischievous grin, and the whimsy of his youth. I hurt for what could have been while I grieved for us both.
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Planning for recovery hadn’t existed for psychiatry, with its near-exclusive use of medication to abate symptoms when BJ got sick. I had no idea that the field was in its nadir, or that recovery was considered as preposterous as melting glaciers or driverless cars. Or that psychiatry was wrestling with the dilemmas of untreated people for whom it was responsible yet lacked adequate tools or resources or even interest. John Talbott, author of Death of the Asylum and a psychiatrist emerging as one of the field’s leaders, asked why “psychiatry continues to be frustrated by the elusiveness and intractability of this severely vulnerable and impaired population.”6

Fifteen years after Felix prophesied the death knell of hospitals, Talbott pondered why they persisted. Clearly, he said, they were “designed to avoid treating patients.” There was little interest in improving them. “We have a huge mental hospital system—with buildings, employees, and patients… . It is not working, and something needs to be done.” On his long list of needed repairs were new attitudes, responsibilities, and accountabilities. He included “a public constituency for the severely and chronically mentally ill.” Doubtful that families and patients could deliver this powerfully needed constituency, he confessed to having no ideas about how it would develop.7

Former patients and families would show him, and they would set the path for that constituency. Their experiences shaped suspicion of authorities who intended to help and guide them yet denied them voice. They would organize, protest, and challenge the system. They would do it themselves.
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BJ never aligned with the emerging coterie of former patients who wanted to resume a life hospitalization had paused. Drugs, the standard treatment, had been used as a weapon to beat back their symptoms. When BJ was hospitalized, the drugs he received were in the same chemical family as chlorpromazine, which was discovered in the 1950s. At the time, it was considered a miracle helping hospitalized patients who would otherwise bang their heads against the walls and leave concrete bloodstained, thereby becoming candidates for the monstrous lobotomies. Chlorpromazine checked that. After it was understood that this drug had major tranquilizing qualities, it became the primary tool on the wards. Soon, drugs in the same chemical family of phenothiazines—Haldol, Mellaril, Loxitane, and Prolixin—promised to attack schizophrenia. All of the sudden, psychiatry had what the rest of medicine used, pills, or in some instances, injections or even liquid medications.

Around the time BJ was hospitalized in the 1970s, drugs were advertised widely in professional journals, including the American Psychiatric Association’s house organ, Psychiatric News. Squibb, the maker of Prolixin, boasted that an injection could “save time, it could save money, and it can even save people” who were on “maintenance therapy.” Lithium was added to the armamentarium treating depression, and the makers of the antidepressant Elavil promised to “penetrate the symptom barrier,” enabling psychotherapy to “take direction.” Another tranquilizing antidepressant, Etrafon, claimed to beat back symptoms of constipation, sweating, early morning wakening, weight loss, anorexia, apprehension, and eleven additional items, according to its advertising.8

Could treatments really be as clear-cut as these ads implied? What of their brutal side effects? Or of patients finding them noxious as well as toxic, patients who, on discharge, refused to take them, or sought control of their treatments outside of a hospital’s confines? Challenging pharma’s drugs became a process of reclaiming authority over patients’ own lives, actually engaging in discussions about what they would need to do to achieve their goals. If BJ had been asked about his goals, he would not have put drugs on the short list; drugs were agents leading to twitchy muscles that compromised his self-respect. He would have said his goals included permanent shelter keeping him off the streets, out of the emergency room. He would have wanted choice about his bedtime and meals, and a quiet space. When he started working with a psychiatrist who was more of a coach guiding him than a traffic cop monitoring the stop-and-go of his symptoms, he started to engage differently with me, the world, and himself.

Originally, the word “recovery,” both as a process and a result, applied only to people struggling with addictions. But it has come to include people whose lives have been interrupted while they learned to manage a major mental illness. It can include medication, psychotherapy, peer support, exercises in mindfulness, and accepting help from psychiatrists, psychologists, or social workers. Or none of the above. When symptoms of schizophrenia upended BJ’s life there was no consensus, as there is none today, that help could be tailored to a person’s unique situation and speed their reengagement. For some people, recovery meant they could resume life pretty much where it had been paused, in the midst of an education, a career, or a family plan; most would learn how to chart a course managing their symptoms as they set out to achieve their goals; some would struggle more, take longer, and have to modify their goals and aspirations.

The following pages explore these changes from multiple points of view. Some came by way of psychiatrists and psychologists, others by way of bench research scientists, still others by way of politicians. But it was coalitions of former patients who put recovery on the agenda. That their movement grew in tandem with similar campaigns for social justice is no accident. Inspired by contemporaries fighting to upend racism, sexism, and militarism, they saw their work on the same continuum. Initially, it was to halt the exercise of authority based on force. Former patients opposed social profiling—”the mentally ill” or “a schizophrenic”—long before social profiling referred to discrimination, or to social or ethnic qualities. Later they would advance understanding about engaging people in a healing process, one with an opportunity to recover.

Pulitzer Prize–winning author Siddhartha Mukherjee explains why he wrote about cancer survivors in The Emperor of All Maladies. It wasn’t only because they had beat the odds “miraculously.” Mukherjee knew that oncologists had to become inured to losing patients. “But when medicine inures you to the idea of life, to survival,” he said, “then it has failed utterly.”9 In a similar vein, the history of recovery for psychiatry is the story of becoming unshackled to expectations of chronicity or bare maintenance.

In many ways, recovery always existed for people diagnosed with a mental illness, but it stayed in the shadows. Robert Felix once said, “There are shadows only when the sun shines,”10 and his buoyant optimism seemed realistic by the 1990s, when recovery could no longer be credibly ignored. Call it a tipping point, in the style of Malcolm Gladwell, or a paradigm shift, according to the teachings of Thomas Kuhn. Credit belongs to people who told their stories while they lobbied, campaigned, and denounced those who would ignore that recovery could not only be achieved but should be central to guiding policy and program. As Surgeon General David Satcher would proclaim in 1999, treatments for serious mental illness worked. Recovery was real.
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Had recovery been one of BJ’s options, he would have enjoyed a different quality of life. On the streets, he was half starved, fearful, untrusting, and suspicious. His was a fight to survive while managing a heart condition, as well as the loss of caring friends and a welcoming synagogue. He gained the stigma of menial jobs, working off the books, and living in fear that his government would tax his Social Security Disability benefits, as it once did when he reported a modest birthday present with pride-filled innocence. This punitive policy has since changed, but it was another of the insults undermining his dignity, something else he learned to manage.

BJ would have been a good fit for today’s person-centered, self-determining care for those with mental illness. He knew what he wanted and was quick to express it. Living on his own, and with family help, first in a small apartment taking him off the streets, later in a cohousing apartment bearing the influence of programs in Australia, he was happy. His world grew with an iPad, a birthday present bringing him music and movies and the explosion of color with the touch of a finger. In his later years, he cherished the bustle of Beverly Boulevard. He lived three long blocks from a drugstore, and two from the iconic Farmers Market. His routine included a weekly trip with a neighbor to Trader Joe’s. He loved shopping at Goodwill, which, in his neighborhood, carried high-end merchandise—the dapper shirts and leather jackets that his heart desired and his frugal budget could manage. He went regularly to Du-par’s Pancake House, where they called him Mr. Vine.
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A paradigm about recovery was evolving in the decades BJ hustled to survive. Once it was apparent that a combination of services could lead to recovery, different challenges confronted tens of thousands still in the grip of a flagging medical model based exclusively on decisions coming from doctors in white coats. Activists, who called themselves consumers, survivors, or ex-patients, articulated ideals of health and wellness with recommendations for action. Rehabilitation, like that available to men and women who lost limbs or had to repair their lives following a stroke, carried the challenge of emphasizing “what’s strong, not what’s wrong.” No longer would sheer maintenance and a lingering assumption of hopelessness and chronicity suffice.

The stepping-stones to this paradigmatic shift fill the following pages. It is a story depending on the intermixture of politics, science, and citizen activists. Former patients mounted campaigns to shape reform, as did distraught parents, daring professionals, unorthodox administrators, unconventional politicians, and tireless public servants. They were bold and stubborn, and often in conflict. The essential question reverberated: who controls the mental health agenda?
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People who championed recovery intrigued me. By the time I started writing this book, I had given up a practiced career teaching college-level history. An earlier book, Families in Pain, focused on the family experience I knew so well. I had come across ex-patient protests, but I wanted to know more, where they had come from and where they wanted to go. I didn’t initially link protests to recovery until I dug deeper, and until I understood it as I do now. Already I knew the difference between hearing that a family member would forever be disabled by a psychotic episode and arriving at recovery’s door by way of hope. I saw it in my own family. I knew the difference between stereotypes and newspaper headlines, and actual people whose recovery had inspired others. Those role models hadn’t existed for BJ, or any of his generation. They certainly hadn’t existed for families like mine. How different would it have been for either of us had we known about the possibilities that opened in the fight to recover?

The question of how the concept of recovery replaced the “wastebasket” diagnosis during BJ’s lifetime, 1949–2015, brings me here. Fighting for Recovery is organized in three parts. Part 1 introduces circumstances leading activists to challenge received wisdom about the intractability of serious mental illness. In the 1960s and 1970s, distinct groups of citizen activists and government players incited reform in parallel spheres. Part 2 explores how their fight for remedies in the 1980s allowed them to bridge, expand, and collaborate when they were not competing. Part 3 shows how a coalition led by ex-patient activists birthed a constituency for recovery and imagined a reformation.

Recovery may have revolutionized ideas about how best to assist people with mental illness with transformed services, but the idea is only the beginning. And there’s been pushback because not all have agreed with recommendations about solutions. What they agreed about is how the current mental health system is in shambles. Of the 10.4 million adults with serious mental illness in 2016, only 65 percent received mental health services. That figure has held steady for ten years.11 As many as two-thirds of those experiencing a psychotic disturbance waited six months or longer for treatment services.12 People in a psychiatric crisis can spend days waiting in an emergency room. So common is this that there’s even a term for it: “boarding.” Suicide, the tenth leading cause of death overall, is the leading cause of death for people between the ages of ten and thirty-four.13 These are not recovery-oriented practices. Not even close. However inadequate the mental health system was before COVID-19, a pandemic has worsened them and laid them bare.
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On the eve of sweeping political activism in the 1960s, historian Warren Susman wrote, “An intelligent reading of the past might make possible man’s intelligent direction over the future course of history.”14 Susman’s injunction was synchronous with historians who tired of viewing the past as quaint artifact. The next generation of scholarship also proposed that it was not sufficient to acknowledge how the past had shaped culture: what was needed was to mine the past for clues to a dynamic future. In A People’s History of the United States, Howard Zinn writes that history can “emphasize new possibilities by disclosing those hidden episodes of the past when … people showed their ability to resist, to join together, occasionally to win.”15 And this generation’s most prolific public historian, Jill Lepore, writes, “To study the past is to unlock the prison of the present.”16

That theme resounds for ex-patients who heaved to challenge doctrines once codified by psychiatry and enshrined in law. What Zinn called “hidden episodes” have been hiding in plain sight. They include moments when former patients insisted that doors open to them, not as supplicants but as participants. This remains an ongoing fight. Hidden episodes include campaigns to end injustice as a way of life. Ex-patient activists began testing the feasibility of change before launching a redesign. Others channeled an assault on the paradigm that threatened authority empowering professionals. Science and social science have given us new tools. It is time to use them. It is worth repeating what Tipper Gore said more than twenty years ago when the surgeon general released a landmark study anointing recovery: “It is time for America to act.”17






PART 1

SETTING THE STAGE






CHAPTER 1

TEAR ‘EM DOWN

THIS STORY BEGINS on a July day in 1964 when the California heat pushed past ninety degrees, and Art Bolton, a thirty-eight-year-old social worker, drove thirty-five miles from his home in Sacramento to the town of Auburn, at the foothills of the Tahoe National Forest. Bolton was on assignment from “Big Daddy” Jesse Unruh, speaker of the California State Assembly, to learn what he could about state psychiatric hospitals. A hundred years earlier, people had rushed to Auburn to dig for the glory of gold. Now it was a faded town with faded lives in the service of Dewitt State Hospital.

To reduce overcrowding and improve California’s public hospitals, Governor Earl Warren had acquired Dewitt from the federal government two decades earlier. Warren said he wanted to take “California out of the asylum age and put it in the hospital age where emphasis is on prevention, treatment, and cure in place of mere custody.” As a former district attorney, he knew the police escorted people to hospitals, and now he wondered about judges sentencing someone to treatment against their wishes. He had been struck by Life magazine’s photographic essay after World War II featuring deplorable hospital conditions. With this in mind, Warren, who had been governor since 1943, toured California’s public hospitals. The misery he saw gave him nightmares. Patients resembled Holocaust survivors. Makeshift buildings were susceptible to earthquakes or fire. Medieval and barbarous, he thought, and he vowed to change this. He announced a new division would oversee what was then called “mental hygiene.” Next, he ordered the demolition of forty-seven buildings. To address overcrowding, he added beds in the remaining facilities. Under his leadership, by 1952 California started building new hospitals.1

Two years later, Warren left California to become the chief justice of the US Supreme Court, and reform stalled. One scandal at Modesto State Hospital revealed how staff routinely tortured patients. They would twist arms hard enough to break shoulders with spiral fractures. Perceived misdeeds led to beatings with toilet plungers; reprobate staff painted Epsom salts on a woman’s vagina. Lawsuits, damning publicity, and recommendations about fixing psychiatric hospitals were available to the next governor, Goodwin J. Knight. Still, little had changed by the time Bolton, a sandy-haired chain-smoking father of five, started his journey that July morning.

Bolton knew that the late president John F. Kennedy had called for revamping mental health services, setting the stage for his assignment. The Kennedy family’s remorse about his sister Rosemary’s exile to Wisconsin after a lobotomy undoubtedly contributed to JFK’s dislike of the “social quarantine” of people “out of sight and forgotten.”2 He criticized the “desultory interest in confining patients in an institution to wither away.” In some ways, America needed to catch up to Great Britain’s “open hospital” ideas about less confining and more flexible services.

Under Robert Felix’s leadership at the National Institute of Mental Health, there had been steady support for community services throughout his two decades at the helm. Federal grants pumped energy into local communities, and they were showing results with innovative designs. One came in the 1950s, in Bronx, New York, supporting doctors’ design of the nation’s first day hospital to replace twenty-four-hour locked wards for inpatients. NIMH also invested in Vermont’s use of community housing and rehabilitation for discharged patients. Felix appreciated George Fairweather’s ambition in California to develop housing for veterans who were rebuilding skills to live independently. Scattered in local communities, they reflected local circumstances, unique needs, and an autonomy unlike the national planning for health systems underway in Europe.

Assembly Speaker Unruh wasn’t particularly interested in mental health reform.3 But he wanted to remain within the Kennedy circle of influence. He had managed JFK’s successful California campaign, and he had stayed close to Robert Kennedy. But even that wouldn’t would have mattered had he, the state’s most seasoned politician, not been touched by the grief of desperate parents whose children suffered from institutional care. His compassion must have been genuine, his biographer writes, saying he could “not have found a more daunting or politically unrewarding challenge.”4 He had assigned Bolton responsibility for reforming kids’ services, and he built regional satellite programs, satisfied families, and thereby earned a trip to the White House and JFK’s praise. Pleased, Unruh now wanted Bolton to succeed for thirty-four thousand adults in California’s public psychiatric hospitals, which, in 1964, cost the state $99 million. Reforming state hospitals could burnish California’s image; it could cement Jesse Unruh’s leadership. And it might improve the lives of thousands.

Bolton believed in hands-on research, and driving himself to Dewitt State Hospital was how he worked. When he had assessed the state’s programs for disabled children, he surveyed parents of the three thousand kids on a waiting list for public services. “What is it that you want?” he asked them. He would adopt similar strategies for assessing the adult system. It too teetered while it had grown larger, cost more, and accomplished less.

For the next two years, as director of the Assembly Office of Research, Bolton spoke to patients, interviewed their families, reviewed hospital policies, and observed operations. Everything he saw convinced him that reform was impossible. In a stunning display of speaking truth to power, he returned to the assembly speaker with an answer. Unruh was called Big Daddy—and it wasn’t just for his love of power, or because he was the second most important politician in California. Jesse Unruh, who weighed 280 pounds, was known for intemperate outbursts. Still, Art Bolton, of average size and cautious deportment, told Big Daddy that the hospitals were beyond repair. They could not be fixed or improved or reformed. They were incompatible with humanity. They should be closed. “Tear ‘em down,” he said. “Tear ‘em down.”5

It took Bolton two years to reach this epiphany, but he had been thinking about hospitals steadily since visiting Dewitt State. Dewitt was among California’s newer facilities, acquired after World War II as a transfer station for patients hospitalized elsewhere. Located on 216 acres, with Quonset huts lined up like the teeth of a comb, and a central corridor joining forty-five wards,6 it still looked more like its original military base than an asylum for troubled people. By the time Bolton visited, it housed three thousand more patients than it should have. Like most of California’s remote psychiatric hospitals, it was invisible to all but the most purposeful set of eyes.

DeWitt’s seven hundred employees powered Auburn’s economy. There were secretaries, housekeepers, telephone operators, guards, pharmacists, maintenance crews, kitchen crews, groundskeepers, nurses, a few social workers, and one or two psychiatrists. Staff sandwiched their duties between meeting patient needs and satisfying superintendents who controlled their domain like fiefdoms with few rules, no accountability, and raw power.

Bolton did not accept this assignment naively. Previously he had seen crowding and restraints, aging facilities and short staffs, and he knew the sickly smell of feces painting the halls. He had seen children restrained and shackled in cages. He knew of bedsores and hunger and near-starvation diets. Could there be anything worse? Yes. He would learn degradation was measured differently for the adults at Modesto State Hospital, where they were required to mop the floors while naked. Although the practice was decades old, at a hospital in Stockton forced sterilization still attached to its image. DeWitt’s dire conditions, worthy of tabloids, now fed his curiosity. Only recently a patient had died there, and the culprit was said to be an alcoholic technician whose principal advocate was allegedly an alcoholic doctor. People could, and actually did, get lost in these hospitals, which held up to five thousand patients. The actress Helen Chandler spent five years recovering from alcoholism at DeWitt, and Martin Ramirez, whose pen and pencil drawings would later be acclaimed as folk art, spent half of his thirty-two hospitalized years at DeWitt. Fighting with neighbors over a property line got one couple trapped behind the hospital’s one-way gate. Before family could get them out, they had received unwanted electroshock treatments (known as electroconvulsive therapy, or ECT).7

At first he thought it odd that his request to tour the grounds without staff was denied. When he tried to open a locked door, staff tried to dissuade him. Nothing to see in there, the escort said. Nonsense, Bolton thought while opening the door to a cavernous dormitory, 235 feet long and 30 feet wide. Cots were jammed together, filled with idle, urine-soaked patients. “Some of them were just old people that nobody wanted,” he thought. “Just elderly people who often died shortly after being admitted to the state institution.” Others had a history of alcoholism. Most were poor. Some, he guessed, actually suffered from a mental illness.8 Leather belts and cuffs strapped one elderly man to his bed. He didn’t seem to be agitated, out of control, or in need of restraints. He was “lying there, looking miserable, old, and feeble,” and Bolton wondered if there could be a “psychologically therapeutic value of being stripped naked and tied to a bed.” What kind of behavior warranted still using physical restraints when the Department of Mental Hygiene had outlawed them six months earlier?9

Walking down another hall, he asked his escort, “What’s behind those doors?”

“Oh, you don’t want to bother. That’s a laundry.”

“Really, I’d like to go see the laundry,” he said, opening the door to an unbearably hot room. “Dante’s inferno,” he said to himself. In the middle stood an attendant on an elevated observation deck watching men and women work. A hot iron landing on moist cloth hissed, sending clouds of steam floating upward. Bolton strolled up and down the aisles, pausing here and there to look more closely at one of the forty patients operating the industrial pressers.

“How long have you been doing this?” he asked one man working on sheets.

Despite Bolton’s well-honed cynicism, he was surprised to hear this man say five years.

This was called industrial therapy. “Everything was labeled therapy,” Bolton told me. “If they didn’t call it industrial therapy, they said it was milieu therapy.” At the time he believed there was no therapy. He considered it slave labor.10

Other California facilities were just as shocking. One time, at Sonoma State Hospital, Bolton was sitting with three people from the professional staff—a nurse, a physician, and a psychologist—when a patient had an epileptic fit. Spasms, tight muscles, rapid eye movements, drooling—it was unmistakable. Barely twenty feet away, staff sat impassively. The patient fell to the floor. Other patients came to his aid. Bolton asked, shouldn’t they be helping? No, nothing to worry about, said one of them. “We see this all the time.”11

The size of Sonoma State Hospital, five thousand patients, led Bolton to doubt it could truly help people with serious mental illness. “You can imagine what kind of thinking went into that,” he said sarcastically during an interview for a PBS documentary. “Imagine,” he said, “we’re gonna take five thousand people who have difficult problems, and put them all in one place, and good things will come of that.” He laughed at the very thought. “What a crazy idea to begin with but, you know, when these institutions were created … they were created mainly with the idea of finding a place to get these people out of our community. They’re a nuisance, they’re difficult, they create problems, we don’t want ‘em and we don’t wanna spend money on ‘em.”12
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Courts committed 84 percent of California’s inpatients. Why? What had people with a mental illness done that was so wrong as to have broken the law? What was so terrible that district attorneys and judges had to get involved? For the next two years, all of 1965 and most of 1966, Bolton’s seven-person staff determined to find out. They sent questionnaires to fifteen hundred people—patients, representatives of public and private hospitals, and the courts in forty counties. They visited doctors, psychologists, and hospital staff.13 Public hearings followed.

Bolton came to believe that the courts’ intractable role in sentencing people to hospitals was driving California’s catastrophic mental health system. It might have originated with a phone call to the police after a family conflict or an incident involving an elderly person who drank too much or someone’s problem with dementia.14 Many people were agitated, but most were not dangerous. Three-quarters needed emergency services for a short-term emotional disturbance.15 That led to a police escort to a hospital for up to seventy-two hours. For many, it was the first step toward what would become a civil commitment.

Once someone was admitted, it fell to staff to determine if that person seemed “normal.” They used a checklist for actions which Bolton ascribed to a middle-class bias about behavior, starting with the criterion of self-control: “The normal person can control his impulses.” Another concerned the planned life: “The normal person ‘plans ahead.’“ And good relations: “The normal person gets along well with his spouse.”16 People of means usually got themselves discharged; the rest got pajamas, limited phone calls, and censored letters.

A medical exam took place in a hospital. Assemblyman Jerome Waldie, who had also worked with Bolton investigating children’s services, observed one of these exams at the San Francisco General Hospital. This is what he saw: doctors sat knee to knee across from patients. There was no privacy. Other patients surrounded them, listening to the interview. Respondents with vague answers were thought to lack “insight or judgment.” They were labeled “mental defects.” Lack of insight and judgment were among schizophrenia’s signature symptoms in the 1960s, and it was all too easy to conclude that the person needed to remain beyond the evaluation phase.17

A doctor’s evaluation was mandatory. In rural areas, a general practitioner met the need. In Los Angeles County, which contained three of the state’s nine hospitals, one psychiatrist evaluated as many as ten people a day. Court-ordered hearings followed to decide if the restrained person should be legally committed; two public defenders could represent as many as 120 people a week.18 But they did so weakly. This was the process sending fourteen thousand people to a public psychiatric hospital in California in 1965.

Bolton asked, was this needed?

Legal statutes foreclosed judicial independence and constrained sentencing choices. According to Section 5550 of the Welfare and Institutions Code, a medical examiner could recommend involuntary commitment if a person was “in need of supervision, treatment, care or restraint.” Rarely did judges challenge a doctor’s recommendation. Ventura County Superior Court judge William Reppy said it would mean he would be telling a doctor, “You think this man is mentally ill but I don’t.” San Francisco’s Judge Joseph Karesh told Assemblyman Waldie at a subcommittee hearing in December 1965 that he didn’t ask questions. “Since they were there,” he said, “they were presumed to be mentally ill.” Karesh later acknowledged feeling ashamed about his role in the process. It also bothered Judge John Racanelli. He described a circuslike atmosphere in his Santa Clara County courtroom where patients, dressed in hospital-issued pajamas, sat lined up on wooden benches. After a couple of hours, those who were not bored became agitated. Racanelli felt constrained by the doctors’ orders. Still, he felt obliged to ask people who came before him if they wanted to say anything. Only once did someone answer yes. And what did he say? “Fuck you.”19

California was not unique. A similar line of pajama-clad patients waited in the corridors of New York’s courtrooms. As with California, New York didn’t guarantee patients’ rights, and there was no minimum constitutional protection.20 To expedite the woeful process, Illinois built a courtroom for patients on the premises of a hospital.21

Bolton was aghast that courts treated sick people as if they were criminal lawbreakers, which furthered an impression about people with a mental illness being dangerous. Given the vague, imprecise, and idiosyncratic diagnostic process, he was dumbfounded. He had come to believe that “the term ‘mental illness’ does not describe any particular condition; it does not reveal the cause of an individual’s difficulty, nor does it suggest any specific course of remedial action.” It was, he said, “a catchall concept.” Like beauty, madness “may exist in the eye of the beholder.”22

Although imprecision was a problem, Bolton was a social worker, not a psychiatrist. His lever for change came from working for the legislature, which had the power to pass laws. The most disturbing of all his findings was how quickly someone’s life could be upended by an involuntary commitment to a state hospital. Trained observers used a stopwatch to measure the time it took to complete a commitment hearing for fifty-eight patients appearing before a county lunacy commission. The hearings averaged 4.7 minutes.23 If there were a headline, a sound bite, a photo caption, it was knowing how quickly someone could be “committed indefinitely to a state institution in California.”24 That became his handle for reform.
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Bolton would have had similar misgivings had he toured hospitals in Pennsylvania, Oregon, Alabama, or Illinois, where seven thousand men filled the state hospital.25 Constitutional protections didn’t apply to institutionalized patients in any of these places. But his task was understanding what to do in California, and his findings raised two questions: how should lawmakers protect the rights of people before they ended up arbitrarily confined to hospitals, and how should the state provide mental health services for those who needed them? Answers filled two hundred pages for a report, The Dilemma of Mental Health Commitments in California, which he delivered to the Assembly’s Subcommittee on Mental Health Services in November 1966. He expected this report to inform the bicameral legislature, which would then pass a reform law before adjourning the next summer. Already he was drafting a bill and anticipating that a new system would take root within a year.

Bolton intended to choke a commitment process he deemed vague. This he would change and The Dilemma threaded long-standing problems. Staffing patterns hadn’t changed since Earl Warren was governor in 1952 and poor management with overcrowding was the norm. He would individualize service needs with a plan, not the “lumping and dumping” practices he considered “legally, medically, and socially unsound.” He would impose standards for people he considered “mentally disordered,” not “mentally ill.” This would mean that courts would have to cease sending a thousand people a month to California’s public hospitals.
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“The central feature of the proposed new system,” Bolton wrote, was an emergency service unit (ESU) to replace the commitment court.26 It would become a local referral agent, “close to home,” and available to people who sought help voluntarily as well as those who had been accompanied by family, friends, doctors, or the police. Staffed with psychologists, social workers, or psychiatrists, it could also contract with universities, hospitals, and private or public clinics to conduct evaluations, including in “the citizen’s own home.”

The Dilemma broadened the conversation by asking new questions. Would an evaluation prevent a suicide? Was it a medical emergency? Might an unspecified social service avert a crisis? What service existed locally? Voluntarily? And if the recommendation was a hospital or a doctor, as confining as that might be, the person should have freedom of choice during the selection process to decide which doctor or hospital.

The process was more complicated than the services clinics, called Short-Doyle, already offered. Counties managed the decade-old clinics, and each local program differed. The ESU of Bolton’s imagination required consistency, and because of its importance, he recommended that the state fund this new system. Bolton further assumed that it would be rare to encounter someone so “gravely disabled” that they were incapable of feeding, clothing, sheltering, or communicating—criteria for involuntary detention—or that they were so overtly destructive that they should be forced into a hospital.

A typical ESU evaluation could hold someone for up to seventy-two hours. If more time were needed because of a crisis, the evaluator could recommend an additional fourteen involuntary days at a hospital. Still, the ESU endorsed patient choice. Patients “shall be free to reject treatment, and … to terminate treatment at any time.” This essentially ended forced lobotomy, which had pretty much been sidelined by the 1960s. Choice could curtail other involuntary treatments, notably ECT, loathed by hospitalized patients and civil libertarians alike.

Psychiatrists would later question the assumptions guiding Bolton’s recommendations. They disagreed about ending involuntary ECT. It was both common and controversial, and doctors feared ending it would tie hands when it came to prescribing treatments. Psychiatrists also questioned the wisdom of limiting an involuntary admission to fourteen days. Bolton introduced basic patient rights for people held longer: they could wear their own clothes, have visitors and uncensored phone calls, and send and receive uncensored letters.27 If, at the end of this time, someone remained gravely disabled, only then should court proceedings begin.

Intending to divert people from the hospital, he proposed the ESU arrange for financial or legal counseling, recreation programs, employment services, housing agencies, senior citizen centers, child welfare services, and civic or ethnic service organizations—all of which could be enlisted to assist “a mentally disordered person to remain in the community.” Social workers could provide these services before people went into a hospital, not only when they left. To establish a measure of accountability, The Dilemma proposed a citizens’ advisory council with oversight authority.

Bolton didn’t want in his report to be leaked. He wanted a bombshell to grab public interest while lawmakers considered the bill he put before them. His strategy worked. When the press got a copy of The Dilemma in November 1966, there was a “small explosion.” The San Francisco Examiner shouted, “Thousands Locked Up Erroneously.” The Los Angeles Times accused the existing system of being “legally, medically weak.” Words like “archaic,” “defective,” and “drastic overhaul” peppered headlines. Bolton had hoped his work would create a thunderbolt, and it did when reporters wrote that current practices allowed for the indefinite commitment of someone to a state hospital in less time, 4.7 minutes, than it takes to boil an egg.28

Practices such as these also troubled Judge David Bazelon, chief judge of the influential US Court of Appeals for the District of Columbia. The case of a man named Charles Rouse, who wanted to be discharged from St. Elizabeths Hospital, the federal hospital in Washington, DC, piqued his interest. The Washington, DC, district court had considered Rouse’s request based on claims that he had received only custodial care, not treatment, in four years of confinement. In February 1967 the court said custodial care was okay, that it counted as treatment. The American Psychiatric Association found this unacceptable, as did Bazelon.

Judge Bazelon’s inclination toward social justice was evident as early as 1954 in Durham v. United States, a case charging Monte Durham with breaking and entering a house. Durham also had an extensive history of hospitalizations for an “unsound mind.” In a decision that would provoke debate about the overlap of law and medicine, as well as revise the insanity defense for years to come, Bazelon’s decision swapped punishment in a jail for rehabilitation in a hospital. The key factor addressed an assailant’s mental status at the time of the alleged crime.

Rouse’s mental status became just such a factor in his appeal. He had originally been charged with carrying a Colt .45 and six hundred rounds of ammunition in Washington, DC. He was eighteen years old, and a conviction would normally be a misdemeanor. As he was judged to be symptomatic at the time of his arrest, his disposition, “not guilty by reason of insanity,” sent him to St. Elizabeths Hospital for treatment. Four years later, claiming he had not received treatment, he asked the courts to discharge him.

Ruling on another case involving insanity excited Bazelon. He prevailed on a young attorney, Charles Halpern, to handle Rouse’s appeal. The case would ask whether it was constitutional to send someone to a hospital yet withhold the remedy, which was treatment. Without treatment, “the hospital is “transform[ed] into a penitentiary where one could be held indefinitely for no convicted offense,” Bazelon said.29 Halpern eventually got Rouse released, but not because he proved he was not mentally ill and shouldn’t be at St. Elizabeths; nor did Halpern persuade the appeals court that what was considered milieu therapy of a ward was really a sham. Rouse’s release turned on a flaw in the original trial. Still, this case was unprecedented, Halpern writes, asking courts “to protect the rights of mental patients confined in public mental hospitals against their will.” Also unprecedented was asking if hospitals met their treatment obligations.30 For the first time, it seemed jurists had opened the doors of a hospital to look inside.

The Mental Health Law Project, which Halpern later founded, subsequently brought many landmark cases. The facts spoke for themselves, and one of the staff attorneys described it this way: “When we do institutionalize people for any duration beyond crisis intervention, we should not engage in euphemisms that we are helping them. The evidence is almost entirely to the contrary.”31

In the Rouse decision Judge Bazelon asked whether everybody who commits a crime is mentally ill. If that were the case
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