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FOREWORD


As the CEO of the National Alliance on Mental Illness (NAMI), I often describe our organization as “a community that cares.” Not only is this our motto, but it is also a goal we aspire to every day. At NAMI, we want to ensure we reach as many people as possible, using as many mediums as possible. With that in mind, we are publishing You Are Not Alone: The NAMI Guide to Navigating Mental Health—our first-ever book—which will stand as a long-lasting, physical embodiment of our mission.

While this is a NAMI project, the content is not about our organization. The book offers advice on navigating a challenging and complicated mental health care system, as well as ways of finding a path to recovery, so that everyday people can live well with mental illness. The intention of this book is core to NAMI’s mission of building better lives for the millions of Americans affected by mental illness—and it is why all proceeds will go back to NAMI in order to support our work.

When Dr. Ken Duckworth came to me with the idea of writing a book that could help people on their road to recovery, I knew it was something we had to do. Those of us who have been impacted by mental illness know what it is like to seek guidance only to receive silence and shame in response. I believe that getting the support and guidance you need should be as easy as entering your local bookstore, asking, “What should I read if my kid is struggling with their mental health, and I don’t know where to start?” and being answered with, “This comprehensive guide called You Are Not Alone.”

This book will help you gain perspective and advice from what we call “lived experience experts.” These are people using their real names, sharing their stories, and talking about what they’ve learned. This is how we break down social barriers—with real people being open and vulnerable. We are also pairing their knowledge with traditional research experts to give the reader the best of all these perspectives.

Our mission is well represented by the stories we share, which focuses on first-person experience from people with mental illness, as well as those of their family members and loved ones. As Dr. Duckworth writes, “At NAMI, family members and peers are joined in the same mission, but not with the same perspective.… The belief that listening to alternative viewpoints deepens understanding is at the core of why NAMI has chosen to be inclusive.”

Whether you are experiencing mental illness symptoms for the first time, are a caregiver of someone who is struggling, or just a concerned friend or family member, I hope that this resource will help you to determine next steps for yourself or your loved one. There is a whole community of people who care about what you’re going through—the NAMI family—and we are here to provide guidance, community, and support on your mental health journey. Indeed, you are not alone.

Sincerely,

DANIEL H. GILLISON JR.,

CEO, National Alliance on Mental Illness





INTRODUCTION


I know what it’s like to feel alone.

That’s why I decided to write a guide on living, and recovering, with mental illness. No such guide existed when I personally needed it, and many other people I have loved—including my father––or who I have come to know as a doctor, colleague, or friend, have been without a guide to turn to as well.

My dad was a fun, charismatic, loving, and generous man who was episodically ill with bipolar disorder. Back when he needed help, our family had no tools to navigate the convoluted mental health “system.” When he was hospitalized, we didn’t even consider discussing next steps with the professionals who were caring for him, because we didn’t know that was something to discuss. We did not have the language to talk with his doctors or with each other. My father’s doctors did not offer any counsel about what my dad could do to reduce his symptoms or extend the time between his episodes, and we knew nothing of the science that might help us. There was no book to read that laid out options for treatment. We were ashamed, isolated, and uninformed. When other people were sick, friends, colleagues, and family members sent cards and brought casseroles, but when my father was ill, our family tried to pretend nothing was wrong, and even the people who knew something was wrong did not send or bring anything. No casseroles, no flowers, no cards.

I decided to become a psychiatrist to find answers to my questions about my dad and his illness—to help him, my family, and other families. When I announced that I was applying to medical school, my family was initially thrilled. My older siblings, Sue and Joe, had been the first in our family to attend college; our relatives in prior generations were security guards, seamstresses, salespeople, and ministers. So, my decision to set aside my initial interest in political science and history to study medicine was greeted with praise. A doctor! A (shame-reducing) home run!

However, my choice to go into psychiatry, rather than becoming a successful surgeon or cardiologist, was much less well received. For decades, Dad held out hope that I would choose another specialty, calling me during my psychiatric residency to ask, “How was the operating room?” He loved me deeply, but he didn’t want this path for me; it was just too close to his deepest source of shame.

I was also surprised that, at that time, psychiatry was not ready to consider my motivation for entering the profession as legitimate. On my psychiatry residency applications, my essay about my dad’s illness and my quest to help him seemed to violate an unwritten rule. It was ignored at programs across the nation, while interviewers engaged with me on topics relating to the practice of medicine, my volunteer work, or even college football. One person at a prestigious hospital told me my reason for entering the field was a “terrible” one but might have been acceptable if my father had been a psychiatrist himself and not just a patient. I was devastated. Only one person who interviewed me, Ned Hallowell, told me that my personal experience could be helpful in my professional life, and so I joined his program at the Massachusetts Mental Health Center in Boston, where I am still on the faculty. Fortunately, sharing one’s personal experience of being affected by mental health conditions is becoming more acceptable in applications to the mental health field.

I was a bit lost when neither my dad nor the field of psychiatry wanted me to keep going, but my love for him had set the course: Every professional choice I made was inspired by my desire to learn about the possibility of recovery from mental illness from every possible angle.

Since then, I have worked in almost every kind of role in the mental health field, and in almost every kind of setting and system. If you look at my résumé, you might think I’m either very curious or have trouble keeping a job. I was curious about the two distinct cultures of addiction and mental health, so I worked on a dual diagnosis assertive community treatment team. Because I wanted to improve policies, I became the chief psychiatrist and commissioner at a major state department of mental health. As I began to see how early mental health issues start, I trained as a child and adolescent psychiatrist and had a private practice for adolescents, became a school consultant, and worked to reduce the use of restraints for children in hospital units. After watching the state mental hospitals close in a slow-motion tragedy, I worked in a recovery-oriented human service nonprofit organization helping people with serious mental illness live independently and developed clinical services for unhoused people in Boston. Curious about how we get new medicines, I was part of a research team that studied clozapine’s impact on reducing suicide risk. Working at a major health plan taught me how malleable and variable insurance benefits are. After learning there was a better way to serve people early in their course of psychosis, I volunteered for five delightful years at an early psychosis program. Along the way, the National Alliance on Mental Illness (NAMI) found me, and it has been the joy of my professional life to work as NAMI’s psychiatrist.

I have, in short, spent my career learning and thinking about life with mental illness, recovery, and what a practical “how-to” guide would need to cover to provide support and guidance to others facing the challenges my family and many others confronted. Now, finally—and with the help of hundreds of thousands of others who have shared expertise, wisdom, and the lessons of lived experience—I have written the book that my dad and family so desperately needed, in the hope that it eases the way for individuals and families everywhere.

This book contains information relevant to people independent of their or their loved one’s diagnosis. At the same time, it provides guidance relevant specifically to people with certain illnesses. It also addresses concerns that arise for people of different cultures and identities as they navigate the complex world of mental health treatment. The book will help those affected by anxiety disorders, attention deficit disorders, bipolar disorder, borderline personality disorder, depressive disorders, dissociative disorders, dual diagnosis/substance use disorders, eating disorders, obsessive compulsive disorder, post-traumatic stress disorder, psychosis, schizoaffective disorder, and schizophrenia. Some of the people who share their stories here may have co-occurring autism spectrum disorders or developmental disorders, but I will not be addressing those important conditions in depth, as they deserve a guidebook of their own.

Mental illness and recovery are human experiences, so I consider experience-based evidence an authoritative source for this book. Individuals who have lived with mental health conditions are a source of untapped wisdom on how to build a life and thrive while living with mental health conditions. My goal is to synthesize this anecdotal evidence with traditional research-based evidence; to provide practical, compassionate advice; and to offer the comfort that comes from knowing that, wherever you are in your recovery journey, you are not alone.

For this book, I was fortunate to interview in depth 130 people from Cape Cod to Hawaii, and from Anchorage to San Antonio—all of whom self-identified as having a mental illness or loving someone who does. The age of interviewees ranges from sixteen to one hundred. They are from different races, ethnicities, religions, sexual orientations, socio- economic and educational backgrounds, gender identities, national origins, abilities, and cultures. Some of the people I interviewed have been unhoused, incarcerated, or lost jobs and relationships. Others work as physicians, carpenters, musicians, schoolteachers, or police officers. Some are on disability, and others are veterans. These people told me about their diagnoses; some have had many diagnoses, and some took a long time to get the one diagnosis that formed a base upon which they could build their recovery. Their journeys were often very trying for them and for their families.

These “lived experience experts,” as I think of them, have taken a master class in living with some combination of the extremes of mood, thought, perception, addiction, and behavior while also dealing with the rest of life—things like developing an identity, integrating their experience into their sense of self, building friendships, raising kids, finding love, and establishing careers. Some have used their experience to serve others: volunteering on a crisis hotline, providing mobile crisis peer support, training police officers on de-escalation techniques, or becoming a social worker. The 130 interviewees had on average about twenty years of lived experience of mental health conditions. Together, they have more than two thousand years of experience from which the rest of us can learn. You will hear from them, in their own words, throughout this book.

In the interviews, I asked people who lived with mental health conditions open-ended questions about what they had learned, when they first thought they had a concern, what their experience was of treatment and services, what worked for them and what did not, how their culture or identity impacted their journey, and how they define recovery. I asked family members similar questions. Families are often a key ingredient in recovery, and I was fortunate to learn from many families who have young and adult children living with mental illnesses. I also interviewed siblings and those, like myself, who are the children of people who live with mental illness.

Given the prejudice and discrimination many still face, you might think people would be reluctant to engage in intimate discussions of their experience of illness and their quest for recovery. However, the people I interviewed told me they cared about feeling better, being in less pain, developing coping tools, building a life, and—by being interviewed for this book—sharing their experience to help others. Family members know the trap of isolation and blame, so they also wanted to step forward to share what they have learned. Everyone I interviewed chose to use their real name in this book—to lead with their experience and reduce the shame associated with these issues. Most of the interviewees didn’t care much about the imperfect state of neuroscience or the meaning of imperfect terms like “mental illness,” “mental health condition,” or “brain disorder.” When you talk to people, they just want to learn, teach, and connect. They want to stop the cycle of secrecy and isolation. And they want to help you and your family.

In Part I, I review what we know about mental illness, what we don’t know, and how our understanding has evolved. I look at mental health conditions through the lenses of development and trauma. Sharing stories from experience, I cover the imperfect science of diagnosis: why diagnosis is a process; how getting an accurate diagnosis can help; and why an accurate diagnosis is not a prerequisite for effective care. And I explain current approaches to treatment and how integrating the best of the traditional “medical model” of care with a newer and evolving “recovery model” offers the best chance for the most favorable outcome.

My perspectives on these topics are intended to frame and introduce Parts II, III, and IV, in which people with lived experience of mental illness and thought leaders in many mental health fields share their expertise. In Part II, individuals describe in their own words what they learned, how their culture or identity influenced their experience, what mistakes they made, and what made a difference during their recovery.

In Part III, we hear from family members of people with mental illness. In this book, “family” refers to people related by biology, caregiving, choice, or community. Families who have learned how to communicate, practice self-care, and advocate for their loved ones serve as beacons of hope for those of us beginning a challenging and unknown journey. Unfortunately, not all journeys end well when it comes to mental illness. Families who have faced the hardest challenges, including the worst possible outcomes, share how they responded.

Finally, in Part IV, we turn to the traditional experts. Mental health researchers do important work every day, but their research is often not well translated to the public. To get this information out to people in plain, nonscientific language, I bring many thought leaders together to answer the questions people most frequently ask me about living with a mental health condition. In this part of the book, renowned researchers, innovators, and activists share wisdom on the “state of the art” of mental health care at the time of this writing.

•   •   •

Over the years, I have fielded thousands of questions from people seeking insight and guidance into mental illness recovery. And I know that millions more Americans are seeking answers to these same questions every day, whether for themselves or for someone they love. Forty years ago, I was one of those people, desperate for answers I could not find. Even as a young boy, I had understood that something was very wrong with my dad, but I did not know the first thing about what it was. All I knew was that he was taken from our house by a police officer at the front door while he was screaming. After his hospitalization at Byberry State in Philadelphia when I was eight years old, we moved to Michigan. I later learned that Dad had lost his job in Philadelphia after that episode, but that his company, Chef Boyardee, transferred him to another sales job in Detroit. That kind of corporate loyalty is unusual today for people in similar situations. It meant we could count on his job and his income to afford secure housing and food. It meant we didn’t have to move from shelter to shelter, so I could go all the way through school in one school district, and there meet my lifelong friend Marty Derda, who has been beating me at Wiffle ball for close to five decades. These fundamental supports—housing, food security, and connection—were part of what we now call the social determinants of mental health, and they were all in my favor. I was also white, which gave me advantages I didn’t understand then. Even with all these advantages there was a lot of heartache in my family.

One of my darkest moments was while I was a college student sitting in my car in the parking lot of Northville Regional Psychiatric Hospital near Detroit where my dad, once again, had been admitted as a patient. My loving, playful, generous father struggled all his life with severe bipolar disorder and often required months of state hospital care to bring him back from mania and psychosis. I remember feeling like no one understood my pain, and that there was no one on Earth I could talk to about it. When I later returned to campus, I described the experience to my girlfriend as “not that bad.” I didn’t say anything to my loving older siblings, who had moved out of the house by then and had formed their own busy young families. Dad’s condition was not a secret to us, yet we all felt so much shame that each of us suffered alone, in silence. I was haunted by images of my father full of anger and throwing beer bottles, or drooling while sedated by powerful antipsychotic drugs, but it never occurred to me to see a mental health professional. That night in the parking lot it seemed hopeless for my dad, and for our whole family.

Fortunately, change was coming. At the exact time that I was sitting in that parking lot outside Northville Regional Hospital in 1979, a group of 284 people from around the nation was gathering in Madison, Wisconsin. They were primarily the parents of adult children with severe and persistent mental illnesses, tired of the way they and their children were treated both by mental health professionals and in the world and frustrated by the lack of support services. They were meeting to bring their voices together, and their meeting was the beginning of what became NAMI—an organization that would one day take my life’s greatest heartache and, as it has done for millions of others, connect me to a community and a purpose.

Some of the parents at that critical meeting had already formed their own smaller groups at home. The largest such group was in San Mateo, California, where Toni Hoffman, Fran Hoffman, and Eve Oliphant had formed Parents of Adult Schizophrenics (PAS). They had held a conference prior to the Madison convention and were key in creating momentum for a national organization.

The grassroots movement was growing. The late Eleanor Owen, who turned one hundred years old in 2021, had helped to form another early group in her home state of Washington after a tragedy in her local community. “I looked at the headline and I thought, ‘I will call that family. I know what they’re going through,’” she told me. “Eight strangers did exactly the same thing. Within a week, we met around my dining room table and drafted the outline for the Washington Advocates for the Mentally Ill, WAMI. That established our local organization.” Eleanor, like other early leaders, then connected with people across the country who agreed that a national organization was needed, and they decided to establish the national meeting in Madison.

Laurie Flynn, who would serve as executive director of NAMI from 1984 to 2000, got to know many of the founders, including Bev Young and Harriet Shetler. “They’d had such a terrible time,” Laurie recalled. “They’d had so many locked doors. And to be opening some of those doors, just by sharing the truth of their experiences with each other—really felt affirming. They thought they were going to make a difference for the next generation. And indeed, they did.” That momentum continues today, and sharing first-person experiences remains critical to NAMI’s work and mission.

Every year, millions of people are affected by mental illness. In 2020, in the early stages of the Covid-19 pandemic, that number was higher than ever. In a Centers for Disease Control and Prevention (CDC) study, more than 41 percent of Americans reported clinically significant mental health symptoms that year—double the prevalence in years past. The authors of that study noted an even greater impact of the pandemic on younger people, adult unpaid caregivers, and racial and ethnic minorities. Too many of us—and our families, friends, and caregivers—are confused, afraid, and overwhelmed. We may not know that what we are experiencing is an illness. We may be worried about a loved one who denies that anything is wrong. Some of us know we need help, but we don’t know how or where to find it; or we find ourselves scrambling anew when a treatment or medication that used to work no longer seems adequate.

The mental health “system” in the United States is chaotic, underfunded, and often hard to access. Many mental health care professionals and institutions are wonderful, but they’re affordable only for the rich. At NAMI, the questions keep coming to me: What does it mean when different doctors give me different diagnoses? When is my adolescent just being a teenager and when is her mood something to worry about? What if my insurance company will not cover my treatment? This treatment/medicine/community/faith/practice made such a difference for me—how can I share or make a career of my knowledge with others?

NAMI has been helping millions of Americans seeking answers to those and many other questions for more than forty years. Composed of a national umbrella organization and over 650 state and local affiliate organizations serving communities in forty-nine states, it has become the largest grassroots organization in the United States helping people with mental illness and their families navigate recovery. Thousands of members are devoted to raising public awareness and providing advocacy, education, and support so that all individuals and families affected by mental illness can build better lives. At NAMI, we understand that mental illness affects not just the brain but every aspect of human life—social, emotional, vocational, spiritual, even philosophical. We understand that one person’s mental health condition also affects the lives of family members, caregivers, and friends.

Why is this book for both people with mental health conditions and family members? Because that is who NAMI is now. NAMI was founded as a family group and has, through board elections and intention, become a group for both families and for people living with these conditions. This evolution adds depth, compassion, and, at times, tension to the movement that is NAMI. One of these tensions is how to refer to people who experience mental health challenges themselves, to distinguish them from family members. We now use the term “peers” (though of course if you are a family member you will also have “peer” family members). Many people qualify as both “peers” and “family members.”

NAMI embraces the tension that can arise in enacting this radical idea to welcome all into the mental health space. Families and peers may disagree about what is and isn’t a symptom of illness, about what treatment is and is not needed, or about the use of leveraged or forced treatment. The belief that listening to alternative viewpoints deepens understanding is at the core of why NAMI has chosen to be inclusive. The collective power of peers and families helps to move legislation and to change attitudes in our society. We also celebrate the richness that flows from these different perspectives. At NAMI, family members and peers are joined in the same mission but not with the same perspective.

I am still at times astonished by the impact of the work NAMI has done to make mental illness something we can talk about openly, so we can recover together. NAMI has developed and offers a set of peer-led support and education programs in a variety of community settings—from houses of worship to schools to NAMI Affiliates—and now online. Much of our programming is offered in Spanish as well as English for both peers and for families. NAMI’s national HelpLine, 1-800-950-NAMI, staffed by volunteers aged twenty-one to eighty-plus who have lived experience of mental illness, helps many thousands of people annually find resources, information, and support. NAMI also trains volunteers to become better advocates, and many of the gains in the field are tied to NAMI’s advocacy efforts.

We have come a long way. Over the decades, my father fought off every attempt I made to discuss his illness. My choice to go to medical school and then residency was probably more helpful for me than for him. He did take his lithium more often over time, but he never engaged in the kind of conversation about his experience that is common in recovery today. But I think, in the end, he did appreciate in his own way what I had attempted to do. On his death bed, he told me, “I am sorry for all the hard times.” It was the only time he ever raised the subject of his illness—a lifelong challenge that had begun for him at age seventeen and lasted for seventy years, until his death at eighty-seven—in conversation. This simple statement was an incredible gift to me. I know how lucky I am to have had that moment.

I am indebted to the people who chose to tell their story in this book and so to serve others, instead of choosing privacy. To be so open and so generous in sharing your experience is a game-changing, shame-reducing way of living. I’m grateful for your courage and leadership.

This book is for my father, Joe Duckworth, and for the millions of people like him and those who love them. I could not have written it without the lifelong support of my often overwhelmed and loving family of origin: my mother, Wanda; and my siblings, Joe, and Sue. I also thank my adopted NAMI family.

There is a NAMI group or organization somewhere near your community, and there is hope. We will welcome you with open arms.

You are not alone.




AUTHOR’S NOTE


Self-Identification

The individuals and families you will meet throughout this book have each provided me with a brief description of who they are and how they would like to be identified. While many included their race, ethnicity, sexual orientation, or other cultural identity in their description, some did not. I intentionally did not offer my opinion on, interfere with, edit, or consider outside opinions on how people chose to identify themselves. The inconsistencies are therefore a reflection of the unique personalities and individual choices of the people who have so generously shared their experiences and perspectives.



Methods

People in the NAMI community and beyond volunteered to be interviewed for this first-person-as-expert book. Before the actual interview, I spoke to each person about the idea of the book and addressed their questions. I used an interview protocol approved by an Institutional Review Board (IRB). After they gave permission, my colleague Jordan Miller and I conducted the interviews in the form of online Zoom conversations (one was done in person). The conversations were recorded and then transcribed. When people elected to share their understanding of their diagnoses, I took them at their word, as no doctor–patient relationship was entered. Given the informality of spontaneous conversational speech, I have taken some liberties in polishing quotes from verbatim transcripts so that they read well and convey meaning clearly as written text. For example, we eliminated some “ums,” “likes,” and repetitions, and occasionally resequenced sentences to clarify the sequence of events in someone’s story. Interviewees were given the opportunity to review the edited quotes to ensure that the text accurately reflected both how they spoke and what they meant to say.



Demographics

In this book, you will meet each person individually as they describe themselves in their own words. Note that not every person answered every demographic question, and there were no pre-written boxes to check.

That said, our community of lived experience experts were from thirty-eight states, of eleven races and ethnicities, and across the spectrums of both gender and sexuality.

Interviewees represented twenty-five different faith orientations, over fifty occupations, and reported ages from sixteen to one hundred, with one person noting that she was “old as dirt.”

I am grateful to each of them.



Scope and Substance

Finally, this book addresses the experience of recognizing, getting help and treatment for, and living and recovering with a mental health condition, regardless of the diagnosis. While it does contain some information on treatments, research developments, and best practices for some specific conditions, it is not comprehensive. For example, eating disorders (which can also co-occur with other mental health conditions) and dissociative identity disorder (which can be rooted in trauma) are only touched on in these pages. There are many other helpful and enlightening books and resources available that focus on treatments for and recovery with specific diagnoses and conditions. We guide you to some of the ones NAMI members have found most helpful in the Resources section (page 389).







PART I
Mental Health and Mental Health Conditions







ONEDo I Need Help?



“I never really believed them to be voices because I knew the people that I was talking to, and they were real people. They were alive. So I thought that it was more of an elevated sense of communication, like we were talking on a different level. Like our brains were strong enough and powerful enough to communicate in a way where we didn’t have to use our mouths.”

—LLOYD HALE,

South Carolina

“My friends pointed it out to me at first. They would call me hyper, but it wasn’t a typical type of hyper for middle school kids. I was frenzied. I felt like I was swept up in a hurricane of sorts, and I kept trying to find a landing, but then I just kept on blowing higher and higher and I couldn’t control what was going on. I was twelve.”

—DIANA CHAO,

California

“Not only did my son lose interest in all his hobbies, and he’d started isolating and his personality was changing, but he also wasn’t taking care of his business anymore. A couple times a week he’d be on the highway somewhere or on the road with his gas tank empty, and we would have to take gas to him. He used to be responsible and could think ahead and plan, and he just wasn’t anymore.”

—ANGELA BRISBIN,

Missouri, on her son, Michael



•   •   •

All people experience mental and emotional pain. At times we are sad or anxious, or we feel isolated from others. We may stop finding pleasure in things we used to enjoy, or we find ourselves in jobs, environments, or relationships that don’t work for us. We grieve when loved ones die. We have trouble sleeping or getting out of bed in the morning.

For most of us, these difficult experiences pass with time. We work through our struggles, absorb our losses, make changes in our lives for the better. Some of us change our state by exercising, improving our sleeping habits, being with friends, working, or taking a trip—literally getting a change of scenery. Others find their way by talking to family and friends, going to a grief support group, or engaging with their faith community. We find solace in connecting with or giving to others. The fog lifts, the pain recedes; we find ourselves older and wiser, having learned that we can get through something difficult.

But for some of us, sometimes, the mental and emotional pain digs in and grows. We seem unable to make our way through the fog; unable to live life the way other people seem to be able to do. We may feel disconnected from the rest of the world, numb, afraid, desperate, unhappy, or unexpectedly irritable and having paranoid thoughts. Ending the pain may become a recurrent thought. This internal experience may arise not just from our current life circumstances; instead, it can come from something that is happening in our brain, from something that happened long ago, or from some biological or neurochemical process that we have no control over.

Because mental and emotional pain is an inevitable part of the human experience, it can be difficult to recognize the difference between the normal ups and downs of living and a mental health condition—whether in ourselves or in another person. How do you know that you, or someone you love, has a mental health condition? How do you know whether or when to seek help or intervene?

While many physical health issues make themselves known through measurable, physical metrics—blood pressure, high sugar levels—the symptoms of mental health conditions can cloak themselves in emotions, thoughts, perceptions, and behaviors not easily distinguishable from our “usual selves.” Mental health conditions may manifest differently from person to person. Sometimes changes are noticeable to others; other times, they’re not. It can be easy to miss brain-based symptoms in ourselves and in our family members. It can be difficult to evaluate and critique our own thinking. Someone who is depressed, for example, may think: “My level of unhappiness is keeping me from functioning well and enjoying life as I once did. I better get help.” But someone with depression may instead think, “The world is a bleak place; I am a failure and in so much pain. Ending it all may be my only way out.”

One of the cruelest symptoms of major depression is hopelessness. People experiencing it may not ask for help because they believe there is no help to be had. When depression is treated effectively, this feeling ebbs over time. But in the moment, we may be convinced that our outlook is a logical response to immutable facts, and that the people trying to tell us otherwise—or, worse, cheer us up—just don’t get it. Recognizing “symptoms” in our own thinking is particularly challenging for people experiencing the onset of psychosis, with symptoms such as hallucinations or delusions. One of the people I interviewed, Mike Smith of Wisconsin, reported this exact phenomenon; he was hearing voices for years before he realized this was not everyone else’s experience. Mathematician John Nash won the Nobel Prize for developing game theory, which he accomplished while he was ill with schizophrenia. When he was asked why he hadn’t seen that his hallucinations were not part of reality, his answer, as Sylvia Nasar reported in her biography of Nash, A Beautiful Mind, was that they “came to me the same way that my mathematical ideas did. So, I took them seriously.”

In addition to the self-awareness challenge, there is no objective mental health equivalent to blood work or a blood pressure cuff to help us ascertain that someone is ill, or with what illness. We know that mental illnesses are real, and common, but they emerge from a brain with about 100 billion neurons (give or take a few billion) that we do not yet fully understand. We aren’t yet able to pinpoint the precise brain elements and processes that contribute to a disordered mood or thought experience. Nor do we fully understand the interplay of genetics and environment in the formation of mental illnesses; we only know that they are both somehow involved and that they interact. Genetic and environmental risk for mental health conditions travels in families, just as it does for diabetes or cancer. But not all members are affected equally. Some are not affected at all; some may have a vulnerability that might be expressed under certain stressful conditions, and some will develop a life-threatening condition. Not only does each of us embody a unique set of genetic influences, we each draw upon or are influenced by a unique combination of strengths, talents, culture, belief systems, and family relationships.

Mental illness isn’t always a simple black-and-white, yes-or-no matter. Symptoms and experiences change over time and can improve or worsen as we age. A person living with post-traumatic stress disorder (PTSD) can have a great year and then get retriggered by a specific stress and reexperience symptoms such as flashbacks and nightmares. A person who lives with bipolar disorder will have periods—sometimes years—of high functioning between episodes. People who have a vulnerability to addiction or to depression may be prone to a recurrence under stresses, like the loss of a relationship or a humiliation at work. One person told me, “Recovery was perishable—like food in the produce section.”

With rare exceptions, we do not know what causes mental health conditions, and we do not know exactly how some of the most successful services, treatments, and strategies for helping people recover from these conditions work. We know that traumatic experiences change the body and the brain, but there is much more to learn. Traumatic experiences are the drivers for PTSD, of course, but how exactly do they relate on a biological level to increased risk of other conditions, such as addiction or major depression? We know what the protective factors for mental health and resilience are, such as stability and connection, but we don’t know how they contribute to this complex equation or how a person with many protective factors and no trauma can still develop a mental illness.

Truth be told, we don’t even have a good term. “Mental illness” is an imperfect label to describe these many-faceted experiences that also often involve the body (e.g., panic, trauma, eating disorders, addiction, depression, and mania). Formal definitions of mental illness have evolved over time but living with a “disorder” or “condition” is an experience that textbook definitions do not adequately describe. For example, is post- traumatic stress really a disorder? The response to traumatic events that we now call PTSD is a series of body and mind experiences rooted in the evolutionary drive to protect ourselves; some argue it may be better classified as an injury response. Nor do these diagnostic definitions incorporate any recognition of a person’s strengths and capacities, or of the impact of culture and social norms on our experience of behavior and illness.

It’s not just our rudimentary knowledge of the brain that inhibits our understanding of mental illness. What we know, or think we know, has also been limited by an unfortunate historical legacy. For centuries, we have somehow collectively agreed that if the most complex organ in the body has a disturbance and provokes a mood, thought, or perceptual experience that results in behavioral issues, we need to retreat to shame and isolation or to lock the “disturbed” person away in an asylum—or, in more recent times, in a correctional institution. We have had decades of insurance companies failing to cover many basic mental health–related services, thus perpetuating the idea that these all too real concerns are somehow not legitimate. Underfunding, discrimination, isolation, and shame are killers in our society—and these issues all contribute to people being denied help or receiving inadequate services, as well as raising their risk of suicide. In a society that has long sidelined mental health conditions, it can be hard to recognize and accept that you may have one.

Because our society glorifies self-reliance and independence, it can also be difficult to accept the need for help. We must learn to recognize that the common refrains—to “snap out of it,” or to “pick ourselves up by the bootstraps”—reflect a lack of understanding about the nature of mental health conditions. The idea that we can get better through sheer force of determination is not entirely wrong; some people do get better over time through self-care, the support of friends and family, or just continuing to live life and put one foot in front of the other. But that model doesn’t always work, and thinking about recovery from this perspective in all circumstances is unhelpful. One of the things we do know is that getting help earlier improves outcomes. It is much better to intervene in stage 1 cancer, which is local, than stage 4 cancer, which has spread to other parts of the body. The same early intervention public health principles hold true for mental health and illness.

We have managed to learn a great deal about the brain, particularly in the last half century. For example, developments in imaging that allow us to watch the brain in action and in our understanding of genetics have afforded us new ways of understanding brain function and have increased the potential for identifying biological markers akin to blood pressure. But while these research developments represent a stunning leap forward in our scientific understanding, they are not yet ready for practical application in helping people who live with mental health conditions.

In Part IV, I ask some leading researchers in the brain science field to describe some promising areas of research with potential practical applications. For example, the recognition that circuits are part of the brain’s makeup has inspired research into magnetic and deep brain stimulation. There is emerging research on the effectiveness of psychedelics for treating trauma and depression. And researchers are exploring the possibilities for truly personalizing treatment for major depression rather than relying on educated guesswork. All this research is evolving, and the National Institute of Mental Health (NIMH) and NAMI websites are good places to follow new practical developments that flow from this science.

In truth, however, the most helpful things we have learned about mental health conditions are from people with lived experience. They have taught us that mental health conditions are just that, exemplifying that people are not their illnesses. People with mental health conditions also have a lot more expertise than professionals do about the process of recovery—how people survive and thrive not just despite a mental health condition, but in the process of reckoning with it and building a life worth living. As Kimberly Comer of Florida told me, “My meds help me deal with my symptoms, but my skills help me build a life.”

People who have “been there” can best articulate what mental illness is in human terms. In reading their stories—shared throughout this book—you may begin to identify with what they felt and recognize yourself or a loved one in their descriptions of their mental illness, their accounts of when and how they knew they needed help, and their journey to discover what worked best for them.


Do I Need Help?

The best way to assess your blood pressure is to take it. It is almost impossible to assess blood pressure without a basic measurement. People used to have to go to the doctor’s office to get their blood pressure checked, but now home monitors help make it more accessible, even if they are not 100 percent accurate. Getting a blood pressure reading at home, or at a pharmacy, isn’t often precise, but it is informative; it can let you know if you need to get the reading done by a professional and that you may need help to get your physical health in check. Blood pressure can quietly go awry until there is a serious consequence.

Mental health can go awry, too, sometimes quietly and sometimes not so quietly. In either case, you need to get an assessment to figure out what’s going on. If you can do an assessment with a professional, that is optimal in terms of quick access to a reliable interpretation and planning next steps, but there are also a lot of screening tools accessible online to help you make an initial directional assessment on your own. These mental health screens help you get a ballpark estimate of what your experience may mean about your mental health, relative to the experience of millions of other people who have taken the same assessment over the years.

Screening tools have been well studied for validity and accuracy, but they are the mental health equivalent of the home blood pressure cuff. When Marty Parrish of Iowa got a very high score of 25 out of 27 on the PHQ-9, the most common tool for depression screening, both he and his psychiatrist saw that he was not responding to the treatments that had been tried and needed an urgent new approach for his very serious depression. He has now had four good years of life and love after treatment with a technique called repetitive transcranial magnetic stimulation (rTMS). The PHQ-9 screening measurement was a turning point in changing his treatment and improving his symptoms, though Marty is clear that his wife, Peggy, is the most important factor in his recovery.

The easiest way to first assess whether you—or a loved one—need a more in-depth mental health evaluation is to use one (or more) of the many validated screening tools now available online. Mental Health America (MHA.org) has collected the best tools for identification of risk for the most common major mental health conditions, including major depression, mania, anxiety, PTSD, psychosis spectrum, eating disorders, and attention deficit hyperactivity disorder (ADHD), among others. These screening tests are often the same ones you’d be given at a clinic or doctor’s office. The tests are not “diagnostic,” meaning, the test alone is an insufficient basis for determining an official diagnosis. But they may indicate your level of risk for a treatable condition and help motivate you to get a formal assessment.

One way to look at warning signs is to look broadly at the symptoms that can be part of a mental health diagnosis. These can look nonspecific, but a combination of symptoms may indicate a possible mental health diagnosis. There are overlaps with normal behavior in some cases and especially early in the course of an illness process. How long someone has had a particular symptom, or manifested changes in behavior, is also relevant in making a diagnosis; however, not every concern is necessarily part of a mental health condition.

Some symptoms and experiences that could indicate that a mental health assessment is warranted are:


	Feeling very sad or withdrawn for more than a few days

	Change in social drive or interest in connection

	Seeing, hearing, or believing things that aren’t real. (Culture is important here. Some people within certain communities and cultures may not interpret hearing voices as unusual.)

	Trying to harm oneself or end one’s life, or a preoccupation with this idea

	Excessive use of alcohol or drugs

	Drastic changes in mood or intensely changing moods

	Severe, out-of-control risk-taking behavior that can cause harm to self or others

	Changes in sleeping patterns

	Extreme difficulty concentrating or a change in thinking/memory

	Sudden, overwhelming fear for no reason, sometimes with a racing heart

	Persistent physical discomfort or pain without a medical cause

	Intense worries or fears

	Significant weight loss or gain



Screening tools are a good way to sort these nonspecific symptoms. If you get a concerning score on an assessment, contact your primary care provider or a licensed mental health practitioner to help answer the questions raised by the screening test.



For Family Members: Does My Loved One Need Help?

Determining if a loved one would benefit from an assessment for a mental health condition is often challenging. It can also be hard to bring up the topic at all. Mental health symptoms can be confusing and non-specific and are sometimes understandably concealed due to shame or lack of awareness. It can also be easy to overlook slowly developing symptoms. For teens, it can be difficult to discern what is and isn’t in the normal range of development. For a while, Karen Yeiser of Ohio thought that her daughter Bethany’s increasing withdrawal from family and friends after she went to college was just a sign of emerging adult independence and “her becoming more of who she was,” since Bethany had long been intensely focused on excellence in academics and music. Bethany also had good, rational explanations for her withdrawal. It took a long time to get Bethany diagnosed, for her to understand her diagnosis, and to get help that worked. Most people, even some clinicians, would miss these subtle emerging symptoms.

Sometimes the picture is clearer, but the underlying cause is not. A major change in a teen’s energy, social drive, and school functioning are indications for concern. This pattern could be explained by a medical condition like mononucleosis, but it could also be symptomatic of a major depression or an indication that the teen is self-medicating or experimenting with mind- and mood-altering substances. Ruling out medical issues can be important, so helping to arrange a meeting with a primary care provider is often a good first step.

Here are some broad principles that may help you recognize that a loved one may be experiencing, or potentially vulnerable to, a mental illness:

Think Young: More than half of all mental health conditions manifest before age fourteen, and three quarters by age twenty-five. Many of the people interviewed in this book could look back and see clearly that they had symptoms (often anxiety, depression, or impulsivity) in their elementary school years. Some noticed nothing until late in high school or in their early twenties. Others used substances to change their underlying feeling state. Some discussed their concerns with their family, though many did not. Chapter 7 focuses on developmental aspects of mental health.

Stressful Experiences Affect Developing Brains Until Age Twenty-Five: Stressors like bullying, divorce, and traumatic events during childhood raise a person’s risk for mental health symptoms in childhood and beyond. The Adverse Childhood Experience Study (ACE), one of the largest studies ever conducted on the link between trauma in childhood and later life well-being, highlighted the need to understand these risks and the need to support individuals affected by childhood trauma in developing resilience; this is developed in chapter 6.

Negative Thoughts and Feelings May Be Mistaken for Facts: People who are depressed may feel unlovable or forget that they have many strengths and talents. The cognitive fog of depression makes it difficult to recall these essential and sustaining truths, even if they were well known to them only a few months prior. Negative thinking and hopelessness are part of the condition of major depression, and it is very hard for someone to critically assess for themselves what is a feeling and what is a fact. This is particularly true when this is someone’s first experience with hopelessness and negative thinking, but it can still be the case when symptoms come back after a period of relief. The person may know at one level that their experience marks a recurrence of an illness process that they have seen before, but their dashed hope that symptoms were gone forever may be a more powerful force than intellectual insight.

Take Note of Patterns and Family History: If a person has had a previous episode of depression or mania, that presentation is often going to resemble the next episode. This pattern can be quite specific. A specific sleep change, or the use of particular words or phrases, can be a signal for the recurrence of a manic episode, for example. This signal can help to identify earlier intervention to prevent a more intense episode.

While we cannot pinpoint the exact contribution of genes, we do know that a family history elevates risk. Nikki Rashes of Illinois, who is now a manager of national education programs at NAMI, was finally convinced that she might have bipolar disorder only when her mother, Sally, laid out the extensive family history of mood and related disorders. “My mom is my hero to this day,” Nikki told me. “When I was first diagnosed with bipolar disorder, she finally talked to me about my family history. First having that word put to it—bipolar disorder—helped me to see that ‘Okay, there’s something legit going on.’ And then knowing my grandma suffered from extreme depression, my uncle with bipolar disorder … This isn’t just me being strange and me losing my mind; there’s something seriously happening. It all started to make sense.”

Nikki’s mother also used her knowledge of family history to inform the doctors Nikki was working with—though it took persistence to get them to hear her. “I had explained to that first psychiatrist the family history, that I was sure that it was bipolar because of her ups and downs,” Sally said, “and she just didn’t believe it. Well, it took four psychiatrists before we found one who did.”

Trust Your Gut: You know your child or family member. If you are concerned, don’t ignore that. If another family member or someone else you trust is concerned, pay attention. Sometimes we are too close to notice day-to-day changes that someone else may see more clearly.

Listen Closely: People describe emotional distress in many ways—from physical symptoms (often stomachache or recurrent headache) to statements about wishing to be free of pain or fear. Some children and teens are more prone to showing distress rather than discussing it, as every school nurse knows. The safer a family member feels, the more likely they are to share their experience with you. If they do not or cannot discuss it, please remember that these are hard conditions to acknowledge and accept, and this is not a commentary on your parenting or your relationship.



Get to Yes on an Assessment

We are all experts in our own feelings, thoughts, and actions. It is easy for people to feel ashamed of a mental health challenge, and then to act with defensiveness. I encourage you to remember this as you engage a family member on a potential vulnerability; try to focus on an empathic understanding of the distress your family member is showing or telling. Problems with sleep are common, not usually a source of shame in our society, and a key to many mental health conditions, so if the person you’re concerned about says they are having sleep trouble, that can be a great place to start a conversation. If you can get to yes on any aspect of what they see that you also see—for example, excessive sleep, insomnia, or fatigue—you may be able to leverage that to get your loved one into the pediatrician’s or primary care doctor’s office. Some people will openly discuss their persistent sadness, feelings of panic and anxiety or a change in thought patterns; some will not. The key is to keep the conversation going and to remind the person that you love them and are here to help them problem-solve, now or later.

There is a technique called motivational interviewing that can help support a person to move ahead even if they are ambivalent about making a change. In this model, you don’t press your loved one into action, but rather engage them in a discussion to help them move ahead in their own way. William Miller, who developed the technique, explains it further in chapter 17.

Knowing how to help someone get an assessment can be challenging and very specific to the individual and the family system. Mental health clinicians have seen the challenge of engaging someone into care before and may be able to offer you specific advice and strategies. NAMI has hundreds of locations around the United States, and people at your local affiliate may be able to provide helpful support, the benefit of their experiences, and knowledge of local services. Chapter 3 addresses in more detail how to go about getting an assessment, as well as longer-term treatment.



Be Gentle on Yourself

There is no perfect way to identify mental health symptoms. You are unlikely to have been given any training in this important area. If you are like many people, you have been taught it is better to keep concerns to yourself or to “power through” in the hopes that, with time, the symptoms will pass on their own. This may work, but often does not. If you are concerned about a family member who is not sharing their experience with you for any number of reasons, it can be hard to have a dialogue. The first presentation of a mental health condition is commonly the most difficult to identify and seek help for. Ideally, that experience can inform discussions, collaboration, and future planning.

Once you recognize that you or a loved one may have a mental illness, the next step is to obtain a diagnosis. A mental health diagnosis—and its ramifications—is a continuous learning process for all members of the family, and the more you can engage in that process together, the better the experience is likely to be. Remember: while diagnosis is often critical to inform decision-making, a person is not their diagnosis. This is the paradox of diagnosis that will be the focus of the next chapter.






TWOThe Paradox of Diagnosis



“You cannot tame it until you name it.”

—ANGELINA HUDSON,Texas

“I finally got to a therapist, finally got a diagnosis of major depressive disorder. It was such a relief to find out that the thing that I had been going through was not just an aspect of my personality, but in fact a treatable condition. Leaving a doctor’s office with a diagnosis of ‘you’ve got a chronic mental illness and have had for most of your life,’ and just skipping down the sidewalk is sort of an odd thing but knowing that it could get better was really the payoff.”

—JOHN MOE,

Minnesota

“When I first received a diagnosis, I was relieved to know that there is a name for this. I decided I was going to break the news to everybody. I said, ‘Guys, for quite some time now I’ve been having some problems. Well, you’ll be happy to know, as I was, that I have a mental health diagnosis. I have major depression, along with the substance abuse.’ Everybody kind of looked at me and silence fell across the room. Dead silence. Finally, my mom spoke up and she said, ‘Honey, don’t tell anybody that. They’ll think you’re crazy.’ But I said, ‘Mom, I am, in a sense. I have a diagnosis; I have a prescription for some things that are going to help me.’”

—CLARENCE JORDAN,

Tennessee



•   •   •

It is not always easy to ask the question, “What kind of illness do I have?” or “What kind of illness does my family member have?” To ask the question is to acknowledge that there may be an illness, and for many people that requires overcoming shame. We have made much progress in the past half century in developing a better and more compassionate understanding of mental illnesses as medical conditions, and as a common human experience. But people still tend to feel shame. The idea that their thinking, mood, and/or behavior might be a problem to work on can be challenging to accept. Family members may feel that they are somehow at fault for their loved one’s mood or behavior; they might worry that others will judge them. Shame is a very common burden and a powerful barrier to seeking help. It can take courage to accept that you or someone you love may be affected by mental illness. But once you can accept that possibility, the question “What’s the diagnosis?” becomes an important one to ask.

A diagnosis can be a powerful tool in supporting recovery. It provides a preliminary framework, like a rough draft, for understanding what you or your loved one is experiencing. Having a diagnosis also introduces words and concepts that can make the experience feel more manageable and can often help determine next steps. This is true even if—as is often the case—different professionals give you different diagnoses, or you get a diagnosis that does not accurately describe what you are experiencing. Misdiagnosis does happen—the diagnostic system is far from perfect—and ongoing questioning is important, especially if your treatment or services are not helping.

Typically, physicians diagnose illness by looking for the ways in which your bodily processes diverge from “normal.” Very high sugar levels mean diabetes; too little thyroid hormone leaves you fatigued. But when it comes to mental health conditions, focusing only on what diverges from normal can feel invalidating and even dehumanizing. Mental illness affects your very thoughts, emotions, and behaviors—things that are highly connected to your sense of self and your self-worth. Your many strengths and talents do not disappear when you have a diagnosis, but it can feel like they do. And this can create a major obstacle in the process of acceptance, and thus in the process of recovery.

This is the paradox of diagnosis: It is helpful to know your diagnosis, even if it is just a rough draft. It can inform your recovery, but you also need to know that your diagnosis does not define you. Your experience is much more than a symptom checklist. You are a person, and your diagnosis is a tool to help you plan to move forward. Mood, thinking, and behavioral symptoms can be powerful and scary, but they do not define you. A diagnostician should not disregard the human dimension of living with a mental health condition during the diagnostic process. If they do, it might be worth considering a different clinician.

Because we do not have blood tests, MRIs, or genetic analysis to help with mental health diagnosis, the lack of hard science compounds the shame often associated with these brain-based symptoms. Broken bones or urinary tract infections do not usually generate shame as they are objectively observable on an X-ray or urinalysis. We do not have a comparable biological test in mental health. Cancer once had a similar “shame and silence” status in our society before we found more scientific understanding and treatments. It’s good to remember that we all tend to be afraid of what we do not understand, and we need a better understanding of the brain to help with that challenge.

We still do not know enough about the brain to organize mental health experiences by their neurobiological characteristics and develop a diagnostic framework more informed by neuroscience. The biological response to traumatic events is now well understood, but there is no similar detailed understanding of the mechanism of depression, bipolar disorder, addiction, or schizophrenia. For these conditions, we largely observe that our treatments are often helpful and hypothesize mechanisms from those results. Why is our diagnostic framework still so limited after billions of dollars’ worth of research and a series of genetic breakthroughs? Our understanding of the human brain is so much more sophisticated than even a decade ago, yet we cannot currently connect that science to inform individual diagnoses. There is research, such as the Research Domain Criteria funded by NIMH, that is attempting a purely neuroscience-based approach to rethink diagnosis. It is interesting, but in its infancy.

Despite all the obstacles, limitations, and caveats, it is important to get your diagnosis (or diagnoses) as close to right as you can. An imperfect framework can still help a lot of people. So mental health professionals rely on the American Psychiatric Association’s diagnostic tool, the Diagnostic and Statistical Manual of Mental Disorders (DSM), the five editions of which reflect a constant evolution in how mental illness is recognized and defined, what illnesses are called, and what their symptoms are. The DSM is designed to produce “inter-rater reliability,” meaning that a psychologist in Ann Arbor and a nurse practitioner on Cape Cod would add up the same symptoms and both come up with the same or very similar syndrome-based diagnosis. But are the diagnoses valid on a brain-based biological level? We just do not know yet.


A Brief History of How We Got Here

When I was on call as a resident in the early 1990s, I was interested in the history of how we understand diagnoses. I learned that my dad had classic bipolar disorder, now known as bipolar I, with psychosis—experiences such as hallucinations or delusions that others do not perceive as real—intermixed with periods of normal functioning. I also met other patients with symptoms like his. Did this concept of bipolar disorder always exist? I was fortunate to be a resident at the Massachusetts Mental Health Center, which was founded in 1912, so there was plenty of history for me to explore. There was a section of old records in the wood-paneled library. When I was on call, I posted myself in the library, looking—in those pre-privacy-law days—at these records to understand how the doctors thought about diagnoses. I learned that how we think about diagnosis was not at all fixed, but rather it was evolving, based on new science, theory, and social norms.

I found that the medical records of the 1910s and ’20s contained exquisite detail on symptoms, such as the speed of speech and the specific kind of delusion or hallucination. There was no speculation, only description, which was closer to the approach used in the rest of the medical field. There were also records of treatment for late-stage syphilis, which can cause hallucinations and depressive symptoms and thus was a very common cause of institutionalization at that time. I noticed a lot of very careful temperature checks filling the records and then saw that the patients were being discharged with minimal symptoms. In the pre- antibiotic era, the German psychiatrist Julius Wagner-Jauregg figured out that if patients who had late-stage syphilis were deliberately infected with malaria, high body temperatures from malarial fever would kill the bacteria that caused syphilitic symptoms like confusion, weakness, hallucinations, and depression, and patients would improve. This malaria breakthrough was used as a successful treatment for the brain-based impact of late-stage syphilis at my mental health center. There were treatments for malaria, so many patients were discharged without symptoms of either syphilis or malaria. Dr. Wagner-Jauregg won the Nobel Prize in Medicine in 1927 and was the first psychiatrist to do so. It must have seemed at the time like scientific cures for other mental health conditions were right around the corner, if only they carefully detailed what they were seeing.

These miracles were sadly not to come. When I looked at later records, that descriptive framework was nowhere to be seen. It was clear the field had taken a hard turn in a different direction. The records from the 1950s, ’60s, and ’70s were full of observations of the patient’s mother. What did she wear? What did she say? What was her tone like? This was the time of the theory of the “schizophrenogenic mother”—the psychoanalytic idea that cold or cruel mothering was the cause of schizophrenia—and multiple leading theorists preached it. This misguided model harmed a lot of people and alienated many families from the mental health field. Laurie Flynn, a former executive director of NAMI and mother of a large multiracial, multicultural family, put it this way: “You had to pay to get blamed.”

Today’s diagnostic framework is credited to Emil Kraepelin, a German psychiatrist who was among the very first to organize symptoms into patterns to inform diagnosis. Kraepelin’s method—categorizing illnesses by describing patterns of symptoms—is still at the root of our current approach to diagnosing psychosis more than a hundred years later.

Psychiatrists made many errors in the latter half of the twentieth century. Incredibly, until 1972, the DSM—the handbook widely used by mental health professionals in the United States—stated that being gay was a mental illness. The framework of psychiatric diagnosis used to posit that children could not become depressed—until some researchers interviewed children and found that they met the diagnostic criteria designed for adults. Given the problem of child and teen suicide, it is troubling that the field held this idea for so long. We now know that these two ideas, just like the one about schizophrenogenic mothers, were simply wrong. It is important to remember that the DSM is a useful but imperfect framework, bound by what diagnosticians can “see” at the time, and can be influenced by societal conventions, culture, and theories of what is and what is not mental illness. These repeated errors speak to the need for a better understanding of the underlying neurobiology of mental illness.

There are still many unanswered questions in the field of diagnosis. Are mood symptoms a manifestation of addiction, or is addiction an attempt to self-medicate an experience of suffering? An illness defined one way in the DSM—for example, major depression—often manifests differently in a child or teen than in an adult. So, is it the same illness appearing differently in different stages of life, or are these, in fact, different illnesses? How many kinds of schizophrenia are there? When does grief become a pathological process requiring treatment? We do not know enough yet
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Take Notes and Keep Records




	Gather records. When you stop care with a clinic or clinician, ask for a summary of your work together. They may be surprised, as few people ever ask for such a thing. But remember, they are working for you.

	Gather discharge summaries. When you are discharged from a hospital or detox, ask for the discharge summary, which will list their diagnosis of you and your treatments. This summary is a very helpful document in your course of care. Even if their diagnosis was incorrect, the record of treatment may offer valuable information.

	Prior neuropsychological testing. This kind of testing evaluates aspects of how your brain works—such as working memory and executive function (the ability to organize)—in doing cognitive tasks like reading or absorbing visual information. It is often done to help understand why a child may be having difficulties in school and can help families to understand challenges like distractibility and the best approaches to learning.

	Meds that worked—and did not. For each medication, note what dosage(s) were tried, and for what duration, to target what specific symptoms. Your current medications and prescriber are also important.

	Psychotherapies that worked—and did not work. Was it the clinician, or the kind of therapy, or both that helped—or that had no impact?






After Diagnosis and Beyond Shame








OEBPS/nav.xhtml




Contents





		Cover



		Title Page



		Copyright



		Contents



		Foreword by Daniel H. Gillison Jr., CEO of NAMI



		Introduction



		Author’s Note



		Part I. Mental Health and Mental Health Conditions



		1. Do I Need Help?



		2. The Paradox of Diagnosis



		3. How Do I Find Help? Minding the Many Gaps



		4. Pathways to Recovery: First Steps



		5. Added Complexity: Co-Occurring Substance Use Conditions



		6. The Impact of Trauma



		7. Helping Your Child, Teen, or Young Adult









		Part II. The Recovery Journey: Evidence from Lived Experience



		8. Themes of Recovery: Lessons from First-Person Experience



		9. The Power of Peers and Community



		10. Culture and Identity: Barriers and Opportunities



		11. Becoming an Advocate









		Part III. Family Matters



		12. Family Connection and Communication



		13. Navigating the Legal System



		14. The Hardest Family Questions



		15. Making Meaning of Loss by Suicide



		16. Family Advocacy









		Part IV. Best Practices



		17. Experts Answer the Most Frequently Asked Questions



		18. State-of-the-Art Care and Research for Specific Conditions









		Acknowledgments



		Resources



		Index



		About the Author











Guide





		Cover



		Title Page



		Copyright



		Contents



		Foreword by Daniel H. Gillison Jr., CEO of NAMI



		Introduction



		Author’s Note



		Part I. Mental Health and Mental Health Conditions



		1. Do I Need Help?



		Acknowledgments



		Index



		Start to Contents











Pagebreaks of the Print Version





		Cover Page



		iii



		iv



		v



		vi



		vii



		viii



		ix



		x



		xi



		xii



		xiii



		xiv



		xv



		xvi



		xvii



		xviii



		xix



		xx



		xxi



		xxii



		1



		3



		4



		5



		6



		7



		8



		9



		10



		11



		12



		13



		14



		15



		16



		17



		18



		19



		20



		21



		22



		23



		24



		25



		26



		27



		28



		29



		30



		31



		32



		33



		34



		35



		36



		37



		38



		39



		40



		41



		42



		43



		44



		45



		46



		47



		48



		49



		50



		51



		52



		53



		54



		55



		56



		57



		58



		59



		60



		61



		62



		63



		64



		65



		66



		67



		68



		69



		70



		71



		72



		73



		74



		75



		76



		77



		78



		79



		80



		81



		82



		83



		84



		85



		86



		87



		88



		89



		90



		91



		92



		93



		94



		95



		96



		97



		98



		99



		100



		101



		102



		103



		104



		105



		106



		107



		108



		109



		110



		111



		112



		113



		114



		115



		116



		117



		118



		119



		120



		121



		122



		123



		124



		125



		126



		127



		128



		129



		130



		131



		132



		133



		134



		135



		136



		137



		138



		139



		140



		141



		142



		143



		144



		145



		146



		147



		148



		149



		151



		153



		154



		155



		156



		157



		158



		159



		160



		161



		162



		163



		164



		165



		166



		167



		168



		169



		170



		171



		172



		173



		174



		175



		176



		177



		178



		179



		180



		181



		182



		183



		184



		185



		186



		187



		188



		189



		190



		191



		192



		193



		194



		195



		196



		197



		198



		199



		200



		201



		202



		203



		204



		205



		206



		207



		208



		209



		210



		211



		212



		213



		214



		215



		216



		217



		218



		219



		220



		221



		222



		223



		225



		227



		228



		229



		230



		231



		232



		233



		234



		235



		236



		237



		238



		239



		240



		241



		242



		243



		244



		245



		246



		247



		248



		249



		250



		251



		252



		253



		254



		255



		256



		257



		258



		259



		260



		261



		262



		263



		264



		265



		266



		267



		268



		269



		270



		271



		272



		273



		274



		275



		276



		277



		278



		279



		280



		281



		282



		283



		284



		285



		286



		287



		288



		289



		290



		291



		292



		293



		294



		295



		296



		297



		298



		299



		300



		301



		302



		303



		304



		305



		307



		308



		309



		310



		311



		312



		313



		314



		315



		316



		317



		318



		319



		320



		321



		322



		323



		324



		325



		326



		327



		328



		329



		330



		331



		332



		333



		334



		335



		336



		337



		338



		339



		340



		341



		342



		343



		344



		345



		346



		347



		348



		349



		350



		351



		352



		353



		354



		355



		356



		357



		358



		359



		360



		361



		362



		363



		364



		365



		366



		367



		368



		369



		370



		371



		372



		373



		374



		375



		376



		377



		378



		379



		380



		381



		382



		383



		384



		385



		386



		387



		388



		389



		390



		391



		392



		393



		394



		395



		396



		397



		398



		399



		400



		401



		402



		403



		404



		405



		406



		407



		408



		409



		410











OEBPS/images/9781638930013.jpg
The NAMI Guide to Navigating Mental Health
With Advice from Experts and

Wisdom from Real People and Families

KEN DUCKWORTH, MD (@)l

National Alliance on Mental lliness






OEBPS/images/logo.jpg
ZCGNCO

R YO RE





OEBPS/images/copy.jpg





