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FRONTISPIECE. This view of the Dallas skyline offers a perspective of the potential and
promise of the American Dream—a big city, beautiful houses, nice cars, and mature trees—
while also remaining just out of reach for the viewer, as it was for many of our interlocutors.
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For everyone affected by mental health crises:
You are not alone.
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Introduction

Under Pressure

So many people are touched by all this stuff, but for some reason or other they
dor’t want to talk about it—in the workplace, in schools, everywhere. I firmly
believe that if that comes out, there will be more acceptance, and people will
be more prone to open up and say, “Okay, this is really how I feel, and we
are in this whole thing together” Because it a life-changing experience, and
it’s gonna change your lives obviously, but I would hope that it would be for
the better.

—SANDRA (CORRINA’S MOM), AT HOME, WEEK 12

Corrina turned up the volume on her television to drown out the noise of the
neighbors carrying on. The apartment walls must be thin, she thought, and her
new neighbors always left their television blaring. It was like trying to relax in a
hotel room where the person next door was watching the Super Bowl at full volume.

Hours later, longing for sleep, she shut off her TV, but the neighbors’ TV droned
on. She banged on the walls. No response. She knocked on their door. Nothing.

Corrina curled up on her couch, wishing it would all go away. She buried her-
self in the pillows. No change. She plugged her ears with her fingers. Still there. She
tried her swimming ear plugs. The noises seemed louder.

What the hell?! she thought.

Then, Corinna realized she must have taken some LSD. Her new boyfriend,
Colby, had introduced her to the psychedelic in the past few months. She had been
stressed trying to take care of her mother, who had been unwell, while also taking
a full slate of classes. LSD made her feel better. It made the unusual things hap-
pening to her seem more normal—everyone had weird experiences on acid. It felt
good to be around other young people who had weird experiences and then get
back to life as usual the next day, even if she sometimes did not get back to normal
quite as quickly as the others.
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She sighed, relieved. Her boyfriend, Colby, could help her with this awful
trip, she decided, so she grabbed her car keys to drive to his apartment. However,
once she got into her car, she remembered that Colby was out of town. It was sum-
mer. She was just there for summer school. So she sat there, in the ninety-plus-
degree heat of a Texas summer night, trying to decide what to do. She cracked her
driver’s side window, but not too far. She did not want someone to grab her.

And then, as she sat there, she began to see all the dots connecting. It was so
obvious—how had she not noticed before? Her life was a lie. Her name was not
Corrina. She was really an angel named Karina. Her mother, Sandra, was not her
mother but rather an evil impostor from “beyond the veil” sent to control her. Her
stepfather, Adam, too. Sandra and Adam were fake. They were demons sent to
oppress her powers.

Overwhelmed, Corrina banged the steering wheel and hollered. A building
resident spotted her while they were trying to park their car. Afraid to approach
her, they called the police. It was very dangerous for anyone to sit in a parked car
with the engine off in the intense heat.

The police and EMTs responded quickly. Corrina gave them her driver’s license
when asked and tried to explain that she was an angel. They asked her to please
step out of her car. Getting out of the car made sense. She opened the door, and an
EMT took her arm and guided her toward the ambulance. They said she needed to
be hydrated as soon as possible. She did feel awfully thirsty.

But then, she heard a policewoman spelling her name on the dispatch.
C-o-r-r-i-n-a.

The police must be in on it, too! she thought, frantically. They are saying the
wrong name!

She tried to run away.

The next thing she could remember was waking up and feeling terrified in the
Shady Elms emergency room.' She had no idea where she was and had never been
there before. She thought she might be dead or in between life and death. She
knew the demons had put her there.

A few days later, the hospital released Corrina with a new diagnosis: psychosis
not otherwise specified. She had not been on LSD; in fact, her substance screen
was clear except for cannabis. Her mother, Sandra, picked her up. Sandra was
given almost no discharge instructions by the hospital except to give her daughter
the prescribed antipsychotic medications.

Between August and November, Corrina stayed with her mother and stepfather
in a nice urban neighborhood with mature trees, emerald lawns, and the occasional
water feature. Smaller children played in the front yards because pools took up
the backyards. Neighbors said hello. But during this time, Corrina mostly stayed
inside. She also stopped answering the phone and texting people who knew her as
Corrina—they were all part of the evil conspiracy. Sometime in October, Corrina
decided to explain everything on her Facebook page. She posted that her real
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name was Karina, that she was an angel, and that Corrina’s life was a lie. For those
of her friends not on Facebook, Corrina added posts on Instagram and Twitter.

Then, she abruptly started leaving the house for hours at a time on foot. No
one—neither her boyfriend Colby nor her parents (nor Corrina when asked
later)—knew where she went. In fits of rage, she sometimes smashed, ripped up, or
burned her parents’ and her boyfriend’s property, including precious, irreplaceable
items such as photographs and memorabilia. After wrecking her parents” living
room and then her boyfriend’s apartment on two separate occasions, Sandra gave
her a choice: “We can call the police to get you, or you can let me drop you back off
at the hospital, but you need some help”

Corrina did not want to deal with the police again, so she agreed to return to
Shady Elms. While she was in the hospital, Sandra went through her car looking
for illegal drugs. When she opened the glove box, several unopened bottles of pre-
scription antipsychotic medications fell to the floor. Corrina had not been taking
her medication.

At this point, I met and interviewed Corrina for the first time when she
enrolled in my study on treatment decision making for young people experiencing
early psychosis. I had permission to recruit people from the emergency room
for interviews during their inpatient stay, and I followed ethical guidelines to
do so, which included a lot of rules.? The nurses told Corrina I was coming
to meet with her, and so she was waiting to talk in a bright, glassed-in cube,
designed so that everyone within a fifteen-foot radius could see but not hear
us. She shivered in her thin hospital scrubs. I offered her my blazer, and she
draped it over her shoulders. Her stringy, unwashed brown hair fell across her
protruding collarbone.

Her hospital unit was loud—open and echoing with the sounds of the television,
people talking and shouting, phones ringing—a sensory overload. Corrina startled
at every bang and spike in noise. She barely spoke above a whisper. She seemed
very worried about “the demons.”

A few weeks after she got out of the hospital, I was invited by Corrina’s mom
to visit their home. My team always did follow-up home visits and interviews in
pairs for safety, so a research assistant accompanied me. When we arrived, Corrina
sat in a wood-paneled living room darkened with blackout curtains. Her eyes, she
said, were sensitive to sunlight. She sat in an oversized, black leather chair. As my
eyes adjusted, I noticed a scraggly old terrier snoring at her feet.

Corrina said she was feeling better. A week after she returned home from
her last hospitalization, she had awakened from her nap knowing that she was
Corrina, not Karina.

“Like Rip Van Winkle!” Sandra joked.

It had taken four months, five different antipsychotic medications, and a nap
for her original personality to return. Everything was not magically fine, though.
When I asked her how she was doing, Corrina picked at her nail polish.



FIGURE 1. Cartoonist Emily Flakes rendering of the situation faced by young persons seeking
help for early psychosis. This image shows just how vulnerable young people are, the precarity
of the help being offered, and the likelihood that care will “bounce” them into a place that may
not be so helpful—and could possibly even be harmful. From Octavio N. Martinez and Neely
Myers, “We Are Failing Young Adults with Psychosis,” Hogg Blog, Hogg Foundation for Mental
Health, October 19, 2016, https://hogg.utexas.edu/we-are-failing-young-adults-with-psychosis;
illustration by Emily Flake.
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“I'm really disappointed. I'm just mad about myself, because I don’t understand
what to do, and I feel like I've really screwed up a lot of opportunities.”

She started to cry.

Corrina had lost months of her life to her mental confusion and had burned
many bridges with her school, family, boyfriend, and friends. When Corrina grad-
uated from high school and left home, she was the smart, pretty cheerleader who
did lots of volunteer work and was on her way to a good college. Now, rather than
being on her way to a happy, independent successful adulthood, she was back at
home, with a terrifying diagnosis, little understanding of how she had reached
this breaking point, and no clue how to get back on track. Her future, which once
looked so bright, now looked disturbingly uncertain.

The United States—along with much of the Western world—is experiencing what
many experts are calling a youth mental health crisis. In 2019, the US surgeon
general’s general advisory Protecting Youth Mental Health warned of a frightening
upsurge in adolescent mental health needs—a new threat to America’s well-being.?
Indeed, over the past fifteen years, there has been a forty percent increase in the
number of high school students who report feeling so sad and hopeless they could
not participate in daily activities, with one in three claiming they felt this way.*
Nearly half of those high school students who felt hopeless also reported making
a suicide plan—a 44 percent increase since 2009. Suicide rates for youths ages
10-24 rose nearly 60 percent between 2007 and 2018, making it the second leading
cause of death for this age group.® And in 2021, over a third of high school stu-
dents reported experiencing poor mental health, with a disproportionate impact
on Black and Latino youths.

Of course, as we all know, the COVID-19 pandemic did not help. Emergency
department usage and psychiatric hospitalizations for young people have risen,
as has demand for psychiatric hospital beds.” At the same time, over 150 million
people—nearly half of the population—live in federally designated mental health
professional shortage areas.® The costs of this crisis and the lack of access to mental
health supports are considerable. Untreated mental health symptoms can lead to
poor performance at work and school, interpersonal violence, expensive hospital-
izations, and death by suicide—the list goes on.

In addition, young adults are especially vulnerable to experiencing serious men-
tal health concerns—often labeled biomedically as depression, bipolar disorders,
and psychotic disorders—that have not yet been identified and so can go unad-
dressed. These nearly always begin in adolescence, before the age of 25.° Psychosis
symptoms—such as hearing voices others cannot hear, which can occur across a
wide range of diagnoses—often crest at a point known in the clinical literature as
a psychotic break. For many, psychosis symptoms are episodic and begin as waves,
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some stronger than others, that eventually become overwhelming—a time I think
of as a breaking point.

Corrina hit a breaking point and had a psychotic break in her apartment when
she heard a television blaring that did not exist and thought that demons posing
as loved ones surrounded her. A psychotic break is a complete break with reality,
which may include hearing voices, having visions, or fervently upholding ideas
that others have trouble accepting as real.”® These disorienting symptoms of psy-
chosis often begin during a person’s early 20s, when they are under tremendous
pressure to become a valued, independent American adult. In the United States
an estimated 100,000 people experience a first episode of psychosis every year."

Research suggests that there is a “critical period”—a three- or four-month win-
dow—after an initial psychotic break when engaging a person in specialty early
psychosis care is essential for preventing negative long-term outcomes.' This
period was the target of this study. Others argue that there is period of up to five
years after initial onset when early intervention can help, which is today the tar-
get of most early intervention for psychosis programs around the globe. Even so,
as of 2022, there were only 381 programs offering specialty early psychosis care in
the United States called coordinated specialty care (CSC), which was estimated to
leave about 75 percent of persons, or more than 75,000 young people, with new
cases of early psychosis per year without specialized services in the United States
alone."” In addition, between 20 and 40 percent of the young adults ages 18 to 35
in the United States who have access to that specialty early psychosis care refuse
further treatment.**

The study that informs this book used an anthropological approach to under-
stand why young persons who were experiencing a psychotic break were refus-
ing care so frequently during that critical period. Anthropologists have long been
interested in the ways people’s illness experiences are identified, understood,
labeled, and treated in a variety of social contexts, and how people adapt to those
experiences. Core anthropological studies of serious emotional distress, for exam-
ple, include writings on schizophrenia, bipolar disorder, autism, depression, and
addiction.” Other works focus on adolescents who have been identified as need-
ing mental health care more broadly and the kinds of care offered to them.' In
addition, the contours, ethics, and variations of Western biomedical approaches
to perceived psychopathology as they have been taken up in a variety of social
contexts have been well researched.!” Several notable collections cross over many
of these topics in psychological and medical anthropology.’®* These works have
collectively taken up questions around psychiatry and mental health in terms of
care, ethics, cultural relevance and humility, the social life and power of diagnostic
labels and medications, the social and structural determinants of health, and the
impacts of both biomedical and local forms of care on the people who use them.

Joining in this scholarly conversation, this book is based on three years of
ethnographic research with young persons from culturally diverse backgrounds
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and their key supporters, research that followed many of them—Ilike Corrina—
from their initial hospitalization for a psychotic break back into their homes. My
goal was to understand why young people chose to use or to refuse mental health
care after a crisis. Effectively helping young people in crisis and, ideally, prevent-
ing one before it happens are some of the greatest mental health challenges of our
time. This book will address these challenges from a fresh perspective by starting
with the everyday experiences of young people and their families during the criti-
cal period following their initial hospitalizations. After all, what greater experts are
there than those who have been there?

I know firsthand—from experiences in my own family—that psychosis disrupts
lives and breaks hearts. Inspired by my family’s struggles, for the past twenty years
I have been researching how we—as a society, as mental health care workers,
and as individuals—can better support people who experience psychosis. What I
have learned through my work is that healing from a psychotic break has mate-
rial, medical, and moral dimensions that require equal attention to promote
mental health.

The material dimensions include the spaces and places where people are made
to seek mental health support and the resources offered to them, so often shaped
by the structural and social determinants of mental health. These determinants
include, among other factors, structural racism, lack of employment opportunities
with adequate mental health insurance, access to mental health providers, voca-
tional and educational supports, transportation, and housing. All these factors
shape a young person’s ability to access and use care.

In referring to the medical dimension, I mean the nuts and bolts of care as
construed by Western biomedicine and constructed by public health initiatives,
which (when done well) can be important resources for people experiencing a
mental health crisis and their families. These may include therapeutic supports
such as well-informed prescribers, trauma-informed psychotherapists, a place of
respite during a crisis, family support specialists, substance abuse counseling, peer
specialists, in-home visits, family therapy and education, and alternative health
options. At the current moment, many of these basic structures are not available
to young persons experiencing early psychosis, a fact that becomes clearer as the
book unfolds.

I also highlight the moral dimension, the greatest novel contribution of this
book, by pointing to what feminist philosopher Margaret Urban Walker identi-
fied as the intimate “moral understandings” developed and shared between people
who care about one another, understandings that then reflect their expectations of
and responsibilities to one another.” Usually such moral understandings are based
on shared cultural notions of what is good, beautiful, and true for one’s social
group at any given moment. These moral understandings, I argue throughout, are
seriously compromised by the symptoms of psychosis and then exacerbated by
our societal response to them. By using the term moral, I am also drawing on an
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anthropological approach to morality and health that seeks to identify and under-
stand what is life affirming in a specific social context for a specific person, based
on the desires and goals they share with the people they care about, and how that
process is also key for mental health.?

Meeting the expectations of shared moral understandings about what it means
to be a “good enough” American adult is crucial for adolescents coming of age
in American culture. It is also often the very thing that is compromised between
young people and their loved ones during a mental health crisis.» Moral under-
standings need to be repaired when damaged—or, more ideally, protected in the
first place. Otherwise, as I demonstrate throughout the book in so many ways, a
young person will struggle to have enough moral agency to move forward as an
independent adult.

Building on the work of other anthropologists, sociologists, and moral philoso-
phers, I thus define moral agency, the theoretical foundation of my work, as having
the wherewithal to aspire, and the intentions and necessary resources to achieve,
what one understands to be a good life. Having moral agency means that one per-
son and another have a shared sense that both can uphold their shared moral
understandings and so be good enough (if not excellent) to each other, and there-
fore worthy of an intimate relationship. Being understood as a person capable of
being good to another person—in whatever current social context—is essential for
the person, their desired relationships, and their vision of a good life to flourish.?
Having enough moral agency to be seen as a “good enough” person makes pos-
sible enriching social connections with desired others, such as romantic partners,
friends, family, elders, community groups, and employers.” Having relationships
with people who see you as a moral agent, allow you to have a relationship with
them, and also give you space to try and sometimes fail to be a good person cre-
ates opportunities for young people to take meaningful action and move forward
in life, at least in the United States.*

I have been developing my conceptualization of moral agency since 2010.” The
importance of moral agency for mental health first emerged as a relevant construct
after three years of research in a recovery model-based psychosocial rehabilita-
tion agency, Horizons, that failed to help its clients recover in any meaningful
way, which was the topic of my first book.”® The agency’s prescribed “journey of
recovery” to social belonging and valued citizenship for its “members,” as it called
individuals with psychiatric disabilities, was based on long-held American moral
values about what makes a person good—namely, the ability to independently
demonstrate one’s rationality, autonomy, and ability to work hard. This set a high
bar for the mostly unhoused people with serious psychiatric disabilities whom I
engaged. They aspired to lead a good life as others expected but had few resources
or relationships with which to get started. Their daily life was fraught in ways that
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were only exacerbated by a seemingly well intentioned recovery-based mental
health policy and practice that ignored the very real structural and relational limi-
tations of their everyday lives.

In 2011, I led another study that asked how primarily African American users
of a peer-run public mental health clinic in New York City attempted to “take
charge” of their own lives. I found that many of the service users there had long
histories of institutional marginalization in “learning disabled” classrooms, foster
care, juvenile detention, substance abuse facilities, jails, and mental health service
settings.” Many had little opportunity to share their life stories in ways that oth-
ers valued. This work helped me identify what I call autobiographical power, or
the ability to be at least the editor of your own life story, as essential for a person’s
sense of moral agency.

Based on this work, I wrote several pieces unpacking further the concept of
moral agency, which I could see operating in the stories of people seeking mental
health recovery. I elaborated on moral agency as both the intention and means
to aspire to a good life that make possible intimate relationships with others. I
described how persons who experience a mental health crisis often have a breach
in their life narrative, or an Aristotelian peripeteia, that erodes their sense of con-
nection to others. After this breach occurs, everyone involved works toward rees-
tablishing that connection by cultivating the person’s moral agency, which has
three components: autobiographical power, the social bases of self-respect, and
peopled opportunities to try and fail.”®® Again, autobiographical power is the abil-
ity to at least be the editor of one’s own life story in everyday conversations with
others.” John Rawls’s notion of “the social bases of self-respect” highlights the
importance of meeting locally valued ideas about what it means to be respected so
that you can also respect yourself as a person who belongs.*® “Peopled opportuni-
ties” are social circumstances that enable one to have the opportunity to try (and
also sometimes fail) to be recognized as a good, accountable person by others via
shared moral understandings that make intimate relationships possible.’*

Following up on this research, in 2014 a new, National Institute of Mental
Health (NIMH)-funded research team that I assembled at Southern Method-
ist University in Dallas, Texas, began the study that informs this book.*? This
time, my focus was on what guided young persons from primarily ethnoracially
minoritized groups’ decisions about treatment after an initial emergency hospi-
talization for a suspected psychotic disorder.”* The goal was to understand what
mattered most to young people ages 18 to 34, and their self-identified key support-
ers, during the aforementioned critical period—the first few months after an initial
hospitalization when engaging in mental health care makes a difference for longer-
term outcomes.* NIMH researchers work in teams, and I designed this research
in partnership with my consultants, who included Michael Compton, a psychia-
trist with expertise in African American pathways to care and what contributes
to treatment delays for psychosis; psychiatrist and early intervention expert Lisa
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Dixon; and the seasoned mental health services researcher and ethnographer Sue
Estroff. In addition, as with all NIMH grants, the program officer, Susan Azrin,
secured important expertise and feedback from anonymous reviewers on how to
best refine my methods and approach. When we received additional funding from
the Hogg Foundation for Mental Health Research in 2015, I also added two addi-
tional consultants: peer provider and director of the Hope Center, Maggie Cabal-
lero, and community psychologist, mental health services researcher, and young
person with lived experience Nev Jones.

Early-intervention research suggests that if young people and their families engage
with high-quality, evidence-based mental health supports early enough, they
avoid negative long-term outcomes such as homelessness, repeated hospitaliza-
tions, and suicide. In this model, psychosis is thought of as similar to cancer: there
are “stages” that progress from the earliest phase of social oddities and psychotic-
like experiences to a “first break,” or complete break with reality.* The idea is to
catch the illness before it spreads—but, with psychosis, not into the rest of one’s
body but into the rest of one’s life.

Well-designed, compassionate early-intervention programs for young people
who have experienced a psychotic break are now typically called coordinated spe-
cialty care in the United States and are thought to be cost-effective and prevent
longer-term social problems for young people experiencing a mental health cri-
sis.*® Even so, one recently published (and controversial) paper has suggested the
best outcomes may be limited to persons with greater socioeconomic resources,*”
and another has argued that users did not experience long-term, gainful employ-
ment as a result of these programs.® In addition, research shows that even when
these specialty services are on offer, for every ten young adults who experience
a psychotic break, up to four or five refuse further mental health care after their
initial hospitalization for psychosis, thus putting them at risk for further episodes
and worsening outcomes.” It may be even more difficult to engage young peo-
ple with early psychosis from ethnoracially minoritized groups, which have long
struggled with systemic and institutional racism, distrust of medical care, and high
levels of stigma against people deemed mentally ill.*°

To explore how to make mental health services for psychosis more appeal-
ing to youths experiencing a mental health crisis from a range of cultural back-
grounds, my research team engaged with 47 young people—about half of whom
self-identified as women and half of whom self-identified as men—ranging in age
from 18 to 34. About half also self-identified as Latina/o,* one-third as Black,*
seven white, four South Asian, and one Middle Eastern. In addition, about half
were first- or second-generation immigrants—the former meaning they were born
outside the United States and the latter meaning one or both of their parents were.*
We also talked to 19 of the young people’s self-identified key supporters—typically
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a'woman and parent, namely their moms. We also interviewed providers of mental
health care for Black and Latina/o youths and Black pastors with primarily Black
congregants to learn more about the needs and challenges of accessing care for
persons from minoritized groups.

This is not to say that the study had a representative sample or that this book
offers a definitive account of any of these groups, but I can say with confidence
that this book is inclusive and does not focus on white youths. There is a moral
imperative to better serve individuals who have been disproportionately impacted
by racist policies in the United States (e.g., redlining, overpolicing, the US “war on
drugs”), and this book contributes to the literature that responds to this impera-
tive by sharing some of these individuals’ experiences when dealing with a mental
health crisis. A sample that represents the interests of young persons from a range
of cultural backgrounds is important because any broader mental health care
reforms must meet the needs of an incredibly diverse nation. It is also important
because persons from minoritized groups in the United States experience a higher
risk and incidence of symptoms of psychosis and psychotic disorder, and also have
more difficulty finding and accessing appropriate services.*

The presence of first- and second-generation immigrants in this book is also
relevant in that “seeming different” increases one’s risk of developing psychosis.*
A robust literature on immigrants in Europe suggests that immigration increases
psychosis risk. In Europe, first-generation migrants face an increased risk of devel-
oping mood disorders, and migrants and their children are at an even higher risk
for developing psychotic disorders.*® These phenomena seem associated with
social exclusion and minoritized status.”” Migrating from outside Europe, hav-
ing Black skin, and being from a socioeconomically “developing” country had the
highest impact on psychosis risk.* In the United States, the amount of research on
immigration and psychosis is limited, but social context clearly shapes the devel-
opment and experience of psychosis, just as it shapes the development and experi-
ence of becoming a valued adult.

Other research finds that Black and Latino individuals are overrepresented
in the population of patients diagnosed with psychotic disorders.” One study
showed that Black children were almost twice as likely to experience schizophrenia,
though the higher incidence in this population may have to do with misdiagnosis
or socioeconomic disadvantage, and further research is needed.”® Psychologist
Deidre Anglin argues that there may also be a compounding effect of social and
environmental stressors related to structural racism and inequality for Black
and Hispanic or Latino US populations, such as obstetric complications, police
oversurveillance, neighborhood violence, collective trauma, and adverse child-
hood events, all of which make people more prone to developing psychosis.*!

Adverse childhood events at the individual, familial, or neighborhood level
also increase psychosis risk and can include childhood maltreatment, exposure to
violence, the loss or incarceration of a parent, parental unemployment, having a
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darker skin in a lighter-skinned neighborhood (or vice versa), and perceived dis-
crimination.” Many young people in my study talked about these kinds of events.
The experience of increased risk of psychosis for sexually minoritized individuals
and people with hearing impairments may also be explained by social and envi-
ronmental stressors related to discrimination and social exclusion.”

To the extent possible, we recruited persons from minoritized groups for the
study. I and core members of the team—primarily Anubha Sood (a NIMH-funded
postdoctoral fellow) and Katherine Fox (an SMU PhD student in cultural anthro-
pology) and eventually, with additional funding from the Hogg Foundation for
Mental Health Research, Nia Parson (an associate professor of anthropology at
SMU with fluency in Spanish)— recruited nearly all of the young adults enrolled
at Shady Elms with the generous support of the hospital leadership, its staff, and
its internal review board (IRB). Shady Elms was a psychiatric emergency-only
hospital that, according to institutional data from 2014, served 23,000 people in
crisis from seven counties in North Texas each year. The hospital reported hav-
ing about two new first-episode psychosis patients per week. My team recruited
and gained consent from those young people, such as Corrina, while they were
in the hospital. We then followed up with them after their release in community-
based settings to engage them in further interviews and ethnographic home visits
over the next several months as they struggled to, as they often put it, “get back
to normal”

Anthropologists often use ethnography to understand what everyday life may
be like for our interlocutors. What sets ethnography apart from other research
methods is its slow accumulation: anthropologists spend a lot of time with the
people we are trying to understand, and these engagements occur over a relatively
long period. Rather than coming in and administering a survey or questionnaire
in a “one and done” approach, an ethnographer may engage someone in an inter-
view or offer a survey, but then will return repeatedly to confirm and refine their
observations and interpretations with the help of their interlocutors. Ethnogra-
phers are looking not for what someone said once but rather for iterative patterns,
or repetitions, in what that person and others say over time.

Another hallmark of ethnography is that researchers reflect on the way their
own position, or positionality, affects their relationship with the people they are
researching. In my case, I asked myself how my role as a white college professor
at an expensive local university might affect the ways young persons and their
families—with varying levels of education and income and a range of minoritized
statuses—interacted with me. How might my presence and the power dynamics
between us shape their participation and answers? And how might my own inter-
ests and desires—for example, as a family member of someone who experiences
psychosis—shape the ways I ask questions or how I understand and interpret what
my interlocutors say?
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What I love about ethnography is that it allows me to establish a relationship
with the people I am trying to understand. I get to know them. They get to know
me. In this study, I regularly reminded the people whom I engaged: “Hey, you are
the expert on this experience, and it is your experience, so you tell me. I do not
know what it feels like to be a young person with early psychosis or their parent,
but you do, and if you are willing to share, then maybe this research can help other
people have a better experience by sharing your story” And I meant it. This helped
ease the power differential between us.

The members of my research team also brought their own positionalities to the
table. I intentionally sought out lab team members who were under 35 (the cut-off
age for the study) and who self-identified as persons with lived experience of men-
tal health concerns or as persons from a minoritized group, or both, so that they
could bring their lived-experience expertise into the conversations about the data
collection and interpretation. Not all the team members met any of these criteria,
but I did try.

Early on, the consultants and team members who self-identified as persons
from minoritized groups, as well as the staff at the hospital, let me know that the
young adults we were trying to recruit were most likely to trust and engage some-
one who looked like them. Over time, we added several undergraduates to my
team, including young persons who identified as being from a minoritized group,
both because the young persons seemed to relax around their peers and because
the undergraduates could help the rest of us understand youth culture. We also
brought on bilingual Spanish-language speakers to translate research documents,
conduct interviews with those more comfortable speaking in Spanish, and tran-
scribe the interviews into English. The conversations I had with my team were
invaluable in critiquing and shaping the research approach, our follow-up ques-
tions and visits, and the way I have thought through the data we collected.

So it is through ethnography, as well as all the various perspectives and expe-
riences that my research team brought to the effort, that we built relationships
with the young people and their key supporters over multiple visits, initially at
the hospital and then in their home or at a place in the community, such as a
Starbuck’s Coffee shop, where they felt safe and comfortable, over the course of up
to one year. These visits helped my team understand the young persons’ experi-
ences over time in their own social context. We were thus able to take our time to
explore their hopes, desires, fears, needs, and goals in a place that was comfortable
for them, and they had time to trust us enough to share.

This proximity took a toll on the team. It is heartbreaking to see people strug-
gling. Per the ethical research parameters of my project, we were limited to no
more than four visits so as not to influence their treatment decisions. We were
also supposed to cease following up with them after six months unless they called
us first. We thus do not know what happened to those we interviewed over the
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long run. Therefore, this is not a book of happy endings or finished stories, but of
unfolding lives and the ideas they inspired.

One of the most important ideas that emerged from these data, from my per-
spective, was that paying attention to local forms of moral agency can shed light
on what drives young people’s decisions about medical treatment, and on how
the treatment on offer both helps and hinders American youths in returning to a
meaningful life after experiencing a mental health crisis. As I pondered the sig-
nificance of these data and wrote this book, I came to understand that while many
people see psychosis as a breaking point, a rupture from reality and in oné€’s life
plan, it could also be a turning point if we offered people the right supports. The
good news is that there is a lot we humans can do, and this book points us to a bet-
ter understanding of how we can help. It is about the United States, but I think it
applies to many places—any place where young people are struggling. And, right
now, that is everywhere.

Typically, prior to their initial hospitalizations, the young people in my study were
working toward a successful transition to adulthood. In the United States, there is
no prescribed, structured, guided rite of passage to adulthood to help an adoles-
cent make that transition. Young people must do it on their own. Thus, the young
people I met were socializing and studying and trying to earn a viable income.
They needed to establish their moral agency so that they had social credibility as
independent adults. Again, moral agency is a person’s ability to be seen by intimate
others as a “good enough” person in the social context that matters to them, which
makes possible the relationships they need to thrive in a culture where everyone is
expected to be “self-made”

For young Americans, being healthy enough, attractive enough, and successful
enough to secure intimate relationships with others constitutes three common cul-
tural signals of having enough moral agency to thrive. My undergraduate students
typically list these three items first when I ask them what it means to be happy.
There are other ways to attain moral agency in the United States—participating in
community service, belonging to a religious community, caregiving for relatives,
becoming an Eagle Scout, serving in the military, rescuing animals, and so forth—
but many young people equate an individual’s good health, attractive appearance,
and success at school or work with being good. American youths must be able to
both work hard and play hard and seem healthy, attractive, and successful while
doing so. This is the topic of chapter 1.

Some youths achieve these cultural signals of moral agency in high school.
They may have been on an athletic team or were part of the band or a cheerleader
like Corrina. Perhaps they were popular with peers, engaged in community ser-
vice, and had good grades. These accomplishments signaled that they were a good-
enough person to hire or have as a roommate or a romantic partner—all things
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most Americans desire as adults. However, when youths leave high school, they
are under pressure to prove themselves as moral agents all over again, but this time
independently and often in a new place with unfamiliar faces.

A person with enough moral agency to be deemed a responsible, independent
adult must have three key capabilities. First, they must have the intention and
capacity to exercise autobiographical power, which is the ability to be the writer,
or at least the editor, of their own life story. Second, they must be able to seek
and secure the social bases of self-respect, and so be recognized by meaningful
others as the kind of person they imagine themselves to be. Who we become is
relational—it must be mutually agreed upon with the others we want to have in
our lives. We must be good enough for the people we want to love us to accept us
so we can belong. We first need to affirm that the role we have chosen as the editors
of our own lives—be it pop star, stay-at-home mom, or astrophysicist—is the right
one for us and that others respect us in that role. I cannot just walk around saying
I am an aspiring hip-hop star or news anchor if no one else agrees that it’s even
a possibility. The third key capability for any person is to successfully negotiate
peopled opportunities by practicing one’s desired social role with intimate others
who are willing to let one try and fail and try again.™ It is quite likely that someone,
especially as they are transitioning to adulthood, won't get it right the first time. So
their loved ones have to be patient and give them multiple chances.

It helps to think of this phase in the terms of theater: “All the world’s a stage,”
to borrow from Shakespeare.” American youths are expected to fashion their own
social role, convince others that they deserve that role, and then seek out oppor-
tunities to practice that role with audiences who then decide whether or not they
are good at it and so can be respected in that role. Having the ability to do this—to
craft oneself into a valued adult in American culture—requires moral agency.

These key components of moral agency—autobiographical power, the social
bases of self-respect, and peopled opportunities—are not a given in the United
States. They must be earned. It’s actually very hard to do, and no one gets a manual
or a guidebook. Young people starting the transition to adulthood will have earned
some of these components in their home communities as they built up a tentative
sense of moral agency before they turned 18 or graduated from high school. But at
this point Americans ask their youths to go out and become self-made by finding
their own niche—who they want to be—and then making a place for themselves
in that niche.® We require them to start over in proving themselves to be moral
agents, by themselves and to a new audience, by working hard and playing hard.

The American Dream is that anyone can become successful if they try hard
enough. But America is not the meritocracy many imagine it to be. Some people
get more chances than others. Imagine two young people in their mid-20s—Emily
and Andre. Emily is white. Her parents are not rich, but they are comfortably
middle-class. Emily is careful to craft a public persona that looks good in the virtual
and real worlds. She projects the image of success. She is fit and well dressed. She
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has a college degree from a reputable university and a nice job at a good company
with a solid paycheck. She has her own car, apartment, and a loving girlfriend. Her
dog has his own popular Instagram account. Emily “has it all.” If she continues to
maintain her positive social status in the circles and communities that matter
to her, she can tell her own story in her own way. Her loved ones will accept her
story as true and respect her for it.

Emily has also been given opportunities to try and fail. And fail she has. When
Emily was 18, she was arrested for trying to sell cannabis in a rock concert parking
lot to an undercover cop. She was trying to cover the cost of her ticket and hotel
room. Emily was convicted but did not go to jail, and her future employers did
not hold that against her. People make mistakes, they said. She was young and had
no other police record, so why penalize her for it? She spoke her truth, convinced
her audience, had chances to try and fail, and became a valued American adult
with access to the intimate relationships she needed to thrive. Emily had enough
moral agency to live the life she wanted as a socially valued, good-enough adult.

Andre, on the other hand, is Black, and history, research, and common sense
indicate that this makes moral agency more difficult for him to access in the
majority-white culture of the United States.”” Due to a long history of social, politi-
cal, and economic disenfranchisement of Black persons in the United States, his
family also has less material wealth to support him than Emily’s family. He has
struggled since childhood with dyslexia, which went undiagnosed, and so he did
not receive the additional educational supports he needed to thrive in school. He
wanted to go to college, but his grades were not strong enough for a scholarship,
and he could not afford it. With mostly low-income job opportunities available to
him, Andre decided to focus on a music career. For a little while, being a musician
attracted some women, but no one special to Andre. The band was not making a
lot of money, studio time was expensive, and his mom wanted him to get his own
apartment, so Andre decided to sell cannabis on the side. Like Emily, Andre was
arrested by undercover police, but unlike Emily, he spent three months in jail.
Unable to pay rent, he was evicted from his apartment. Upon his release, people
were less willing to offer him employment when he reported his record. It was
harder to get an apartment after an eviction. His bandmates seemed reluctant to
reconnect with him. He became increasingly depressed and anxious.

Andre’s chances for making a successful transition to becoming a valued Amer-
ican adult were diminishing. He was losing his ability to become the kind of per-
son he wanted to be. He wasn't telling the story he wanted to tell and was rejected
for the roles he tried to take on. He had few opportunities for a second try and was
penalized for his failures. Andre did not have enough moral agency to nourish
the relationships he needed to live life on his own terms. It was difficult for him
to build up moral agency when others were reluctant to give him a chance to try.

All young adults in the United States are trying to become moral agents inde-
pendently so that they can become people “good enough” to have meaningful lives
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and relationships. However, the research suggests that many persons from margin-

alized or minoritized groups of all ages lack moral agency in contexts of transition

when they are tasked with proving their moral value all over again with new sets

of intimate others.*® They must work extra hard to reestablish that they are a “good

person” in order to access intimate relationships as they begin everyday life anew.
As feminist philosopher Margaret Urban Walker wrote:

Not everyone is allowed or enabled to tell just any life (or other) story. The stuff of
lives to be told, the discursive means available for telling them, and the credibility
of storytellers are apt to differ along familiar lines of class, gender, and race, perhaps
along other lines, even rather local ones as well. Life stories, including moral his-
tories, will take shape in response to specific constraints, and for some people may
be shaped as much for them as by them depending on their “socially recognized

»59

credibility’

Establishing moral agency is difficult for any young person. Add to this the disad-
vantage of being a person of a minoritized status and the experience of a mental
breakdown, and the task of establishing moral agency can become extremely chal-
lenging. In fact, some of the very means that our culture offers to enhance moral
agency are particularly dangerous to those who need it the most.

For example, many of the young people my team interviewed were encour-
aged by American culture to both work hard and play hard, and so they worked
hard but also engaged in substance use. For young people in our study, substance
use—and misuse—often led to entanglements with authorities. This led to los-
ing moral agency with other adults—landlords, teachers, parents—and sometimes
friends. It also contributed to treatment delays as families and young persons con-
fused psychotic symptoms with substance misuse.®® As with Corrina, who used
cannabis and LSD to relax and fit in, young people in our study struggled to meet
the expectation that they could play hard while also struggling with the onset
of highly disorienting psychotic symptoms. This is the topic of chapter 1, “Work
Hard, Play Hard”

Nearly all the young people in our study also began to craft personal myths as
explanations for their symptoms, narratives that typically made sense to the young
people in crisis but not to others. For others, it signaled a break with reality—a
phenomenon I unpack in chapter 2, “Into the Mythos” It is hard to accept some-
one as an angel or Jesus or a superhero. When a young person tried to claim these
identities, others questioned their ability to become a responsible and indepen-
dent adult. Their moral agency was starting to break down, but the young person
could not yet see it.

For most of the youths in our study, there was often a catalytic event—a per-
son had to become dangerous to themself or others (but not violent per se, as
I explain)—before someone decided to call for help. In chapter 3, “Dangerous,”
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I explore this phenomenon further. Once a family reached out for help, the
people who typically responded to emergencies—especially mental health
emergencies—were the police. For persons from ethnoracially minoritized groups,
interactions with the police can cause psychological distress.® Even so, most of the
young adults my team interviewed came to the hospital by police escort because
Texas law (and the law of many other states) requires that, to be hospitalized invol-
untarily, a person who is over 18 who is not under a legal guardianship must be
admitted into the hospital from the custody of a “peace officer;” or someone who
works in law enforcement.*

Here again, the US mental health system is failing our youths. Being in police
custody and then hospitalized involuntarily, I argue, led to the further loss of auto-
biographical power and the social bases of self-respect for the young persons in
my study. It altered how they thought of themselves and how their loved ones
thought of them. Even the handful of my study participants who initially went to
the hospital voluntarily described how it affected their ability to be perceived as a
good person later.

At most mental health emergency facilities, as discussed in chapter 4, “Disori-
entations,” the first few days after intake focused on controlling the person’s risk
to self and others with sedation and restraints, assigning a diagnosis for medical
insurance billing purposes, and deciding where a young person should go next—
often determined by their insurance status, it seemed. The youths in my study were
then often released with little continuity of care, no clear directions for next steps,
and little to no family, educational, vocational, therapeutic, peer, or substance use
supports. This means that peopled opportunities were often thin: most intimate
others were now seriously questioning the young person’ credibility as the moral
understandings between them and their loved ones broke down.

Families had little support in processing with others what had happened or
in navigating what followed. For those limited to public insurance, the extended
hospitalizations seemingly required by Medicaid or Medicare rules resulted in
lost opportunities at work and school as employers, friends, and teachers had
ample time to notice that something was terribly wrong. This typical response
to psychosis, by both the medical community and the community at large, again
diminished our interlocutors’ moral agency, thereby complicating their ability to
continue their efforts to become valued adults. This also diminished their interest
in continuing mental health treatment.

It does not have to be this way.

Far from being passive victims of a failed mental health system who could
not think for themselves, the young people in our study, as this book illustrates,
worked diligently to restore the moral agency they were losing even as they were
losing it. They sought connection and recognition as a “good” person even in their
most vulnerable and disorienting moments. More than half refused care, but it was
not an irrational decision. Their decisions about whether to use or refuse mental
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health care were grounded in their ideas about whether using that care was going
to help them restore their moral agency and “get back to normal”

In many cases when young people refused services, for example, their fam-
ily did not support the idea of pursuing care. Some families wanted to rely on
religious supports for healing. Others had such a strong bias against people who
were “crazy” that their children moved away from the label as much as possible
by rejecting care. Young people needed the moral and material support of their
families to move forward, and many worked hard to not lose that support even if it
meant refusing medical treatment. This book shares their stories.

On the other hand, half of the young people that completed the study did accept
services: these were the service users. Often, they did so because their families
encouraged or required them to do so in order to receive material and moral sup-
port. I share their stories, too. Chapter 5, “Users and Refusers,” focuses on young
persons’ decision-making processes about using or refusing mental health care
during the critical period. I also explore, in chapter 6, “Homecoming,” the strug-
gles of families to support their loved ones and one another and move forward.

While Americans debate effective ways to reduce costly social problems associ-
ated with unaddressed mental illness, such as homelessness, violence, substance
abuse, fatal police shootings, and rising suicide rates, the number of young adults
reporting increasing amounts of serious emotional distress is rising.®® There are
services (though not yet widely enough available) that can help young people
have better outcomes. But, no matter how widely available those services are, no
one can force young people to use them outside a crisis situation.

The experience of psychosis does not happen in a cultural vacuum. Attention
to American culture and how it complicates the transition to adulthood for all
youths, and even more so for young adults experiencing symptoms of psychosis,
is at the heart of this book. The mental health system in the United States is failing
young people in crisis, and we must consider what can be done to address this cri-
sis in terms of moral agency. Understanding how young people decide when to use
or refuse services and the relationship between those choices and moral agency in
the context of making a transition to valued adulthood is crucial.

Many young people experience symptoms of psychosis, but with stronger
material, medical, and moral supports, they can move forward. Having a psychotic
break need not permanently rob a young person of their moral agency; it can be
a turning point toward a positive outcome instead. While focusing on the stories
and decisions of young people and their families, I argue that attending to young
people’s moral agency during this period of incredible vulnerability and potential
is at least as important as medical treatment, because young people will not seek
out supports that they perceive to be—or that are—misaligned with their moral
lives and therefore socially harmful for them.

Throughout the book I indicate multiple breaking points when things could be
done differently to prevent or alleviate the crisis. In chapter 7, “Turning Points,”
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I present what we can do to change things for the better. Mental health care can
protect and replenish moral agency and so better engage young people in much-
needed early material, medical, and moral support. This book shows all of us
how, whether we are persons experiencing psychosis, intimate others, health care
workers, advocates, policy makers, or academics. Together, we can work toward
constructing a pathway through care for young persons with early psychosis—
one that doesn’t just bring them to the hospital emergency room but guides their
families and them through the care process and back into everyday life.** First,
however, we as a society need to develop a radically compassionate understand-
ing of the challenges young people and their families face when they encounter
the breaking point of psychosis so that we can instead transform this moment of
crisis into a turning point for the better—a moment when the right supports are
provided to a young person who needs that extra support to become a moral agent
living out their full potential.



Work Hard, Play Hard

I used to smoke weed, but I stopped it. Like, God doesn’t want me to do it
and I'm doing His will. So I've been three months without weed. I haven't
drank since my last birthday. I'm 21. I should be barhopping like all the rest
of the kids, but that’s not me. I just want to do something with my life. Get
somewhere, but that’s kinda hard, when you're places like this.

—AMIR, SHADY ELMS PSYCHIATRIC EMERGENCY ROOM, DAY 2

In pictures posted on Facebook, James was often impeccably dressed, his curly
dark hair carefully styled. Raised in a leafy suburb, he had well-educated parents
and a gainfully employed father. Both of his parents were South Asian, born and
educated outside the United States. They came to Texas for work before James was
born. James, his mother, Mala, said during an interview, was “a friendly, playful
kid” Growing up, she thought James was “totally fine,” because he was “always
invited to parties and had so many girlfriends.

I first met James at a Starbucks near his parents’ house, where he was living, two
months after his initial hospitalization. I liked him right away. He was funny, sensi-
tive, and charismatic. He weaved in and out of talking about things anyone who
has been a young adult can understand—such as experimenting with substances
and looking for love.

JAMES: 1 did weed since tenth grade, and I did acid [LSD] since like eleventh
grade. So, [I have used substances] for a pretty long time.

NEELY: Why did you start?

JAMES: Because my friends did it. I was like—okay, if they’re doing it, it must
be fine because they seem normal.

NEELY: Right. So, you were goofing around?

JAMES: Yeah, pretty much. And then, after a while, it got addictive. [...]' The
weed made me feel calmer. The acid I did for fun because it showed me
cool visuals, and I like the head trips because it made me think that I
was learning about the world.

21
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I was not surprised to hear James talk about these experiences. The college stu-
dents in my medical and psychological anthropology classes over the past decade
freely discuss their experimentation with sex and substance use. James’s genera-
tion, like many generations before his, enjoyed drinking alcohol, smoking pot,
trying psychedelics, and listening to music or hanging out with friends, romantic
partners, or potential hook-ups in a relatively safe space. After all, sexual experi-
mentation and substance use can bring people closer together at times, enhancing
much-needed social bonds.? And engaging in risky behaviors that I call playing
hard—often exemplified in sexual pursuit and substance use exploration—is a key
part of coming of age in American culture for young adults.

James worried me, though. Even though we were in public, in a Starbucks with
an affluent crowd, James looked disheveled. His black shirt was speckled with dan-
druff and his hair was greasy. He smelled like rotting food, as though he had not
showered for a while. He spoke quickly and tangentially, and he had a thousand
thoughts that poured out in bursts, which made him hard to follow but fun to
speak with overall.

James thought of himself as an aspiring hip-hop artist and regularly posted his
music on internet sites, though he had not been discovered—yet. On social media,
he tried to attract the “celebrities” he followed, posting pictures of himself partying
or rapping, hoping they would notice him and want to be his friend. This seemed
like typical adolescent behavior until James added that the celebrities frequently
came to his house to get him but his parents kept blocking them from seeing him.
For example, he told me, when Jay-Z came to the door, they told him that he
wasn’t home, but he was just in his room sleeping. Jay-Z then left a public post on
Instagram letting James know what had happened using code words James knew
were for him. James felt frustrated by his parents’ refusal to let him be famous. He
thought maybe they did not approve of all the drugs the celebrities used—they
definitely did not like his own drug use—but James thought that was ridiculous
and old-fashioned. His parents did not grow up in America, he explained, so they
did not understand.

James told me that he tried to stay awake to meet the celebrities when they came
to the door, but he had to sleep eventually. Sometimes he wandered outside the
local airport arrival doors, smoking, pretending to be an Uber driver. He hoped to
spot the celebrities who came to visit him before his parents could send them away.
The celebrities were making this all clear to him on their Instagram feeds—leaving
coded messages to let him know they were coming, which he appreciated. James
was sure he was going to be famous.

I left the interview feeling uneasy.

Interviewed separately a few weeks later, Mala, James’s mother, did not talk
about the celebrities or her son’s substance use. Her attention was focused on “the
girl” After James's fifth psychiatric hospitalization in a few months—his first hos-
pitalizations ever—Mala thought James was suffering from a broken heart. His
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whole life, Mala explained, she had let the pediatrician talk to James about “sexual
health,” but she never thought to warn him to “guard your heart” or “watch for
those emotions”

“I never thought of that,” she said, her voice cracking.

The pediatrician told her that it was normal for people to take their first
romantic relationship too seriously. So Mala told James to take it easy with “the
girl stuft” She added, “He was always playful, but in college he got attached to
this girl, so .. ” She sighed.

When James was arrested for “an incident with this girl” that landed him in
the psychiatric emergency room for the first time, Mala recalled, the pediatrician
reminded her again that young people often take their first relationship too seri-
ously. James was just too serious.

Mala advised James, “That is a good heart you've got. You're not like one of
those playboys. You're actually valuing the girl, and if it hurts you, she’s not worth
it” Perhaps, she thought hopefully, he would learn his lesson and grow stronger.
What his mother did not mention was that James’s behavior had driven his first
love away.

In a different interview, James explained how he had forced his way into his
ex-girlfriend’s car after she refused to see him anymore and told him she was with
someone else. Once he was in her car:

I put my hands on her. She was screaming at me. I think I was in my psychosis state
even then. I was doing a lot of marijuana, and that can induce psychosis. I was prob-
ably smoking cocaine that was laced with marijuana. Did a lot of acid [LSD]. I think
she just got fed up with me doing drugs all the time, so she finally cheated on me—to
push me away. But I got in her car, and she was not fine with it, so she told me to get
out. Then I put my hands on her by accident. Like, on her wrist—not even harshly.
I just grabbed them, and then I got out of her car, and I saw some guy pull up to her
car, and I was like, “Is this the guy?” And then she drives to my work. So she tells the
work people, gets me fired from over there, and then tells the police I was stalking
her. So the cops come to my house. They said I wasn’t getting arrested, the charges
were still pending, so they just took me to the mental hospital. That was the first time
T had ever been to Shady Elms. I was there for about like a week, and they put me on
antipsychotic drugs . . . for depression.

After this incident, James lost his job and was expelled from college. He could
not enroll again for at least one year. In our early interviews, he blamed “the girl”
more than anything. She cheated on him. End of story.

However, over time, his perspective shifted. He thought that the challenges he
faced might be attributed in part to his heavy substance use and the power that it
had over him. In a later interview, he reflected:

If I wasn’'t on so many drugs, maybe I'd not have even got in her car. Maybe I'd have
thought more rationally. Maybe I'd have called her up and said, “Hey, we're done.”
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That would’ve been the manliest thing to do [. . .] I was looking for, like, the truth in
life, and just to help me to make choices in life and stuff. But, honestly, it was just put-
ting me into this psychosis state that was just feeding me false lies—like false truths,
actually. So it was pretty much just lying to me.

It took time, but eventually James could see the clear connection between his
behavior and the “incident” with the girl that seriously diminished his moral
agency with many of his intimate others. It was hard for others to see someone
who used so many substances in irresponsible ways and then assaulted their girl-
friend as a “good” person. First, his old friends no longer wanted to spend time
with him. His girlfriend rejected him romantically. His workplace no longer saw
him as a valued employee. The school administrators no longer respected him, and
he lost his enrollment privileges. Not having a girlfriend or a job and not being
in college amounted to a serious loss of the social bases of self-respect in James’s
local moral world. He also lost many peopled opportunities in this fall from
grace as his intimate others became reluctant to maintain their affiliation or give
him another chance to try to be a good person. His substance misuse—which began,
at least in part, as a socially acceptable way to fit in with his high school friends
and be invited to lots of parties and have lots of girlfriends—became a key part of
his loss of moral agency in college as it fueled—and was perhaps fueled by—his
emerging psychosis.

At first glance, James’s and Corrina’s stories are not that different from the
experiences that have defined young Americans’ transition to adulthood for gener-
ations. Both graduated from high school, tried to break away from their parents by
pursuing higher education, had a taste of the freedom of youth, experimented with
substances, searched for love. This is how American adolescents acquire moral
agency and become valued adults. They must leave home, work hard, play hard,
and prove they can be “fun” while maintaining self-control, attracting a life part-
ner, finding a new community, and becoming financially independent. American
culture encourages young people to experiment with risky behaviors and fringe
identities but has a narrow window of tolerance for what is ultimately acceptable.
American adults who have successfully made this transition may view this time of
experimentation as an important and expected part of their own youthful “glory
days” But for young people with early psychosis, this way of transitioning to adult-
hood is often perilous. For the youth in our study, this American-style rite of pas-
sage lacked the involvement of wise elders, relied on individual skill, and lured
youths with mental health concerns into at times dangerous and isolating excesses
with long-term consequences.’

Tapping into cross-cultural perspectives on adolescent development and
moral agency, this chapter explores how American culture is especially toxic for
young people with early psychosis. Some of the very ways that American culture
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encourages young people to acquire moral agency and become valued adults—
breaking away from family, acting independently, working hard, and playing
hard—are uniquely dangerous to those who are highly vulnerable to stress and
developing symptoms of psychosis. Unfortunately, what can be “fun” and promote
social bonding for others can be disastrous for them. In our social media—fueled
world, these disasters can be witnessed by more people than ever before. Online
social interactions can be easily misread, and misunderstandings and missteps
made online are hard to take back. James thought the celebrities on his Instagram
feed were communicating with him, and for Corrina, her life was a lie, she was
really an angel, and her parents were demons sent to harm her—a “truth” that she
also posted on social media.

This book shows many others making these same kinds of mistakes. As psycho-
sis emerges, it reverberates throughout a persons life. By thinking through what
it means to be a young American coming of age today, we can see how this envi-
ronment can be especially toxic for young persons with early psychosis. Once we
understand that environment, those of us who could serve as wise elders or sup-
portive friends and family can show more compassion for how challenging it can
be, better anticipate how to guide people through it, and offer more guardrails and
course corrections along the way.

So, what is it like to be a young adult in the United States today? Modern neu-
roscience suggests that adolescents transitioning to adulthood are developing
new cognitive, socio-emotional, and skill domains, including romantic emotions
and sexual behavior, an increase in independence and risk-taking behavior, and
shifts in orientation to self and others.* And what developmental psychologist Erik
Erikson observed in the 1960s—that young adulthood may be characterized as an
“identity crisis,” or a period of heightened vulnerability and potential—seems to
hold true today.’ During this transition, young Americans are sent off to live inde-
pendently in the “social jungle of human existence,” which Erikson thought was
the American version of a “rite of passage.”® This could include leaving home to
go to college, moving out of the house to take on a new job or start a family, joining
the military, or attending a trade school.”

However, Erikson was no anthropologist, and his proposed American rite of
passage falls far short of what some cultures offer adolescents to help them transi-
tion. Initiation rites, or rites of passage that help a young person transition from
a now-devalued childhood identity to a valued adult social role, can be curated,
well-directed experiences that help a young person know how to acquire moral
agency (the ability to be seen as a good person) in their own culture. Arnold van
Gennep, a French ethnographer and folklorist working at the turn of the twentieth
century, first detailed such passages cross-culturally. Van Gennep and anthropolo-
gist Victor Turner argued that initiation rites found across many cultures guided
young persons into their meaningful adult social roles.® These rites essentially
laid out local ideas about moral agency: what would it mean to become a valued
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adult worthy of intimate connections with others in this particular social context?
Initiation rites thus offered a specific set of directions that made sense in their
local social context. In our culture, young people must invent themselves—edit
their lives, secure the social bases of self-respect, and find peopled opportunities.
In some cultures, young people were instead assigned their future role as moral
agents, which channeled and eased the psychological stress of changing roles,
encouraged young people to develop locally “prized virtues” like courage and
resilience, and helped young people appreciate and respect life’s mysteries.

Initiation rites also often involved an “ordeal” and so helped young people learn
how to face discomfort and pain gracefully with the guidance of trusted elders.’
For example, some young Maasai men undergoing initiation rites (usually between
the ages of 9 and 15) spend a few months in a special camp being guided by elders
to learn about social traditions and life skills. As part of the experience, they are
circumcised and then leave their village, not speaking to their loved ones (they
are considered to be ghosts) while living outside the village for months with only
one another to rely on. Upon their return, ideally after killing a lion (which is no
longer possible in most places), they are welcomed back as “junior warriors,” a new
social role for young men that is both celebrated and defined."”

In contrast, in the United States, society affords only limited support for the
transition to adulthood. Yes, there are days of celebration such as graduation cer-
emonies, debutante balls, bar mitzvahs, and quincearieras, but many of these cel-
ebrations require some degree of wealth, do not cut across the population (the
whole community typically does not participate), and do not necessarily help
young people bond with their peer group and elders in the wider social world of
American life. Notably, these American ceremonies also do not involve enduring
any kind of ordeal with peers or the guidance of elders, but often instead climax
with a party. After the party is over, young people still must reenter mainstream
society and reestablish themselves as a moral agent more broadly—and largely on
their own.

Thus, instead of being guided through a structured, guided, time-limited rite
of passage that helps one to know one’s place, American youths are taught to leave
home, work hard, and play hard—on their own and in their own way. Most young
Americans typically begin this transition between the ages of 16 and 18, when they
gain legal privileges such as a driver’s license and the right to vote. Learning to
drive, graduating from high school, and turning 21 so you can legally purchase
alcohol are all loosely referred to as rites of passage in American life.

Any of these may be like an initiation rite in that the young persons have sepa-
rated from their parents and “village” and are, as Turner would say, “betwixt and
between” social identities and roles,'! but for cultures with formal initiation rites,
this phase was typically held outside everyday life. It was guided by trusted elders,
close kin, neighbors, and healers all of whom helped young people through the
more difficult or challenging aspects.”? Youths undergoing initiation rites thus
had an opportunity to experiment with forgetting their childhood and trying and
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failing in a socially sanctioned way that brought them closer to their peers and
select elders. This was a structured way to display one’s competence in cultural
values, be tested for that competence, accept one’s role in life, and receive social
recognition for that role.

In the American version, by contrast, young people must leave their home
communities and prove themselves to be worthy and responsible adults with
little more than the help of their peers—and, typically, not the peers who were
their childhood friends. One would hope that spiritual, educational, or vocational
mentors would be in place to reach out to young adults who struggled to find
their “tribe” and to help them transition.” But wise and humble elders are not
something American culture particularly values or helps young persons find. As a
result, often there is no one to notice if a youth is struggling with mental health or
to support them. Those that knew American youths as children—teachers, clergy,
neighbors, pediatricians, even friends’ parents—are often no longer in contact
except perhaps on social media. Very few of the youths we talked to mentioned
having much guidance from someone outside their family or friends when asked
about supportive others.

Also, unlike traditional initiation rites, the American version is not time lim-
ited and gives young people few clear exit ramps to mark the point when they
can consider themselves to be valued adult members of the community or what
that role means. In traditional initiation rites, the end is marked by a celebration,
a return from social exclusion and isolation, or the acquisition of new names,
social roles, and bodily markings like a shaving, piercing, or tattoo that are then
recognized and celebrated with the young person’s loved ones. Transitioned youths
are welcomed back into the community with a new and valued social role, secure
in their place in the community and clearly separated from their parents and their
childhoods but incorporated into the larger social world.

In the United States, it is not clear when one has arrived at adulthood. There is
no official marking of one’s arrival, and those who have arrived are not sure how
or when it happened." Was I an adult when I graduated from college? Had my
first job? Got married? Had a child? Bought a home? What if I moved back in with
my parents? And in a country where social and economic upheavals have made it
unclear at which age a young person will be moving out, getting a job, and starting
a family, and with little change in the expectation that one leaves at the age of 18,
this whole process is confusing.’ In fact, the only real set of directions that I have
found—in this research, in my own experience, and in the experiences of family,
students and friends—is that young Americans are expected to leave home, estab-
lish their independence, work hard, and play hard around the age of 18—right
around the time that psychosis can begin to emerge.

Pulitzer Prize winner James Truslow Adams wrote that all Americans share “that
dream of a land in which life should be better and richer and fuller for every
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man [sic], with opportunity for each according to his ability or achievement”!¢
The social expectation is that with hard work and an independent spirit anyone
can achieve their dreams. As then-president Barack Obama stated, “If you work
hard and meet your responsibilities, you can get ahead, no matter where you come
from, what you look like, or who you love””” Then-president Donald Trump also
said, “The American Dream is freedom, prosperity, peace—and liberty and jus-
tice for all. That’s a big dream. It’s not always easy to achieve, but that’s the ideal.
More than any country in history we’'ve made gains toward a democracy that is
enviable throughout the world. Dreams require perseverance if they are to be real-
ized, and fortunately we’re a hard-working country and people”*®

Anthropologist Margaret Mead wrote in the 1920s that this “myth of endless
opportunity” stemmed from a very American notion that the United States is a
meritocracy and success is anyone’s for the taking, and that this could leave Ameri-
cans with little peace with their station in life.'”” Immigrants, in particular, Mead
noted, were under pressure to exceed the potential of their parents. More recent
studies, for example in sociology, have also shown that the American Dream is
alive and well and that many Americans think of education as a key pathway to
success.” In the United States, then, the key to living a “good” life is communicated
as becoming a person who works hard.”’ Americans are taught this core cultural
virtue from childhood, and the ability to be productive through work is the moral
foundation of the American social contract, as well as one of the few clear ways to
enhance moral agency and social belonging.*

The youths in our study heard this message loud and clear. Corrina’s mother
wanted her to go to college. James’s parents expected no less. Corrina and James
had tried, but it was not working out. As wonderful as aspiring to endless oppor-
tunity and independence sounds, it comes with a price: an overwhelming array
of emotionally charged choices in the absence of clear or practical standards. The
expectation of autobiographical power, or the need to be at least the editor of one’s
own life in order to be seen as a good person, puts a lot of pressure on young peo-
ple to craft a self-story that others might accept but provides them with few guide-
lines for what is acceptable. The endless demands of making choices that risk some
important relationships in favor of others in order to establish independence can
cost young people the very relationships they need for support. While most young
people are given opportunities to try and fail by their loved ones, there are so many
choices that it can be hard to make sense of the best path. Nor do the pressures
and choices stop when one works hard, because in America we also play hard.

For example, James was caught between two differing standards for the social
bases of self-respect. He had a desire to fit in with the “celebrities” and his friends
who enjoyed substance use, but his girlfriend, his parents, the police, and his
school administrators and employers disapproved. The more his substance use
amplified, the less time his old friends spent with him. He started hanging out
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more with what he would later describe as the “wrong crowd.” As time went on,
James started to lose his ability to be the editor of his own life.

Working hard and playing hard in American culture means that a young per-
son must be able to work hard enough to earn the ability to “have fun,” and to
spend their time and money consuming whatever they deem fulfilling at the time.
Life’s purpose can at times revolve around the consumption this cycle perpetuates.
In 2012, two years before my study started, American rapper Wiz Khalifa captured
this American cultural ethos in a popular song called “Work Hard, Play Hard”
about smoking good weed, drinking champagne, and having “so much money
I should start a bank” Chances are, James knew this song, which went double
platinum, but Khalifa hardly invented the concept. As biologist Lonnie Anderson
explained in a Forbes article in 2016, the “work hard, play hard manifesto has been
around for a long time”** In his survey of fourteen hundred Canadian undergrad-
uates, he found that one correlation stood out above all others: “an attraction to
accomplishment and an attraction to leisure”

Nor has the appeal faded since then. According to a recent BBC article, “Leisure
is the prize, right? We work hard, so we want to play hard”* In 2022, a popular
television show called Severance debuted that The Economist described this way:
“Imagine if your mind could be divided: surgically separated into two selves so that
you might better ‘work hard’ and ‘play hard’ That is the premise of this thrilling
workplace dystopia”? But who needs surgery? A 2015 study among young people
in New York City reported that misusing stimulants prescribed for ADHD helped
them to work harder and quickly meet “cultural expectations of achievement and
productivity;” so that they still had time and energy for leisure and socializing.’

For young people, leisure and socializing often mean partying. To be seen as
a good person by one’s peers in young adulthood, and to attract a partner in an
Instagram-captured social world, one must appear to be having fun. Having fun
for the young people in my study often meant hanging out and using substances.
In fact, 80 percent, without being prompted, talked about social substance use.
One-third talked about using cannabis, nearly one-fourth talked about alcohol
use, about one-fifth reported using methamphetamines, and another one-fifth
reported misusing prescription amphetamines. A handful also reported using
cocaine or heroin.”®

This pattern is not that different from most young people in the United States.
In 2019, over half of young adults (18 to 25) reported using alcohol, and one-third
cannabis, in the past month.” Over half had used cannabis sometime in their
life. LSD and cocaine use were less common, with around 10 percent of youths
under 25 reporting any use. (I am skeptical that young people will answer ques-
tions accurately about illegal substance use on a survey administered by the federal
government, so these numbers may underestimate reality.)* The data are clear,
though: many young people are experimenting with and using substances.
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Experimentation in general is a given in young adulthood.’! Experimentation
with recreational substances and alcohol, as James and Corrina found, can be fun
and facilitate bonding between friends.”? And, while playing hard begins when one
is a young adult and hanging out with peers, it continues into young adulthood
and the real world. Many American work-related events—dinners, office parties,
happy hours, conferences—involve substance use. The successful social use of
alcohol, at least, can be interpreted as an important signal of adulthood.

Note the phrase “successful social use” In the work hard, play hard ethos, young
adults are supposed to learn how to have fun without overdoing it, getting in trou-
ble, doing poorly in school, or becoming a burden on other people. You must be
able to lose control without completely losing control. When I was a young adult
in the early 2000s, people who were partying too hard would get “fired” by their
friends, meaning they were becoming too much of a liability and had to be shamed
into not behaving that way again. If you could not control yourself, your friends
would stop hanging out with you.

In this way, substance use has become, paradoxically, both a way to gain moral
agency and a way to lose it. You need to be able to use substances responsibly to
earn access to the intimate relationships and the social bases of self-respect that
come with them. If you overdo it, however, there are consequences—social shame,
the loss of educational and vocational opportunities, and legal problems. This is
a challenge for all young people, but as I found in my research, for those who are
also struggling with emerging symptoms of psychosis and the at-times-amplifying
effects of substance use and misuse on those symptoms, these expectations can be
downright toxic.

I first met Miranda at her parents’ home—a large, ranch-style house on a half
acre or so where the relentless urban sprawl thinned out and the Texas Blackland
Prairie still thrived. Miranda was a pretty girl with shaggy bangs, thick glasses, and
a bright smile. She had attended some vocational training and had an associate’s
degree in health care. Her white mother, Angela, had fought her way up the socio-
economic ladder with a graduate degree in health care. Her father, Roberto, was a
first-generation Hispanic migrant with very little education but a strong mind for
business. Miranda’s parents were financially successful. They expected Miranda to
work hard, go to college, have a good job, and start a family of her own. This would
fulfill their own American dream—working hard to provide a better life for their
children so their children could achieve even more.

When we met, Miranda had finished her degree at a local community college,
but she was “taking a break” from work. She was living at home, smoking a lot of
cannabis, playing video games, and watching Netflix. She kept detailed journals,
enjoyed dancing to music, and tried to imagine her future. She worried: what was
she going to do, who was going to love her, and was she attractive enough or smart
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enough to attract a partner? A lot of her friends from high school had finished
college and were working and living independently. Some were even married.
Miranda felt a little useless, even though she knew her experiences with an auto-
immune disease and depression had slowed her down.

Then, totally out of the blue, a young man she knew in high school, Sean,
started calling her and texting her. Miranda was so excited. She had had a crush
on Sean when they were younger, but she never told him. But she kept missing
his calls, and her phone kept erasing his texts after she read them. Her parents,
she decided, must be tampering with her phone, intervening to keep them apart.
Sean was white, Miranda self-identified as Hispanic. It was like West Side Story, she
decided, or Romeo and Juliet.

Miranda started texting and calling Sean through Facebook at all hours, but
he was not answering. Sean, thousands of miles away, was very confused and
had blocked Miranda—whom he could hardly remember from high school—on
Facebook messenger.

Angela said that one night Miranda came to her to announce that she was leav-
ing. She needed to grow up, she insisted; her mother needed to let her go. She
wanted to visit Sean. They were planning to get married. Her mother was con-
fused. She had no idea who Sean was. How could she miss something so major,
she wondered.

Angela later said Miranda was very defiant, saying, “You don’t want to let me
go, and blah, blah, blah’ She says, Tm going to leave.”

Angela just wanted the conflict to end. “I said, ‘Honey, you can use the
[family] van. The van’s right there’ She wasn’t really—at that time, she probably
was manic, but I didn't recognize it. She actually started packing stuff in the van.
She took the van and spent the night at my mother’s house nearby. I felt good
about that because I knew where she was. I didn’t want her to just get in the van
and leave”

Early the next morning, there was a great deal of confusion. Miranda’s grand-
mother hid the keys to the van while Miranda was sleeping and locked the external
garage where the van was parked to prevent her from sneaking off overnight.

However, Miranda knew that Sean was waiting for her in the garage, and she
realized her grandmother also wanted to keep them apart. She desperately needed
to be reunited with him, to run away with him in the van before their parents
caught them. She texted and called Sean countless times. Her family, she was sure,
must have rigged her phone, because she could not see his answers.

The next morning, without access to the garage, Miranda broke the metal door
down. Her family thought her strength was bizarre.

“Superhuman,” Roberto said.

Once she was in the garage, Miranda realized she did not have the van keys in
her purse. She did, however, have a knife. She threatened her grandmother with it,
demanding the keys.
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Her grandmother locked herself in the house and called Angela and Roberto for
help. Upon arrival, Roberto tried to get Miranda to calm down, and she punched
him. She said they were keeping her from Sean. They were so confused: Who was
this person? Where was he? Why was he messing with their daughter this way?
They realized they had to call the police.

When they told her they had called the police, Miranda laid down on the
ground. Her grandmother stayed in the house, and her parents hovered nearby in
terror. Roberto was afraid she had stabbed herself. Then, Miranda startled him by
sitting up and throwing her purse to him.

“I knew the cops were being called,” she said later, “and somehow in my mind,
I thought ‘Okay, well I can’t have a knife on me while the cops come.” She also
tossed him her sunglasses and her shoes. After that, Miranda laid down to wait.

“In my head,” she explained later cheerfully, “I thought I was peaceful protesting.”

Months later, Angela told me that she may have overprotected Miranda because
she herself had a bad childhood. “We coddled them [her children] and everything,
and maybe we were too overbearing, but they never had to deal with what I had to
deal with. They are both grown now, and I think they are both trying to find their
identity, and the step forward for life as an adult. I believe that when [Miranda]
had that breakdown, she was kind of freaking out because she couldn’t handle all
the stuft that adults do”

Like James, Miranda blamed her own substance use. She said that earlier she
had been dancing in her room when she was high, and “I don’t know if people
could see but I got paranoid, and that was probably a week or so before my psy-
chotic break. I kept telling my mom, ‘What if somebody’s going to come into the
house and murder me because they saw me dancing?” She did not see anyone
outside, but she sensed them there.

She said she initially used cannabis to reduce her stress level and treat her pain
from her autoimmune disease while tapering off her antidepressant medication.
She said her mom—a medical professional—knew about but initially overlooked
her cannabis use.

“She doesn’t mind; she thinks it’s all right,” Miranda told me. “I was taking mar-
ijuana. I was smoking; I was trying to increase my tolerance, decrease it I guess. I
was slowing down on my usage, but it did make me paranoid [. ..] I don't know if
it was the different strain”

“Maybe it was stronger?” I asked.

“Yeah, it was strong”

However, Miranda’s friends did not experience paranoia, even though they
were smoking the same strain. In fact, she explained, one friend who used can-
nabis, “she’s Hispanic like I am, but she can handle stress pretty well. She’s a
medical assistant at [place-name omitted], so she’s kind of an example for me to
look up to”
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So Miranda kept smoking cannabis to calm herself, but everything just kept
getting worse. “I felt like I was planning like one of those Doomsday preppers
people,” she laughed later. “I was gathering up weapons. I had a canteen and a nice
survival handbook I bought from Barnes and Noble”

Angela later said she would have taken Miranda to the hospital right away if
she had had any clue as to what was about to happen. Angela was a health pro-
fessional, but she and her husband “did not recognize this was a mental health
issue. We just thought, ‘Oh, she’s trying to find herself” Miranda was trying to
find herself, experimenting with love and substances in what seemed to her to be
low-risk ways, but she was also having emerging symptoms of psychosis, which
complicated everything.

The American social expectation that young adults can find themselves by work-
ing hard and playing hard was especially challenging for those in my study to
navigate. Miranda, James, and Corrina all struggled to negotiate love, substance
abuse, and early psychosis as they tried to make a smooth transition to adulthood.
This ethos, put forth as the way for young Americans to reach valued adulthood,
set them up to fail. There are several reasons for this common situation, and they
all feed into one another.

First, establishing one’s independence while working hard and playing hard is
stressful. Many youths struggle with their mental health as they attempt to make
a successful transition to adulthood, perhaps increasingly so, as the recent num-
bers about youth mental health suggest. But young adults with early psychosis
also struggle with the additional burden of an exaggerated physiological response
to stress that can include not just anxiety, panic, and disturbed sleep but also
paranoia, hearing voices of people telling them what to do that no one else can
hear, or seeing figures that no one else can see.”” James said the psychosis and sub-
stances were “feeding [him] false truths—lies, really” Miranda was paranoid that
people were watching and that her parents were tampering with her phone. She
heard voices telling her that Sean was in the garage waiting for her. Corrina heard
disruptive noises and then later thought that the world of angels and demons was
relevant to her everyday life.

If these same people who are more sensitive to stress are leading stressful lives
because of social conditions of marginalization or disadvantage or adverse social
experiences, even low-level stressors can push them toward experiencing symp-
toms of psychosis. Beneath the surface of their stories, many of the young persons
I worked with had experienced such stressful social conditions and adversities
in their childhoods. Corrina, James, and Miranda all were children of immi-
grants, which seems to elevate one€’s risk for developing psychosis.* Some of the
young adults we interviewed had experienced the death of a parent as a child or
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childhood sexual abuse or witnessed terrible acts of violence and so had signifi-
cant adverse childhood experiences.

Any young person’s ability to handle increased risk-taking behaviors and
impulses in responsible and resilient ways is shaped by early life experiences. As
anthropologist Carol Worthman has written, adolescence is “where the rubber
meets the road as the strengths and vulnerabilities formed in development hit the
demands of transitioning into adulthood”* For those young people who had lived
through stressful conditions, were experiencing symptoms of psychosis, and were
sensitive to stress, everyday social expectations that they work hard and play hard
could push them to a breaking point.

Both Corrina and James had parents who wanted them to get back to work
and school. They felt pressure to live up to their parents’ expectations, and to their
own. Miranda’s parents, on the other hand, seemed to notice that she was not quite
ready to be an adult, and they “coddled” her to some extent. She was not under a
lot of pressure to go back to work or school when I met her. While all three had
psychotic breaks, Miranda seemed to be doing the best of the three, at least when
I first met them. I suspect this was in part because she was under the least amount
of pressure at home to become independent—in fact, it was not clear that she had
ever really tried.

In addition, many of the youths in my study were also trying to meet expec-
tations that as young adults they should play hard. For many, this meant “party
hard,” and alcohol and cannabis were the substances the young people in my
study most commonly used for fun, relaxation, and stress reduction. Miranda,
James, and Corrina all used cannabis for exactly these reasons. Studies suggest
that all young people living through unstable life transitions such as changes in
living arrangements, academic expectations, or employment are developmentally
and contextually likely to increase their use of alcohol and substance use at such
times.* Substance use is also one way that persons from minoritized groups with
early psychosis cope with trauma in their lives—historical and everyday trauma,
as well as stress, anxiety and stigma.”’

Some young people, on the other hand, tried to establish their independence
with substances as a form of rebellion against cultural rules they thought were too
restrictive. Mohammed, a Muslim from West Africa, told me: “Yeah, I took K2,
marijuana, kush, corn. I don’t want to take crack. I drank a lot, partied .. ”

“Why? Why did you do that?” the interviewer asked.

“Because pussy, money, weed. That was my motto.”

Mohammed was trying to play by American cultural rules by breaking free
from his parents and finding a sense of belonging in the world as a hip-hop art-
ist. He used cannabis both to play hard and to rebel against his parents’ Muslim
cultural ideals of sobriety. But the cannabis use altered his personality, allowing
a second self to emerge, Chrome, which was reminiscent of Corrina’s angel self,
Karina. As Chrome, he thought he was fearless, powerful, and independent and
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had the potential to be successful. Mohammed wanted to keep Chrome around,
but he thought that required him to smoke cannabis.

Many Americans have come to see cannabis as not only acceptable but even
medicinal. Miranda enjoyed smoking cannabis with her coworker, a health profes-
sional peer whom she admired. Her mom, also a health professional, thought it was
fine even though cannabis use was—and remains—illegal in Texas. Miranda said
she used cannabis to self-medicate for her autoimmune disease and depression. In
the United States, understanding cannabis products as medicinal has made them
seem less harmful and has led to more favorable youth and community attitudes
toward use.*® Some research suggests that for college students this acceptance has
made it harder to refuse than to use when cannabis is on offer.*

Jeremy, an African American we interviewed, explained that he did not do
“harder drugs” because he was “too scared of all that,” but then noted, “Even mari-
juana can get scary. The paranoia that it gives is—on my end—crazy”

He continued, “T used to smoke every day, so . .. I mean, it just depends on the
day. When I have pain, it'll take away some pain. [...] It might make me feel better
at the moment, but then I go back to upset because it made me overthink.”

These trends toward acceptance and wider use of cannabis as a medicine
make it harder to understand that it can be both helpful and harmful for some
people. Even though Miranda and Jeremy both seemed to know that cannabis
was making them more paranoid, they still liked the way it worked on their other
symptoms. And, while it is not widely culturally acknowledged or discussed,
cannabis use does seem to be a risk factor for psychosis.”” My own data and other
research suggest that using cannabis may be a very bad idea for people who have
a family history of psychosis, who may be developing psychosis, or who are
experiencing psychosis.

To begin with, studies suggest that young people developing psychosis who
try cannabis are more likely to develop a cannabis use disorder than their peers,*
which means that their cannabis use is more likely to result in worsened perfor-
mance at work and school and in interpersonal relationships because of misuse,
overuse, and the fallout from overuse such as blackouts and accidents. Certainly,
James thought that his cannabis use (among other things) was not helping him
with his relationship with his girlfriend or with keeping his old friends.

In one study, more than half of Black youths with early psychosis also had a
substance use disorder.*> Multiple reasons likely account for this statistic. The
percentage may be high because Black youths referred to treatment for psychosis
are then also diagnosed with a substance use disorder after being overpoliced.*
In addition, Black youths with early psychosis and a cannabis use disorder are
more likely to report childhood and physical abuse than are those without
cannabis use disorder.* Exposure to childhood traumatic events, a history of
incarceration, and having dropped out of high school have also been shown
to be associated with co-occurring alcohol and cannabis use disorders for all



36 WORK HARD, PLAY HARD

young people with early psychosis.** Local culture can also play a role. One
study with primarily Black and Latino inner-city youths suggested that access
to high-potency cannabis products can “become an important way of gaining
status, prestige and popularity among peers”* At the same time, some stud-
ies suggest that for young people with early psychosis, using higher-potency
cannabis more frequently worsens outcomes.*’

Moreover, studies show that the misuse of cannabis (but not occasional use)
can increase one’s risk of developing psychosis in the first place.”® In one study,
cannabis misuse or dependence, especially for people with a family history of
psychosis, predicted the onset of psychotic symptoms.* Another study found that
young people who stopped using cannabis after a psychotic break stopped hav-
ing psychotic episodes,” while individuals who continued using cannabis after
psychosis onset experienced higher relapse rates, longer hospital admissions, and
more severe positive symptoms than individuals who stopped using.*!

Which came first—the chicken or the egg? The research on substance use and
early psychosis specifically is limited, and interventions designed to prevent or
support young people in reducing cannabis use are nascent. There is also almost
no research on the interactions between “harder” drugs—LSD, cocaine, meth-
amphetamines—and the individual experience of psychosis. With our current
retrospective methods and studies, it is impossible to tease apart the exact rela-
tionship between cannabis, alcohol, social marginalization, and psychosis, but
they do seem to feed into one another.

Some studies also suggest cannabis misuse might be linked to more violent
and aggressive behaviors for people experiencing psychosis.”” James said he was
smoking cannabis laced with cocaine when he assaulted his girlfriend: Was it the
cocaine, the cannabis, the psychosis, or just James not controlling his anger? It is
hard to tell.

What we do know is that James went to community college, made new friends,
had a romantic partner for the first time, and intensified his regular cannabis use
to smoking marijuana at least twice a day. He progressed to regularly using LSD
and smoking cocaine-laced joints. His girlfriend no longer wanted to be with him,
but he kept using. He did not know how or when to quit.

Later, James felt that he had botched his own transition to adulthood:

Sometimes I hold myself down. And even though I don't realize it, it’s just a thing I
have to accept [. . .] There’s all these crossroads that you need to choose, and if you
don’t choose wisely, you'll go down, and then it’s just messed up. But then, maybe
other people, like your supporters, will help you. [...] Then you can try to go along
with them. But even then, sometimes, my self is just like, “Maybe you just deserve to
be in the mental institution.” But I don’t believe 'm mental. [. . .] Basically, the chal-
lenge is just to be more organized [. . .] Just seeing the right paths to take. Sometimes
I don't, and I regret that I didn’t take that path at that time . . . And then you're like,
crap, I'm already too far. That’s the crossroads.
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A few weeks after this conversation, James found another crossroads. He was
extremely high at the time—possibly on cannabis and LSD, but he could not recall
exactly. He parked his car on the tracks at the railroad crossing to make sure the
train would stop. The celebrities were on the train. They told him on Instagram
that they were coming to take him to New York City and make him famous. They
would meet him at a specific railroad crossing, but how would he stop the train?
He decided the best way to stop it was to block it.

Luckily for him, James did not think it was important to stay in the car. He
showed me pictures on his phone of a vehicle demolished beside some tracks.
After this incident, James was arrested and hospitalized involuntarily for more
than a month in the state hospital. When released, he refused further treatment.
All his friends used alcohol and illegal substances, he said. Treatment meant sobri-
ety and social isolation, and he really needed to get back to work and hang out with
some friends.

James also thought that using cannabis and other substances would make him
seem more attractive to the celebrities—and to his less famous friends. Miranda,
Corrina, and many other young people in my study saw using cannabis recre-
ationally as a conduit for securing the intimate relationships they needed to thrive.
Using cannabis, in a receptive social context, could offer a source of the social
bases of self-respect and peopled opportunities. It helped James and Corrina, and
many others like them, secure intimate relationships with others. In the long run,
though, cannabis misuse—and substance misuse more broadly—also amplified
our interlocutors’ loss of control over their lives. They began to lose the thread
of the life narrative they wanted to promote, or their autobiographical power, as
things started to go wrong.

Paradoxically, playing hard—probably for anyone but certainly for young peo-
ple with early psychosis—can become a way not just to prove to others that one is
a competent adult but also to lose others’ confidence. Unfortunately, psychosis and
substance misuse seem to fuel each other to synergistically compromise a person’s
moral agency. Who wanted to trust Corrina after she destroyed family memora-
bilia, or James after he parked his car in front of a train, or Miranda after she broke
down her grandmother’s garage door?

James, Miranda, Corrina, Mohammed, and so many others took steps to break
away from their parents, to mark a departure from childhood, and to establish
themselves as independent adults who could make their own decisions. They
worked hard. They pursued higher education, found employment, and tried to
live independently. They also played hard using recreational substances to separate
themselves from their childhoods, connect with new friends and romantic part-
ners, and have fun, all of which proved precarious for them. We might even say it
set them up to fail.
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These stories—and those of many other young people told in this book—suggest
that navigating the work hard, play hard ethos of young adulthood in the United
States can be perilous, particularly for young people who are also struggling with
substance misuse, pressures to find their place in the world, and the underlying
development of a psychotic disorder. All the young people I engaged with during
my study experienced some combination of romantic failures, substance misuse,
lost opportunities with school and employment, and lost relationships with family
and friends. Emerging symptoms (and the adolescent brain) complicated decision
making, which could complicate substance use and romantic decision making,
which led to more isolation and loss. Nearly everyone mentioned having the sense
that somewhere along the road they had lost their way.

Instead of offering support, American culture encourages young people to be
independent and go out on their own with little guidance during a time when
there are an overwhelming number of choices to make and when they are neuro-
logically primed to take risks. This sets young people up to sink or swim. Those
who learn to swim may thrive. Those who do not may find themselves drowning,
especially since American culture in general provides few lifeguards.

We need to understand that young people are struggling with choosing roles,
finding a path that is their own, working hard and playing hard in ways that
will mark them as no longer children, pleasing those who are important to
them, and navigating all of these challenges without the guidance that many
other societies provide.”® This American-style transition to adulthood is dif-
ficult for all but is especially so for those experiencing early psychosis. We need
to understand how much it complicates their ability to become a moral agent in
the broader culture, and why. We need to look at ways this passage to adulthood
might be better supported for vulnerable youths living in this work hard, play
hard social context.

The work hard, play hard mentality, and expectation that most young people
will experiment with sex and substances to prove that they can become indepen-
dent adults, is likely here to stay. The ways this experimentation plays out ruthlessly
on social media are unlikely to change. The perception of cannabis as a panacea
is also likely to remain because most people are not going to have a psychotic
break after using it. However, by raising awareness of these cultural features, we
can see more clearly the social context in which young people with early psychosis
are trying to thrive, and we can better understand the pressures they are under
and the consequences these pressures can have specifically for them. We can offer
more sensitivity and guidance around this transition if we are paying attention.
There may be entrenched American traditions around what young people need
to go through to prove themselves as valued adults, but we can make a significant
difference by better understanding how it makes some young people especially
vulnerable so that we can develop stronger supports to promote a smoother rite
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of passage for all. While I offer thoughts in chapter 7 on how to develop these sup-
ports, in chapter 2, I explore how the young people in my study sought to explain
and manage their psychosis-related symptoms as they emerged. It is my hope that
further exploration can encourage compassion for and understanding of their
remarkably challenging situation.



Into the Mythos

I thought the whole world was based on Greek mythology and I actually
believed all this, and I was like, “Okay, that actually makes sense.” Like I
had memories from my childhood just coming up and I would connect my
crazy thoughts to those. I was like, “Okay, that’s why I had that moment in
time with my family because we were actually Mary and Jesus or something
like that,” so I was just thinking, like, a lot of crazy stuff and it was, like, just
completely disattached [sic] from reality.

—JAMES, STATE HOSPITAL, WEEK 3

As Amy walked along the narrow shoulder, the bridge vibrated. Cars and trucks
zoomed below.

When I fly, they will know I am a superhero.

“Just try it!” the voices in her head were shouting. “You can fly!”

“It just popped into my head,” Amy told me later. “I should jump off the bridge
to see if it’s real” Amy stood there, arms limp, staring down at the blur of traffic.

Can I fly?

Amy had shoulder-length copper hair and moss-green eyes. She self-identified
as white. Her brother and sister, Robert and Addison, raised her after their parents
died. Instead of finishing high school, she dropped out to take care of Robert’s
small children. She then worked hard in dead-end jobs, and when she ended up
unemployed due to circumstances beyond her control, she wanted a fresh start. So
she moved in with Addison’s family in a different city until she saved up enough
for her own place and found a new job.

However, the new job did not work out. During our early interviews, Amy
shared that her new coworkers had been “zapping her in the chest,” causing her
chest pains. This had troubled her.

“Why would my coworkers want to harm me, right?” she asked me.

Unemployed again, Amy became very depressed. She had no car, no apart-
ment, no friends, and no romantic prospects despite her so-called fresh start. After
watching Amy lie around on the couch all day, Addison suggested Amy help watch

40
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her children. She had helped Robert, after all, and his kids loved her. Addison
could use the savings on the cost of childcare to help cover Amy’s room and board.

This arrangement worked for a little while. Amy was attentive and fun with
the children, taking them to parks, teaching them about colors and numbers, and
making sure they took their naps. However, things started to seem a little off. Amy
sometimes said odd things about “brain zaps” When she had a panic attack after
not being able to get a refill at the pharmacy, Addison suspected that Amy was
misusing her ADHD medication.

Then, one evening, Amy barged into the children’s room when Addison and
her husband were reading them bedtime stories. She started screaming at Addison
and her husband, demanding that they get out of the children’s beds, accusing
them of molesting their children. It was hard to calm Amy down.

Over the next few weeks, Addison and her husband tried to reassure Amy
that they were not abusing the children during bedtime story reading, but
Amy became increasingly agitated. She called the children’s school nurse to
demand that she check the children for sexual abuse. Child Protective Services
opened an investigation. It was a nightmare.

Addison and her husband decided that Amy needed to move out. No one could
afford a hotel, so they called around until they found a nice women’s shelter with
an open bed.

When they told Amy that they wanted her to stay at the shelter and look for a
new place to live, she became violent. Amy later explained that she thought that if
she left, her sister would poison her niece and nephew. She threw their plates and
glasses against the wall, taking care to break them all so that the poison could not
be administered.

“I didn’t mean to be harmful to her or anything,” Amy told me sheepishly; “it
just happened that way”

Amy’s siblings—people who loved her, who felt like her parents in the absence
of their own, who wanted the best for her—now found her to be incomprehensi-
ble. They could imagine neither where Amy was coming from nor what motivated
her to hurt them this way. Amy and her family had no shared sense of reality. Their
common ground of familial love and trust—the taken-for-granted mutual moral
understandings—were gone. Their shared sense that they were “good” people hav-
ing a “good” relationship was breaking down. Sadly, this went both ways; Amy also
thought her siblings were “bad” people.

Feminist philosopher Margaret Urban Walker writes that to live responsible and
moral lives (whatever that means to us in our own social contexts), we must pre-
serve “moral understandings” with people we want to be in relationships with, and
to do so, a kind of story needs to be sustained among everyone. “We need to keep
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on keeping straight who we are,” Walker writes, “and who we have given others
to understand we are, in moral terms. We also need to sustain or refurbish our
understanding of moral terms themselves, of what it means to talk about kindness,
respect, friendship, or obligation.”! These shared cultural notions of kindness and
respect are the glue that binds moral agents together in relationships that matter
to them.

In this instance, Amy’s story about who she was in relation to others was not
shaping up. She was losing her autobiographical power, or her reliability as a sto-
ryteller worth listening to. Everyone in Amy’s family was caught up in a damaging
vortex of toxic interactions, and their responsibilities to one another were col-
lapsing. Amy thought her family should be taking care of her—and their other
children. Amy’s family thought she should be responsible for contributing to the
family’s well-being, not undermining it. Amy’s ability to be responsive and respon-
sible in ways that were meaningful to her loved ones was gone. Yet in Amy’s mind
she was being very responsible. In fact, she thought she was a superhero, sent
to save her niece and nephew from sexual abuse.

Maybe if I show them I can fly, they will believe me, she would later consider,
while standing on the bridge. What if I can fly?

When the symptoms of psychosis emerge, it becomes clear to others that a
person is experiencing something that is wildly divergent from what most of the
people around them perceive as reality. Some people call this nonconsensus real-
ity. People perceive or interpret consensus reality together: it's something on which
they can mutually agree. Nonconsensus reality is not shared with others.

In anthropologist Sue Estroft’s seminal work on Americans with psychiatric
disabilities, Making It Crazy, she wrote, “Most of what we know to be real is what
we share with others”* In this case, Amy was outside that shared reality. As she
lost consensus with others, Amy began experiencing a “moral breakdown,” or the
point at which her sense of reality was so incommensurable with others’ that her
own sister and brother could no longer understand her.* Her moral agency was at
an all-time low. This was a breaking point.

The manifestation of psychosis is an unmooring enacted in relationship with
others. Medical sociologist Essya Nabbali wrote, “With mad people, very spe-
cific behaviors transgress cultural mores and it is these behavioral disruptions
which become their supposed impairment.”* In other words, madness is a person’s
inability at times to share in consensus reality and behave according to the norms,
expectations, and responsibilities assigned to them.

However, it’s not just the perceptions of a nonconsensus reality that can make
things so challenging. In some ways, it is the attempt to make sense of nonconsen-
sus realities that can seem so odd. This is one of the terrifying loops of psychosis.
Just when Amy thought she was saving the world, she was damaging that world by
her actions. Her right to tell her story, to feel the glow of self-respect from the con-
firmation and support of Addison and Robert and the children, and the peopled
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opportunities that having these loving relationships created for a place to feel safe
and loved, all were all diminished because she was trying to do what she perceived
to be her responsibility and no one else agreed.

How do people who love and care about one another bridge the gap that non-
consensus reality creates? To begin, it is important to understand as much as we
can about where a person with psychosis is coming from, why they are acting as
they are, and what their nonconsensus reality is. It is hard to guide someone back
home when no one is using the same map.

From a clinical perspective, most psychiatrists would define Amy’s anoma-
lous sensory experiences as symptoms of an emerging psychotic disorder, which
is exactly what happened when Amy went to Shady Elms. This is how she quali-
fied for my study. Most of the young people I met were diagnosed initially with
“psychosis not otherwise specified” (psychosis NOS), which meant that they
had some signs of a psychotic disorder that had seriously disrupted activities
in their everyday lives, such as their success in schooling and employment, but
not enough time had elapsed to evaluate them thoroughly. A diagnosis of a psy-
chotic disorder takes at least a month; Amy was diagnosed after a short stay in
an emergency setting.

The diagnosis of psychosis NOS signaled to other clinicians that Amy was at
least experiencing some positive symptoms of psychosis, or possibly both posi-
tive and negative symptoms. People are not usually diagnosed based on negative
symptoms alone, though. Positive symptoms are conceived as something “extra”
added to reality, like hearing voices that no one else hears or seeing things no
one else can see. Negative symptoms are understood as signals that a person is
lacking something, such as motivation or an ability to experience pleasure or to
show emotions.

Many young people use substances recreationally, so the research team some-
times had to wait for substances to clear their systems before their clinician was
willing to assign them a diagnosis of psychosis NOS instead of “substance-induced
psychosis” Occasionally a young person was brought in a few times for what seemed
to be substance-induced psychosis before they received the more formal diagno-
sis of psychosis NOS. Substance misuse sometimes leads to psychotic reactions,
but clinicians thought that a person was unlikely to have a psychotic reaction
multiple times in a row if there was not some underlying psychiatric disorder.

We also know a little about what can cause psychosis. Substances are not neces-
sarily a direct cause. As mentioned in chapter 1, cannabis use may elevate the risk
of developing psychosis in vulnerable people or lead to development of psychosis
at a younger age than the person may have otherwise, but it is only one small
piece of the architecture of risk.> Many other social factors also elevate risk, and
most of them are related to stress. Adverse life events and cumulative social disad-
vantage raise a person’s stress level and their risk of developing psychosis—a risk
that seems to rise exponentially as those factors accumulate.
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Some people live with psychosis symptoms and do not seek psychiatric care:
they are known as people with nonclinical psychosis or psychotic-like experi-
ences. It could be that their lives are less stressful, or that they have better ways
of managing stress or their symptoms than those who struggle and seek—or are
forced into—clinical support. People who do not struggle with their symptoms
also report having more positive experiences of voices and visions such as hearing
Gods or angels—as opposed to negative voices like demons—and experience them
less frequently.”

Others do struggle—and suffer.® Amy had persistent symptoms that severely
disrupted her everyday life. Her zaps and voices made it hard for her to work,
and her ideas about the world—that her sister and brother-in-law molested their
children—completely isolated her from her family. She did not have any romantic
partners or friends and was not employed or in school.

To better understand Amy’s experiences, we can turn to several sources beyond
the clinical literature. One includes the narratives of those who self-identify as per-
sons with lived experience of psychosis. There are many: psychologist Gail Horn-
stein maintains a list of more than one thousand such narratives, dating back to
the fifteenth century.” Another source is research led by people with lived experi-
ences of psychosis, sometimes called service user research, survivor-led research,
or user-survivor research.'” People with lived experiences of psychosis bring their
own experience to the table as they design studies and collect and analyze data in
interdisciplinary ways."" Their perspectives can usefully complement and contra-
dict clinical perspectives.'?

Another resource consists of the results of studies like mine that involve
researchers who have presumably not had experiences of psychosis. These stud-
ies ask persons who have had psychosis about their anomalous experiences in
an intentionally respectful and empowering way. For my interlocutors, psychosis
seemed to wash over them in a series of waves, at different rates and speeds, some-
times pushing or pulling in all kinds of directions—sometimes in a peaceful, lull-
ing drift, but often moving them further from the shore of consensus reality. They
felt as if they were being coaxed toward the breaking point. When you're playing in
the waves, a breaking point occurs when you are knocked down, bowled over, and
smothered by sandy water. In the case of a psychotic break, this is the point where
you completely lose touch with reality. I think of the breaking point in psychosis
as an inundation of perception when an overwhelming amount of sensory input
becomes unmanageable. Once you are at the breaking point, if the waves are large,
it can be hard to fight your way back to shore.

To demonstrate to my students how it might feel to be caught in the breaking
point, I start by asking them what happens when they experience stress. For exam-
ple, how do they feel when they must give a presentation to the class? We then
discuss the inevitable answers—sweaty palms, accelerated heartbeat, dry mouth,
a churning belly. Next, I ask: What if your reaction to stress was to hear sounds or
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voices that other people cannot hear or see things other people cannot see? Looks of
concern all around.

After this, I have them listen to an audio track called the Hearing Voices Sim-
ulation, developed by clinical psychologist Patricia Deegan,® who herself hears
distressing voices and has been diagnosed with schizophrenia. The audio begins
gradually with random noises—scratching, bells, and voices speaking random
words—“jerk . . . alert” It continues with “You smell” or “You’re a piece of shit.”

Next, we watch a YouTube clip of the television journalist Anderson Cooper
listening to the same simulation.”* He puts on headphones, plays the audio track
(which lasts ninety minutes), and tries to do simple tasks like crossing the street
and ordering coffee. He is quite distressed. Anderson also takes a battery of cogni-
tive tests before listening to the simulation and then takes them again while lis-
tening to the simulation. His scores drop significantly when Deegan’s soundtrack
is playing.

This exercise offers my students a sense of how distracting and stressful psy-
chotic symptoms can be. They are almost impossible to ignore. Some go home and
try to do work or check their email while playing the voice simulation through
their earbuds to see how it goes. I tried out this exercise personally in graduate
school, though in my case I was listening to a tape on a Walkman. I found the
experience disturbing. It was hard to order a coffee. Hard to cross the street. Hard
to think my own thoughts. Impossible to have a coherent conversation. I have
never met anyone who enjoyed the simulation.

Most students tell me that, after this experience, they became more empathic
toward people who hear distressing voices. Some tell me they will never forget it.
Others worry that this might happen to them. I cannot promise them that it will not.

How difficult would it be, T ask them, if this happened often and the voices were
interactive and personalized—saying things that matched one’s life in some way?
Would they start to believe the voices or be compelled to act on their suggestions?

Markus, a 21-year-old Black man, was clinically stable when the treatment team
recommended him to my study, but it seemed he was still struggling with the
waves of psychosis. Despite his confusion, Markus tried to help those around
him see him as a good person, but his symptoms seemed to make interpersonal
connection challenging.

INTERVIEWER: Tell me about your life’s goals. What are your goals in the future?
MARKUS: 1want to be the best that I can be.
INTERVIEWER: That’s great.

MARKUS: 1 want to prove that 'm one of the best to do it. That’s what I want to
prove. I won't stop until I prove it. I won't stop till I prove—

[Long silence.]
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How are you going to prove it? What are you going to do?

Keep working with the people I need to work with so that I can have

my business at all times. Stay focused.

[Another long pause. Too long for the interviewer.]
How are you doing, Markus?

I'm doing good.

Yeah?

Mm-hmm. [Affirmative.]

You seem like you're really distracted.

Little bit. Little bit.

You are distracted, right?

Yup.

Are you distracted by somebody outside [the glassed-in cube]?
Mm-hmm. [Affirmative.]

Who is it?

Somebody who guides me.

Somebody who—?

Somebody who guides me.

Guides you? Yeah?

Yeah.

Markus tried to express himself in terms the interviewer could understand.
He explained that he knew what he was supposed to do as a young adult—be the
best, work cooperatively to have his business, stay focused. Yet Markus could
barely pay attention to the interview because he was experiencing a hallucina-
tion that was both auditory and visual. The seasoned interviewer could tell it
was not a good time and arranged to come back later. Markus’s “guide” in the
nonconsensus reality was compelling—so compelling that he brought it up to
explain his confusion.

Psychologist Eleanor Longden described in her TED Talk how the voices
drew her in slowly.”” They started with seemingly benign, third-person observa-
tions about her, such as “She is opening the door” The voices were friendly and
didn’t worry her, until she told a friend, who was horrified, and Eleanor started
to believe that something was seriously wrong with her. When she sought help,
her general practitioner referred her to a psychiatrist who, in her perception,
viewed everything she said “through a lens of latent insanity” and hospitalized
her involuntarily. As Eleanor’s fear of the voices grew, the voices turned into mul-
tiple, negative, persecutory voices that “were both my persecutors and my only
perceived companions.”

User- or survivor-led research, conducted by persons with lived experience
of psychosis, claims that when people focus on listening to their voices, those
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voices often take on even more voice-like qualities, which can be overwhelm-
ing.'® According to our consultant, psychologist Nev Jones, whose work is deeply
informed by direct experience of mental health services and engagement with the
user-survivor movement,'” if someone experiencing psychosis thought that people
at a cocktail party were talking about them (when they were not), the more they
tried to listen, the more they would hear, and what they heard would become more
disturbing and more specific. This psychosis-confirming thought loop is disorient-
ing and dangerous. The Hearing Voices Simulation demonstrates how cognitively
disorienting a soundtrack of random, nonpersonalized voices can be. What does
one do when the voices become personal and interactive?

In one of his interviews with me, James, the young man introduced in chapter 1,
described how paying attention to the voices made them seem more real. He told
me that he heard two voices, a reality voice and an alternative reality voice. Both
talked in James’s voice (it sounded like him to him), but the alternative reality
one was “the crazy one, telling me I'm Jesus.” In contrast, the “reality voice” was
“calming” and said things like, “No, you're just normal. You're still not broken, yet.
You're not slipping away too much.” He also called the reality voice “just pretty
much the voice of silence,” whereas the alternative reality voice was “just thoughts
always just running through my head. Constant thoughts.”

“Tust like a stream of consciousness?” I asked.

“Yeah,” he responded, “like if you're reading a book, you're hearing that voice?”

“Sure,” I nodded.

“Like your reading voice, so if youre thinking about something seriously, like
consciously, you'll hear a voice, right? “

“Right,” I said.

“But, for you, it’s not like just like a voice thats just involuntarily going and
going . .. So that’s the worst part is that voice sounds believable, so we start believ-
ing it and since you're in that psychosis—you’re already psychotic—so you just
believe it anyways without a doubt because it’s your mind, so youre like—you
just believe your own mind, you know?”

“Right, well, yeah—who do you trust if not your own self?”

“Yeah, right! It’s your own mind.”

James looked pleased that I understood, but I didn’t really. I could never under-
stand what it feels like to have an audible, negative voice persistently presenting
me with a compelling alternative explanation for reality that no one else shared
beyond the voice and me.

But voices and visions are only part of some people’s experiences of psychosis.
Some people had sensory experiences like being “zapped”—an experience Amy
mentioned, as well. Jones and colleagues have written that participants in one of
their studies of the phenomenology of early psychotic symptoms discussed their
symptoms in “richly embodied ways.”*® These included sensations of anxiety that
were not “in the mind,” such as a feeling that one was being watched, followed, or
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“invaded” The entire body was involved in this “knowing”—not just the brain.
One’s entire neural network could be engaged.

Like Markus, Corinna also found it hard to attend to consensus reality when
she experienced symptoms, and even her description was full of contradictions,
which she recognized as she tried to describe them retrospectively:

It feels like your brain is kind of like a puddle. Like it doesn’t have any shape to it.
It's an amoeba that’s just floating around. This doesn't make sense [. . .] It just feels
like there’s too much going on, but not in the same sense where if you’re in a room
and there’s a lot of noise. It’s not the same. It’s like a sensory thing, where you're sens-
ing too much, not too much noise, but there’s just too much of everything going on
[. .. And] you're just so focused on what you're feeling, that you can’t really focus
on what's actually going on. And you're not feeling anything. I mean, there is anxi-
ety with it, but it’s not focused on anxiety, where if you had a panic attack or if you
had anxiety, youd know, like, “Okay, this is all about anxiety” This one, you can tell
the anxiety is coming from it and also from the fear of, like, “Okay, what’s about to
happen? I don't know what’s happening”” So it’s just spacey. It feels spacey and it feels
like you're detaching, like youre being pulled away from what is really reality.

Corrina’s retrospective description of her experiences makes a few things
clear—the symptoms were compelling, they were overwhelming, and she felt that
they pulled her away from “what is really reality” It became “too much”

Anthropologist Luke Kernan beautifully described his own experience of psy-
chosis in terms of an intense, holistic way of knowing and being, calling it the
“seduction of psychosis™:

The way it peels one’s being to rawness, induces an electric excitement anguished
by and of its overabundant sensory connectivity—the capacity itself starts with a
subtle motion. The vibrancy of the world comes into attunement, onsets with a hy-
persensitivity that commissions the sensuous. The way a flush of colors flock before
the eyes—so blue its waters become palpable triples of an Australian rainfall, so green
its glow reminds you of the emerald irises of your first kiss—those moments with all
their affective rage sculpting the body. These currents of non-normative consciousness
flow inward, spark outward—to alter the grammar of what each sensory unit collects
and, thereby, to render reality as otherwise."”

Kernan’s sensory flooding was so intense as to become consuming, compelling, even
appealing. And it made participation in consensus reality extremely challenging.

As mentioned earlier, Nev Jones and her colleagues and Eleanor Longden both
argued that the more one pays attention to experiences of psychosis, the more
compelling they become.?® Psychosis thus confirms itself in a looping effect. The
messages start off vague and amorphous—“youre being zapped”—and then
gradually entice you a bit further in: Are your coworkers zapping you?

People who have experienced this looping tell me that the psychosis seems to
have an agency of its own. It speaks to them and over time that speech becomes
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FIGURE 2. “Identity” by Lauren Ann Villarreal. In an email, the artist wrote to the author: “It’s
about how I fully lost my grip on my reality, myself. I felt like I was desperately trying to hold on
to fragments of myself and trying to piece them together hoping I would look like myself again.
This piece is also about trying to keep my eyes focused and open, because I felt like they were the
only part of me that hadn't fully unraveled yet” Reproduced with permission of the artist.

more personalized. The loop, then, seems to follow this logic: the more you pay
attention to your psychotic experiences, the more personalized they become; or
the more you pay attention to psychosis, the more attention psychosis pays to you,
almost like interacting with an artificial intelligence focused on strengthening your
belief in an alternate, nonconsensus reality that is also always already your own.
It is difficult to know just how much control people with psychosis have over
this cycle—whether, in some ways, they actively and deliberately engage in or
perpetuate the loop. While many people think that psychotic symptoms are not
within a person’s control, our interlocutors felt that sometimes they were. And,
according to the literature, this occasional control only made them feel worse—as
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if maybe they were more responsible for what had happened to them than others
thought. Nev Jones and colleagues argue that this engagement can later lead peo-
ple to feel shame as they question whether they had agentivally, actively “pushed
themselves over the edge”*!

Jones and colleagues’ interview participants—young people who had expe-
rienced early psychosis—described having some agentival control over their
symptoms. Sometimes, they claimed, they could ignore them and actively push
them away or choose to engage with them further. Corrina mentioned something
similar in her interviews.

“You can tell when it’s coming,” she said. “And sometimes you can fight it and
sometimes you can't. Like sometimes I've been able to be like, ‘Just ignore it. Focus
on what youre doing and just don’t think about it and it’ll just go away on its own.”

Overwhelmed by experiences that had no acceptable place in our culture but
that looped around to confirm themselves as real when attended to, the young
people we engaged tried to keep pace with these very real experiences that were
not part of others’ consensus realities. At the same time, they struggled to know, as
Corinna and James asked, What is really reality?

When a person gets lost in this process of hyperreflexivity, they typically dis-
engage from the shared common sense about what we can assume and how we
can act that is typically the “taken-for-granted foundation of organized action and
experience’” We can certainly see this happening for Markus, James, Amy,
and Corrina. As their senses became overwhelmed, they had trouble connecting
their very real psychotic experiences to others’ shared everyday consensus reali-
ties. In addition, the more they paid attention to nonconsensus realities, the stron-
ger the presence of those alternatives became. The more they looped, the deeper
the groove became: the harder it was to find their way out of its rut. They were
disengaging with the world and engaging more with their psychosis. As one friend
who has experienced psychosis told me, “It was interacting with me, and I knew it
was coming from me, but it was not me”

Social isolation only magnifies the experience. A clinical psychologist with lived
experience of psychosis, Rufus May, reflected in a recent piece that “a magical child
emerged from my psyche to protect me from the loss of roles and relationships.”*

Sometimes, as with Markus when he was following something with his eyes
beyond the glass, people can observe a person experiencing psychosis interacting
with their nonconsensus reality—waving away spirits, punching a demon, try-
ing to block incoming sonic assaults, whispering to someone no one else can see.
These visible signals of psychosis can make other people feel uncomfortable. It is
hard to watch someone struggle against something you cannot see. It is scary to
see that someone is experiencing a perceptual field that you cannot access and that
is so potent for them that they are responding to it physically. It is not always clear
what this means for your relationship with them or even your personal safety.

Legal scholar Elyn Saks described her own strange bodily movements: “As I
grew steadily more isolated, I began to mutter and gesticulate to myself, something



INTO THE MYTHOS 51

I had never done on my worst days. [...] When I heard the sounds I was making, I
felt neither disturbed nor surprised; for some reason, it helped me feel calmer. It
seemed to provide an arm’s length distance between me and the people who were
walking past me. Oddly, it was soothing, much like clutching a well-worn blan-
ket”** Even so, making unusual movements with one’s body that break cultural
norms for adults contributes to social isolation.

As Corrina’s psychosis strengthened its relationship with her, her social rela-
tionships with other people wilted. Or maybe it was vice versa: as others took
a step back from her and her unusual behaviors, the psychosis replaced them.
Corrina’s social life in consensus reality was hard to maintain. She explained:

It makes you really stressed, because at the same time, since you can’t control it, it’s
like you don’t want to be suddenly out of the conversation or be gone, but it’s like
you literally can’t pull yourself out of it. And then you can't function. I wouldn’t be
able to sit here and talk to you guys. I would just kind of be like this, or listening, or
just leaning back and trying to figure out what’s going on, because I know that that’s
what happens. Like I usually withdraw. I can’t be social. It’s not that I don’t want to.
It’s that—you can't.

This withdrawal also happened to James and Amy. Their symptoms isolated
them. They became confused. The hallucinations and delusions reinforced one
another. The more compelling the psychosis became, the stronger its pull became
and the harder it was to escape. They actively withdrew from social life, trying to
sort things out on their own.

Psychiatrist and anthropologist Ellen Corin and psychiatrist Gilles Lauzon
characterized this behavior as “positive withdrawal,” which they identified as a
strategy their patients with long-term schizophrenia used to feel better.?> For their
patients, positive withdrawal created a buffer zone between their own inner, lived
world and the world of others—a boundary that often blurred when they tried to
engage fully and became overwhelmed with sensory input. Positive withdrawal
helped them cope with and process sensory input at a distance, giving them time
to form clearer ideas about what was real and not real, self and other, and thereby
strengthen their sense of consensus reality before they tried to interact with any-
one. Corin and Lauzon found their patients kept social interactions very brief and
casual so as to enjoy human interaction but avoid rejection.

Corinna was quite withdrawn when she changed from Karina back to Corinna,
having spent several weeks in her mother’s home without visiting anyone. She
made it clear that it was difficult for her to be alone, especially as a young per-
son who was supposed to be finding her romantic partner, occupation, and urban
tribe. Instead, she needed to stay away from people to avoid seeming strange,
though her need to withdraw also made her stand out, resulting in further negative
experiences and rejection.

“And then you feel awkward,” she said, “because obviously you’re the only per-
son who really knows what’s going on with you and everybody else is just going
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on with whatever they’re doing. And then a few notice [. . .] you stand out ‘cause
something’s wrong with you. [. . .] It feels like you've taken a drug, and you didn't,
but you can’t control it anymore [. . .] And then you get scared, cause you can't
control it and you're just like, “This sucks.”

Corinna looked at me and gestured to all the things—my research assistant and
me, my tape recorder, her mother, and her mother’s dim living room, where she
had spent the past several months afraid to leave the house.

“This sucks.”

We all started laughing, laughing in that way that feels a little hysterical, a little
like survival. A quote from Emily Saliers of the Indigo Girls crossed my mind:
“You have to laugh at yourself because youd cry your eyes out if you didn’t”* I felt
like crying, too.

Corrina continued: “But, yeah, you don’t know how long it’s gonna last; you
can’t necessarily control your body. You just can’t function. Like you can't do
anything really. All you can do is just sit there and try not to freak out.”

She laughed again, but the rest of us did not.

“You have to laugh because it just sucks,” she said. “That’s why you have
to laugh”

Young people like Corrina and James cannot afford to withdraw positively or
otherwise. They are at a time in their lives when they are under pressure to make a
successful transition to adulthood, when it is more important than ever for them
to engage socially. They need to find their place, their people, their purpose, a
sense of belonging. And they felt that they really were not supposed to be at home
with their families. As Corrina said, being at home sucked.

So even as they experienced overwhelming sensory inputs and became more
ashamed and isolated, they tried to make sense of their experiences alone so that
they could reengage with the world. One strategy they used was to mobilize cul-
turally available stories, or mythos, to make sense of their symptoms. As Rufus
May wrote of his magical child that protected his psyche from the loss of roles and
relationships: “To be immersed in a world of espionage and magical connections
made me feel valued and gave me a sense of purpose” Amy was a superhero.
James was most often a celebrity but sometimes also Jesus. Markus had a guide.
Corrina was an angel.

David was a prophet.

David, a tall, well-dressed African American youth with a bright smile and hipster
glasses, strolled cheerfully around the airport terminal, wheeling his carry-on bag.
He could not wait to see his mom. It had been a long time, and he wanted to tell
her the good news: his head was booming with the voice of God.

“I am a prophet, and God loves you!” he told the cashier at a snack kiosk.
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“God wants me to tell you that you are sinners and you need to repent!” he
shouted into the air as he made a stop in the bathroom.

“God said to tell you that you will die soon,” he told the young woman behind
him on the boarding ramp.

She did not look up from her phone. David felt hurt.

“Did you hear me?” He asked her again.

She continued to ignore him.

“Hey!” he said. “You need to repent before you die! Why won't you listen to me?”

People around him were not sure what to do.

“God is telling me that you are all sinners!” he shouted in the middle of the
jetway. “You are all going to burn in Hell for your sins! Repent!”

David’s urgent call to evangelize was overwhelming him. Noticing that people
looked uncomfortable, he attempted to calm himself. He wanted to get home to his
mother, and to do that, he needed to be on this plane. He fiddled with his bag and
tapped his feet, but he was fighting a great battle.

“Stop it! Stop it!”

Did I say that out loud?

The flight attendant looked at his ticket. She took his bag. “T am going to need
to gate check that for you,” she said and then reached for the phone.

David rolled his eyes and proceeded down the aisle. He tucked into his seat and
closed his eyes to rest while God prattled on. He did not notice that no one else was
boarding. He did not even notice the men approaching him.

“Are you okay, young man?” one of them asked. He showed him a badge.

David felt so irritated. Why were the police always hassling him?

“Oh, right, so why don't you just check my bag for a bomb already?” David
shouted. “America is the land of the free. And I am free;” he stood up, his anger
overwhelming him, “to SPEAK in public!”

The officers acted so quickly, he was not sure what happened next, but he
quickly found himself in the airport security office, handcuffed and waiting for
his dad to come pick him up. Security had confiscated his suitcase and his phone.

When David’s father arrived a few hours later, airport security released him.
David did not have bombs or anything threatening in his bag. He seemed exhausted
and disoriented but had been quiet after they took him off the plane.

David’s father told security that he was sorry. He explained that David was hav-
ing some mental problems, and the family was just trying to get him back to his
mother in another state for a visit. They had not realized he was too unstable to fly.

On the way home, David tried to explain to his father what happened; they
argued. David knew he was God’s prophet. He refused to back down. His father
needed to understand how important it was to repent.

His father was heartbroken. What had happened to his son? How could David
believe that God had told him to behave in a way that would make him terribly
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unsafe, that drew the attention of the police, that got him arrested at the airport?
David became so upset at his father’s rejection of his prophetic skills that he tried
to jump out of the car. His father knew something had to be done. He had to keep
his son safe.

When he stopped for gas, David’s father called 911 while David went to the
bathroom. They told him to stay put. He pretended he could not find his wallet to
pay for the gas until the police arrived to collect David from the gas station park-
ing lot. A few days later, my team met up at Shady Elms, and he shared more about
his experiences.

David described himself as “a military brat with divorced parents who suffers
from low self-esteem.” When he was 10 years old and his parents divorced, David
stayed with his father, but it was hard not having his mother there. To cope, he
started smoking cannabis when he was about 13, served some time in juvenile
detention, and then tried methamphetamines around age 15.

“I simply got into weed by being a cool person,” he said. “But I didn’t know I
was cool already”

By the time a member of my team interviewed David, he had been in and out
of several court-ordered substance abuse rehabilitation programs. He had been
homeless. He had been to college. A new church community he had recently
joined had helped David get sober for a few months.

His father, David said, did not understand why he was a “bad kid,” but David
knew it was his father’s fault. “The Bible says, ‘A bad seed produces a bad seed. A
dying tree is not going to produce good fruit,” David said. “They [his parents]
don’t understand because they don’t hear the same voice I hear”

David had been hearing God speak to him for about a year. “It’s like having a
positive conscience. I don’t think about stealing, lying. [. . .] I know to listen to
the voice because the Bible says, ‘We are servants unto God before anything else.”

David knew that he had been a liar and a thief and an addict because he had a
rough childhood, but when he found God he felt transformed.

“I am a very mature young man,” he thought.

He felt bad for everyone else because they were “mixed up because seeing
something spiritually doesn’t mean that somebody’s crazy all the time”

David had no plans to take medication. He thought that taking medications
would limit his ability to see Satan:

I think it gives room for Satan to come because you cannot see him. I can now, but
not a scary figure somewhere. I can see people’s eyes change and stuff like that. T don’t
like talking about it because I know that people who do not believe what I can see
because they can’t see because the first thing they say is something like, “He needs
to get his brain checked and be healthy” If they don't believe, they just don't believe.
That's why I don't like to talk about it with people. Even my dad, who is a Christian,
does not believe me, and it hurts. If I was a preacher or a prophet or if I was walking
on water like Jesus, then everybody would be like, “Okay!” Some people would be
like, “Oh, he’s doing magic or something”
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To avoid staying in the hospital again, David said, he would handle his dad
differently, maybe not try to tell so many strangers about his gift of prophesy, and
“maybe then [my dad] will see that there’s something special in me”

David felt strongly that he was on a mission. “I'm just a man on the road destined
to become a preacher, which is harder living spiritually” He sighed. “My family just
doesn’t understand the spiritual change that I'm going through. That’s it”

David very much wanted to impress the judge who was going to rule on whether
he could leave the hospital, which meant he had to prove he was no longer a dan-
ger to himself or others. He wanted to be released because, “that way, they won’t
keep moving me towards mental illness because that’s depressing enough.”

When asked if he had anything to add, David said he wished he could walk on
water. “If I was to do that, the whole spiritual thing would go crazy. People would
want to come see me.” Even so, he added, “I think I can go far. There are famous
people across the world who do things for God. They can heal people” David
wanted very much to be a healer.

Many people with psychosis talk about supernatural content, and “hyperreligios-
ity” is on the list of “positive” symptoms of psychosis. One study found that 39
percent of people with a psychotic disorder discussed spiritual concerns with their
clinicians.”® I suspect the percentage of people experiencing spiritual concerns is
even higher, since many may have already learned not to discuss their angels and
demons with their clinicians or did not feel invited to do so in the first place. As a
philosopher with lived experience of psychosis, Wouter Kusters writes that mad-
ness is “the socially awkward expression of a desire for infinity in a world that
defines itself as finite. . . . The mad world abounds with Jesus characters, Mary visi-
tations, revelations, prophecies, Gods and demons.”? People need their psychotic
experiences—which are real to them—to make sense, to matter.

Kusters, who has experienced two psychotic episodes in the past twenty years,
argues that mad experiences are often philosophically and medically ascribed to
the “mentally defective” and so treated as “out of bounds as a nadir of meaning-
lessness” Kusters thinks that nothing could be further from the truth. Instead, he
argues, mad people have been “seized by themes of vital importance” that also
“animate the ideas of philosophers, mystics, poets, shamans, absurdists, magical
realists, and many others”

This struck me as true for the young people I engaged, as well. Their thoughts
were animated by a sense of great importance for themselves and others. Some
had destroyed their lives as they knew them based on that conviction. Sascha
DuBrul, a person with lived experience of psychosis, recalled his reaction when
he could not make sense of his own experiences of psychosis: “I started reading
too much meaning into everything. . . . Whatever was going on, it was obvious
I was the only one who could see it because no one knew what the hell I was
talking about!™!
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This effort to make sense of nonconsensual reality was confusing, exhausting,
and self-defeating. Young people lost moral agency by trying to tell other people
about their experiences. Then, they attempted to replenish their moral agency by
trying to take on a role that others might see as significant, such as a superhero,
angel, prophet, or Jesus. If others did not agree, young people typically tried harder
to convince others that their spiritual explanations were real, which only dimin-
ished their moral agency.

In their article on experiences of people with psychosis whose interviews high-
lighted spiritual content, Nev Jones, Timothy Kelly, and Mona Shattell explored
how individuals used culture and at times religion to describe, interpret, and make
matter the “raw” psychotic alterations of perception and cognition.** They asked
people to describe what had happened to them since they had begun experienc-
ing unusual mental events. One of their interlocutors, Levi, a secular Jew, told
them that he had made sense of his psychotic experiences through Christian dis-
courses. When he posted his experiences on Christian social media and websites,
he received validation from other Christians using those sites. Thus, Levi was able
to mobilize Christian dogma to successfully translate his otherwise inexplicable—
and often pathologized—experiences into events that were instead “consistent
with what’s been going on in Christianity for millennia,” even though, as a secu-
lar Jew, he did not believe those events were true.”® This “double bookkeeping”
empowered him to make sense of his unusual mental events in an online com-
munity with others where the stakes were perhaps lower than among his everyday
friends and family.**

Anthropologist Tanya Luhrmann argues that religion and spirituality consti-
tute “cultural invitations” that can open the door to alternative interpretations of
anomalous experiences.”® A person can choose to accept or ignore these invita-
tions. Using Jones, Kelly, and Shattell’s example, we could say that Levi had tapped
into Christian America’s cultural invitation to engage in a realm of happenings that
is neither purely imaginary (there is at least a historical Jesus) nor part of everyday
consensus reality. By the time Levi was interviewed for Jones and colleagues’ study
he was living well in the world and had a mythos that worked for him. He had suc-
cessfully used culturally available invitations from the mythical realm of spirits,
Gods, and heroes to make sense of experiences that would otherwise be thought
of as signs of mental illness.

David had also tried to use the local cultural mythos, albeit not as success-
fully. As a Black American, David had no doubt received numerous cultural
invitations to seek out and verbalize religious experiences. According to the Pew
Research Center, Black and Latino Americans nationwide are more likely than
white adults—Black even more so than Latino—to say religion is important in
their life, to attend religious services, to pray at least daily, to participate in reli-
gious education, to meditate, to feel spiritual peace, to read and interpret scripture,
and to believe in Heaven and Hell.* Thus, Black and Latino Americans are likely to
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live in social contexts that offer many cultural invitations to use religion or other
culturally available mythos to explain events in everyday life. One fine arts scholar,
Charles Rhodes, for example, has found that self-taught African American artists
often have “visionary experiences” and that “mystical or metaphysical explana-
tions” are common in their descriptions of creative inspiration and methods, most
often the Christian God or “some spiritual presence or force directing things”™’

Corrina talked about how her own cultural spiritual experience could amplify
her paranoia or be soothing in one of her later interviews:

[TThat was kind of like the bridge that gapped me being paranoid to me just accept-
ing now that life isn’t out to get you. I spun it into something that was positive where
its like, okay, thats God trying to communicate with you, but not literally
where youre hearing the voice of God but just that’s a connection with some kind
of spirituality trying to reach out to you. [. . .] At the same time it’s like you have
to either try and stay in reality or culturally spiritual. Where, you know, Hispanic
people are spiritual, and they believe in stuff like that. So, if 'm gonna believe in stuff
like that, I have to stay within the confines of that, and know that—okay, according
to this culture and this religion in particular you can claim that you have power over
the demons or whatever [. . .] you can also talk yourself out of it if you do get afraid.
[...] T usually don’t get to that point. I usually stay within the stereotypical Hispanic
way of seeing it: it’s like you can just pray and you’ll be okay.

Furthermore, David, as well as the others we engaged, lived in a religious part
of the United States. Most Black and Latino persons in Texas report being Chris-
tians.* Perhaps this is one reason why four out of five young people in my study,
most of whom were nonwhite, offered my team spiritual or religious explana-
tions around the time of their hospitalization, even though we did not ask them
explicitly about religious experiences. By “spiritual” or “religious,” I mean their
explanation for their experiences relied on the presence of God, Satan, angels,
demons, or the like.

Thinking of themselves as superheroes—secular or religious—helped young
people preserve their moral agency at a moment when many other elements of
their lives were in upheaval. David’s father may have been sending him to his
mother’s house in another state for better care and psychiatric evaluation, but
David knew he was “God’s prophet” called to save the world. Amy’s family was
sending her to a women’s shelter, but Amy knew she was really a superhero who
could fly. They both developed a way to make sense of what was happening to
them at a time when no one else was providing an answer.

Psychologist Jerome Bruner proposed that different cultural contexts offer nar-
rative-based “cultural toolkits” for making sense of the events of everyday life.*
The Western cultural toolkit, he argued, often falls woefully short when used to
examine unusual mental events not detectable, measurable, or trackable with the
tools of science. As Corrina said, “On the flip side of it, 'm white in this Ameri-
can culture, and we live in 2014 where it5, like, you kind of can separate—I don’t



58 INTO THE MYTHOS

want to say it’s not real, but you can tell yourself that’s a-you can’t see it, you can't
measure it, it’s not empirical at all” So how to make meaning of experiences like
religion, spirituality, and psychosis?

Luke Kernan claims that when there are no cultural containers for experi-
ences of psychosis, a person begins to move away from consensus reality and cre-
ate alternate realities in their own mind.* Psychiatrist Hans Prinzhorn collected
the art of persons who had never been trained in artistic methods but began to
make art during a period of unmedicated psychosis. One fine arts scholar has
argued that the resulting Prinzhorn Collection “boasts a large number of creators
who produced highly individual, alternative world-systems and paranoid ‘auto-
biographies’ that are often highly sophisticated,” such as in the works of Joseph
Grebing (1879-1940) and Jacob Mohr (1884-1940)."

The youths we interviewed also mobilized culturally recognized mythos, or
common recurring narrative themes or plot structures from their own local moral
worlds, to relocate their diminishing sense of self in some shared moral under-
standing or “common sense.” This helped them create a sense of belonging, and—
while often having the opposite result—signaled their effort to reestablish a sense
of trust between themselves and others. Using a cultural mythos as a container
for their experiences demonstrated that they were serving a spiritual or heroic
purpose, which they hoped might help restore moral understandings about their
responsibility and trustworthiness with their loved ones.

But this strategy for restoring moral agency rarely resonated with their loved
ones ensconced in consensus reality. Rather, it crystallized others’ sense, and
typically served as clinical evidence, that the person had indeed made a complete
break with consensus reality, that is, experienced a psychotic break. At the time,
Corrina, Amy, and David could not understand why their loved ones did not
admire their supernatural identities. When their narratives were not validated,
things could get dangerous. Corrina destroyed family memorabilia. James parked
his car in front of a train. David was arrested in the airport. Amy nearly jumped
off a bridge.

User-survivor Sascha DuBrul explained how he used the mythic realm as a
coping mechanism for feeling that life has meaning: “It's my protective shell”
However, he also pointed out its precarity: “The shaman swims in the waters the
schizophrenic drowns in,” he wrote in a memoir.”* When the waves of psychosis
pulled him out too far, “I stop being able to tell what’s me and what’s everyone else.
I start thinking I'm the entire universe—the center of everything. It’s so beautiful
and glorious until it turns really ugly” It “turns really ugly” when instead of being
accepted, the person becomes increasingly isolated by the synergies between their
nonconsensus realities and psychosis symptoms.

So, what if we had a better cultural toolkit, and instead of discrediting people, we
used the mythos that was meaningful for them to help support them in crafting a
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cultural container that could help them “make sense” of their nonconsensus reali-
ties while not discrediting them and this excluding them further from consensus
reality? Scattered through the literature about psychosis and psychosis-like experi-
ences are several examples of such options.

In South India, where World Health Organization studies across 30 years found
the highest rates of social recovery from schizophrenia,”” Corin, Rangaswami
Thara, and Ramachandran Padmavati found that explaining psychotic symptoms
was less important for patients and their families than “a more fundamental quest
for meaning”** They argued that as patients’ symptoms came to a head, all con-
cerned were looking for significance in the experience rather than worrying about
the label. Meanings around psychotic symptoms were often highly personal but
were also often driven by religious signifiers. The flexible use of religious frames
helped patients and families in this context shift an alienating experience into a
larger, shared frame of reference that transcended the individual by providing
“stable reference points” that they could share with others.* This not only “gave
direction to people’s lives” but also helped them find a shared ethical quality in
the experience.

For example, one man in Corin and colleagues’ study (known only as S2 in
their article) had a vision that a man who looked like Moses was near him when
he was attacked by a bright light. S2 thought his suffering might be due to his lack
of a similar bright light, and he realized that he was being invited by his visions
to find one. He thought, I might be “a special person, a saint or something like
that”*¢ He thus began a deeper inquiry into the meaning of his existence. When
he shared his experiences with his family, instead of questioning him, his father
introduced him to a religious person who became his confidant and adviser.
When necessary, S2 withdrew and slept more, so that he could think less and
was allowed to do so. The support of his family and the use of culturally salient
religious explanations and support from religious leaders had a kind of “reintegra-
tive potential” while also creating a kind of “protective web” around him.* Reli-
gious frames helped, and the chosen mythos worked in this situation—thanks,
at least in part, to the support of intimate others such as family and respected
religious healers.

Another example of a cultural container that seems to help persons with expe-
riences of psychosis symptoms comes from Vilundlela, a low-resource, rural Zulu
area in KwaZulu-Natal, South Africa. Here, people diagnosed with psychosis, even
by biomedical practitioners, are sent to train as traditional healers.*® In this con-
text, unusual perceptual experiences over which sufferers had little control, such as
the distressing voices found in early psychosis, are sometimes thought to represent
a call by one’s ancestors to become a traditional healer. For those with this calling,
special training to become a traditional healer is the only cure. This training, called
ukuthwasa, is offered by a female “mother guide” The training involves using tra-
ditional medicines (which have as yet not been researched pharmacologically),
as well as lessons and rituals (dancing, drumming) that connect one’s unusual
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perceptions to the presence of one’s ancestors and train one in how to control
those perceptions.

Ukuthwasa is regarded as a cure, and initiates anticipate a full recovery and
a future social role as a traditional healer. Thus, in this social context, psychosis
symptoms become a gift that only increases one’s value as a moral agent in a place
where those symptoms can be channeled culturally into a life-affirming, socially
integrated, and financially lucrative social role. Research suggests that this tradi-
tion works for most people: even those who met criteria for a psychotic disorder
were able to work as healers and manage their psychotic symptoms in this sup-
portive social context.

Egan Bidois, a Maori healer from New Zealand who was diagnosed with psy-
chosis, argues that interacting with “non-apparent stimuli” is a key feature of tra-
ditional healers in his culture—a skill that is passed down through families and
must be managed properly for a person to be well.* Bidois manages these anoma-
lous experiences by seeing them as normal and understanding the rules, rituals,
and methods that his culture employs to maintain wellness and safety within that
experience. He thus works as a mental health counselor and a healer who can
cleanse or bless houses and facilitate healing and recovery from spiritual and phys-
ical ailments. “That is the role. The function. . . . It is through understanding and
accepting that role that strength is provided . . . and I feel much comfort”>

Mad activist Sascha DuBrul designed a kind of cultural container in the United
States. He and his friends started the Icarus Project (using the myth of Icarus,
who perished after flying too close to the sun), a radical mental health commu-
nity that promoted face-to-face networks and online spaces for connection.” The
group also offered “superhero training” to help one another manage what they call
the “dangerous gifts” of madness.”> Some advice was quite simple, such as limit-
ing cannabis use. Other recommendations were more complex, such as tracking
potential warning signs like not getting enough sleep that can signal the approach
of unusual sensory episodes; or devising a plan when you are well to help yourself
manage symptoms when you are not. Some members of the Icarus Project (now
the Fireweed Collective) were committed to avoiding psychiatric medication,
while others believed that medications were helpful. Fundamentally, though, the
Icarus Project mobilized mutual support groups of people experiencing madness
who were willing to help and hold one another accountable.*

Another recent suggestion from the United States is that clairaudients, or
psychics who use voices they hear in their heads to give readings—voices they
typically attribute to the dead—are comparable to persons with psychosis. One
study compared four groups that included both clairaudients who were not receiv-
ing treatment for psychosis and persons who heard voices and were receiving treat-
ment for psychosis.* The study found that the two groups were similar in terms of
what they experienced phenomenologically and in their performance on psycho-
metric tests. The difference, psychiatric researchers Albert Powers, Megan Kelley,
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and Philip Corlett argued, was that for psychics the voices were friendly, could be
controlled, and were seen as a gift rather than a burden. In addition, the psychic
group’s voices seemed to start at a younger age than among the group receiving
treatment. In addition, the psychic voice hearers also generally had a positive
experience of telling others about their voices—unlike so many in my study. Psy-
chic voice hearers also tended to be less religious and so were not inclined to think
they were hearing gods, which may have protected them from developing a more
grandiose sense of their purpose. It is striking to me that they were also using the
voice-hearing experience as a source of income when they offered psychic “read-
ings” to others for money. At least one person in the study was even becoming a
licensed counselor. It does seem that finding a real purpose for the voices is thera-
peutic. More research is being done in this area as well.

Overall, cultural toolkits can offer a person a sense of meaning, a chance to
think positively and value their voice-hearing experience (even if the experience
itself was negative), positive connections to others who either share in or value
that experience, training in how to manage their experience, and at times the abil-
ity to earn income by using their experience. Most young Americans likely don’t
have these types of cultural toolkits available to them, though, and so they try to
make their own mythical meaning without any rituals, training, wise and experi-
enced guides, structure, or mutual support communities. It is then that oné’s per-
sonal mythos—an attempt to exercise autobiographical power and replenish moral
agency—can become toxic and isolating. At this point, as Jones, Kelly, Kernan,
Kusters, and DuBrul have all warned, psychosis starts to take on its own agency
and push people toward more pathological behaviors, as the mythos reinforces
socially impairing ideas. Without a cultural container of shared meanings, exer-
cising autobiographical power—in this case, around supernatural explanations—
leads people away from the social bases of self-respect and peopled opportunities
that they so desperately need to thrive.

Cultural containers help channel the transformative potential of psychosis.
When these meaning-making practices lack shared understandings and norms,
what could be transformative is instead detrimental to one’s relationships. As
Margaret Urban Walker wrote, “Lack of shared normative ground means that our
expectations are not aligned . . . what you expect from me may no longer be what
I expect from myself. . . . In this state of affairs, trust is impossible or is destined to
be disappointed”*®

At a breaking point, a person with psychosis has such depleted moral agency
that they may not even be able to connect with their own mother. Unlike the
Indian father in Corin and colleagues’ study who helped his son make meaning
with religious signifiers and social support and so turned a breaking point into a
turning point, most young Americans lack such an option. The American spiritual
teacher and Franciscan priest Father Richard Rohr wrote, “If we don’t learn to
mythologize our lives, inevitably we will pathologize them.” The youths in my
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study seemed to mythologize in order to belong, but instead became increasingly
isolated. As psychologist Rufus May observed of his own experience, “People’s
wariness toward me seems associated with a fear and suspicion, often prevalent in
[Western] culture, toward mental confusion and distress . . . some of my friends
were too scared to visit me during hospitalizations.””’

Psychologist Stanislov Grof once suggested that a mental health crisis may be
seen alternatively as an opportunity to “emerge,” or rise to a higher level of physical
and spiritual awareness.’® Some social contexts around the world seem to encour-
age just this conception for some people who are having psychotic symptoms. As
psychiatrist R. D. Laing argued, it may be about more than just the mental break-
down; madness may also signal a mental breakthrough.” Put a little differently,
and more agentivally, we might see it as a turning point—an idea discussed further
throughout the book, especially in chapter 7.

In countries dominated by Western psychiatric approaches, though, many
accounts of psychotic symptoms focus on what has been lost—sanity, common
ground, consensus reality, shared understandings, trust, responsibility, safety,
employment, admiration—the list goes on. Perhaps the loss would not be so trau-
matic, and the wave of psychosis not overwhelm one quite so much, if we worked
with people earlier on to prevent those losses, focus on the positive, and offer cul-
tural toolkits and containers that empowered them to reorient to consensus real-
ity with others rather than struggling alone. As Corrina, James, David, Markus,
and Amy have taught us, it is when people get scared and isolated that the real
difficulties begin.

We know that early symptoms of psychosis are both surreal and compel-
ling. In the absence of support, they leave a young person feeling self-absorbed,
confused, and distracted. They flood the senses with unusual information
and unmoor the person from consensus reality. They are self-confirming and
disorienting. They create internal loops of ideas and experiences that are both
impossible to ignore and difficult to share with others in the absence of culturally
meaningful ways to interpret them. This leaves young people with a deep sense
of self-consciousness. All of this happens at an age when people are painfully
aware of how others perceive them and when they are constantly comparing
themselves to their peers.

These experiences strain the moral relationships between young people and
their loved ones. Stepping further into nonconsensus reality damages trust
between a young person and others. The families of Amy, David, Markus, James,
and Corrina were not sure when—or if—they could trust them to be reliable and
responsible, which eroded their status as moral agents. But is it possible that early
interventions that build on locally available mythos could make a difference if peo-
ple were trained in culturally meaningful ways to help? Opportunities to intervene
can be lost if young persons stop trusting others, stop sharing their experiences,
and withdraw further into their psychosis.
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Unfortunately, what young Americans with anomalous experiences are offered
next are not cultural toolkits for self-understanding and mutual connection, but
instead police intervention, hospitalization, and forced entry into a fragmented
and inadequate mental health care system (a not-so-accurate label®)—which does
little to help anyone restore moral agency and social belonging. This is the topic of
the following chapter.



Dangerous

They want to wait for something to happen, not like proactive. Maybe some-
thing happens and then you have to bring him back to the hospital; then we
can try whatever [the psychiatrist] said, some acute care or something.

—MALA (JAMES’S MOTHER), PHONE INTERVIEW, WEEK 12

Michael and his family came to the United States from West Africa when he was
young. His family felt welcome in the large African immigrant community in
North Texas. In high school, Michael was a star basketball player. “Everyone loved
everything I posted on Facebook,” he recalled wistfully. After graduation, Michael
enrolled in community college to save money on tuition and housing and began
studying to be a medical professional. Life seemed good. However, behind closed
doors, things started to unravel.

His older sister, Liza, noticed that Michael seemed a little off during his senior
year of high school. For example, when she came home from college for Christ-
mas, Michael had stopped shaving. It seemed a small thing, but for her it was
a red flag. “He always shaved. He was always [well] dressed. So I was like—he
wasn’t dressed?”

While visiting home again the following summer, Liza noticed a change in
his speech patterns and focus on school. He kept changing his mind about what
he wanted to study, but, she explained, “I thought—well, I didn’t know what I
wanted to do. So he doesn’t know what he wants to do! But then, I noticed more
when hed talk to me—it wasn’t a structured talk. It was like, he’ll talk, and he'll
go from one subject to the next subject, and then he won’t remember what the
last subject was?”

Around this time, Michael began spending more time alone in his room. He
also started smoking a lot of cannabis. He had smoked recreationally before, but
Liza thought this seemed different.

“It was like this whole bunch of things on his mind that he couldn’t really get
out. He won't talk to anybody, but there’s so much stuff that it was . . . a lot to
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understand. Conversation was hard to follow because it was so much . . . We didn’t
think it was . . . Nobody in our family we know has .. ”

Liza’s voice kept trailing off. She could not even say it: no one in their family
had mental illness.

Michael started community college but dropped out after his first semester. He
began a job and then quit. Everyone was concerned, but his mom especially so. She
valued educational achievement. She kept asking Michael what his reason was for
not going back to college, but he did not have one.

“It made [Mom)] really sad . . ., Liza said, “like, depressed, because she didn’t
know how to help him?”

As one year in his room doing nothing turned into two and then three, Liza said
the family witnessed a real deterioration in his condition. Liza felt that Michael
had been isolated for too long. She explained:

I know the last year was the worst. The first two years were just, like, you know, but
the last year was just the worst. You're isolated for so long, you have twenty-four hours
a day to think about just, like, youre—it’s not safe to be alone with your thoughts
twenty-four hours a day. It’s, it’s just not safe or healthy [. . .] when you have that
much time, you overthink something, and it’s really, really unhealthy for you and your
mind, and, like, I feel like, for your heart. I feel like your soul and everything, just, not
physically, but spiritually, too . .. ‘Cause he thought that we were, like, poisoning him?”

Michael stayed in his room for the better part of three years. He stopped eating
much. “Every day;” Liza said, “without fail, [Mom] would go to his room, bring
him food, and like make sure that he was eating and that . . . It was just really sad;
you just didn’t know what to do. Like you didn't even know what was wrong”
She continued:

He got really skinny. He would self-diagnose himself and say he was allergic to this
and that. My mom was like, “I've been feeding you like this since you were little. Like,
the doctors would've . . . something would have happened to you, if you were allergic
to this, when you were little. Youre 20 years now, and how did you all of a sudden
become allergic to milk?” She’s like, “That’s what I'm not understanding: why would
your own mom poison you?” And Michael thought we were just, like, believing in
the devil and stuff.

Michael later said: “I would think my family was trying to kill me, and they
were like devil worshippers, and people could read my mind. I don’t know. I was
thinking I was Jesus. I don’t know.”

His family felt helpless.

“A lot of the things he did,” Liza said, “like unpredictable behaviors, like, feel-
ing . . . were possessed with the devil, or were poisoning him, all these really
off-the-wall thoughts . . 7
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Liza struggled to get the words out. No one offered a lot of detail about what
came next, but his family eventually called the police when Michael hit a breaking
point and tried to attack Liza’s toddler. He thought she was a demon.

Many families and young persons facing early psychosis do not seek mental health
care except as a last resort. Researchers call this “delayed help seeking” Delayed
help seeking occurs in many conditions, including cancer, pregnancy, and diabe-
tes, and is caused by many different factors. But in terms of mental health help-
seeking delays, one main factor is that the family does not know much about
mental illness or that it terrifies them to consider it. Michael’s sister, Liza, could
not even say the words—psychosis, schizophrenia (his eventual diagnosis), men-
tal illness—even though Michael and the family had been struggling with it for
years. Studies suggest that for Black youths, the average period between the onset
of psychotic symptoms and treatment is nearly a year and a half.! For Michael, it
sounded like at least three years.

As part of our research project, my team also conducted interviews with thir-
teen mental health providers in North Texas who both identified as and worked
with individuals from ethnoracially minoritized groups to ask them what helped
or hindered people in seeking mental health care. The groups discussed were most
commonly African American, Black African, and Hispanic-identifying persons,
and one of the providers also talked about the Asian community. Nearly all thought
persons from these minoritized groups lacked both knowledge specifically about
mental health and mental illness and resources to support mental health.

“I think education is the first step. I don't think it’s the only step,” one provider
said. “I think what’s really difficult when it comes to mental health is trying to
change the culture. One, you have to speak up about it. Two, you have to educate
people about it. And, three, you have to be willing to stand up and have these really
tough conversations.”

Another provider described a cultural context in which people clearly under-
stood that if they had a “physical thing,” then you “see a doctor that can touch you
and see what’s going on and you can get an X-ray . . . When it comes to mental
health, you're just like, ‘Oh, just change your thinking and everyone will be okay’
Or, ‘Pray more and it’s going to be okay.”

Most of the families I worked with offered some plausible explanation for the
young person’s behavior that had little to do with psychosis. Amy’s family thought
she was abusing her ADHD medications. David’s father and Michael’s sister
thought it might be substance use. James’s mom thought he had a broken heart.
Mental illness is not something people think of first, in part because of the societal
stigma against it in the United States, a stigma that affects both family members
and the young person in need of help.”

In general, widespread stigma discourages people from seeking care and pres-
ents mental illness in a negative light.’ This may be especially true for persons from
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ethnoracially minoritized groups. Nearly all the providers my team interviewed
mentioned their concerns about stigma in the groups they served. Research sup-
ports this pattern. Persons who identify as Black, Asian, or Latino are more likely
than whites to express higher levels of stigma against persons with mental ill-
nesses.* This makes sense: a person with an already-diminished sense of moral
agency as a member of a minoritized group begins with less capacity and fewer
resources to manage the threat to moral agency that mental illness presents for the
young person and their family. Black, Asian, and Latino persons with mental ill-
ness may conceal their symptoms to protect their family’s resources or reputations
or because they fear being perceived as a burden.®

Providers held the position that there were also cultural reasons that discour-
aged families and individuals from seeking mental health support. One of our
providers who worked with Asian refugees mentioned that in some Asian com-
munities whose religious beliefs included reincarnation, seeking mental health
care meant that you were “not accepting your fate. Youre not accepting the
fact that something has happened to you because of something you did in your
past life that predetermined that you are going to suffer” Seeking mental health
help was “anathema” to the culture, the provider said. In some Asian cultures in
which reincarnation is a possibility, people saw suffering in this life as a gift—an
opportunity to atone for the mistakes of a past life and earn merit for the next one.

Another provider who worked primarily with individuals who identified

as Black said that “mental health is . . . considered taboo or something. People
who have mental health problems, they are ostracized . . . They are considered
evil, or witches and wizards, and it’s not very good . . . They’re not embraced.

People who have mental health problems, they are just left to wander around and
deteriorate mostly”

Research suggests that for Black Americans, who for hundreds of years have as
a group embodied resilience despite the historical atrocities of slavery and current
ongoing racism and discrimination, mental illness may be seen as a weakness,
and so people avoid disclosing that illness to avoid judgment.” Anthropologist
Tanya Luhrmann documented similar perspectives on being labeled as “crazy”
among homeless African American women living on the streets of Chicago, for
whom it signaled a vulnerability that could invite victimization, such as theft or
sexual assault.®

Referencing the Hispanic population, a provider from a Spanish-speaking
clinic in Dallas explained: “They know the family member needs help, but they . ..
are not inclined to look for help because they think—‘o loco, they’re not crazy,
and if not, then why would you be going to that place for crazy people?”

One of my consultants on the project, Maggie Caballero, a bilingual self-
identified Latina who had lived experience of serious mental illness and led her
own peer treatment program, told me that there was no gray area—either you
were crazy (loco) or you were not (no loco) in Spanish-speaking cultures—and
you wanted to do everything you could to avoid being perceived as loco. Loco was
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reserved for people who could not be helped such as addicts and people who could
not be cured. Maggie and several other Latinas in the study also told me that they
feared chismes, or people gossiping about their lives and mental health status. If
they were loco and became the subject of shameful chismes, they worried that the
people they cared about might give up on them.

Anthropologists such as Kristin Yarris have suggested that gender affects social
norms, roles, and expectations in the Latino community broadly, and also explored
how individuals and their families perceive, explain, and handle a psychotic disor-
der as family caregiving arrangements shift in response to symptoms.’ In addition,
our consultant and providers told me that for Latino men, the Hispanic cultural
tradition of machismo required them to maintain an image of strength. Having
a mental illness could compromise that image. As one provider explained, “His-
panic men have the machismo thing, and they would be very stigmatized and
perceived to be weak within that context”*?

This is not to say that the stigma of mental illness does not apply to persons
from groups that are not minoritized. Many people in American society writ large
consider any individual with mental illness, especially psychosis, to be defective,
unpredictable, and dangerous.!' No one wants to be that person or have their child
labeled as such. Protecting themselves or their children from culturally fueled stig-
matizing ideas about mental illness is only one reason to delay seeking help, though.

As mentioned earlier, many of the mental health providers we interviewed
claimed that young persons and families delayed help seeking because they had
limited knowledge about mental illness. Researchers write about this phenom-
enon as “low mental health literacy”'? Health literacy research assesses whether
individuals can read health information and understand numerical claims. Mental
health literacy researchers argue that this construct, often measured quantitatively
via knowledge assessment tests, demonstrates how well individuals understand
what mental illness is, how to recognize the warning signs, and how to success-
fully seek out treatment. They then compare individual scores between different
cultural groups. In general, researchers have found that persons from minoritized
groups in the United States have lower mental health literacy than their white
counterparts. This has, in turn, been associated with the persistent underuse of
mental health services and higher caregiver burden."

Surprisingly, I could find little critique of the construct or its measurement
to question what—and whose—ideas, knowledges, priorities, and practices were
being used to determine what constituted “high” or “low” health literacy. However,
I did find literature suggesting that discriminatory practices in health care per-
petuate poor health literacy by denying better information and education about
health care to groups with lower general literacy levels, which only reinforces
power imbalances between professionals and patients and further justifies unequal
treatment.” Thus, mental health literacy is often promoted to prevent and fight
medical discrimination, which seems reasonable.
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On the other hand, labeling minoritized persons as having “low mental health
literacy” seems to place the onus of reform on the individual—they need to know
better by educating themselves; if we educate them, that will fix the problem—while
potentially distracting us from the upstream structural barriers that also need to
be addressed. For example, the reluctance to seek help may also be fueled by a
learned lack of trust in medical settings and practitioners that leads individuals to
feel as though they have few options for help in the first place.”” Medical mistrust
is considerably more elevated in Hispanic and Black adults than in white adults,
particularly when the former perceive they have been discriminated against by
health care professionals, and even more so when they believe that discrimination
was due to income or insurance status.'® Such mistrust can be a survival strategy.

Other structural and social determinants of mental health, such as the segrega-
tion of neighborhoods through structural racism, can lead to the unequal distri-
bution of mental health resources for individuals from minoritized groups and
also affects families trying to navigate institutional pathways to care.'” In 2016, the
providers we interviewed claimed that there were no 24-hour mental health facili-
ties available south of the Trinity River (and Interstate 30) where the vast majority
of Black and Hispanic families lived. More than one-third of these families lived
below the poverty line, a fact that can be attributed largely to redlining and other
documented racist practices of residential and financial segregation in Dallas—
practices that have also affected persons from minoritized groups elsewhere in
the United States.’® Other structural factors like health insurance and treatment
costs pose additional barriers to mental health service utilization.” Lack of mental
health insurance, lack of affordable mental health services, inflexible appointment
times, insufficient scheduling procedures, and the long process to initiate treat-
ment have been found to prolong help seeking for Black individuals and their
family members.?

For immigrants, the stakes are also high. “There’s a lot of barriers,” one provider
explained. “First, these people, they are scared, especially—some of them don’t
have papers. The fear of coming out, that, ‘Oh, I don’t have health insurance. What
am I doing? Nobody is going to care for me, and I don’t know anyone.” Anthro-
pologists have described both the fear of seeking care for undocumented persons
and the mental health distress caused by living as an undocumented person in the
United States—two structural situations that feed into each other to delay health
help seeking.”!

Several providers also thought that financial concerns were at the root of the
problem. One explained:

Socioeconomically, I think their chances of being at a higher income level and to be
able to afford the necessities of life, the chances of that decreases. And due to that,
they are not given the proper education. They are not given the proper care that they
need at home because mom or whoever is taking care of them is working two
to three jobs to be able to support [her children]. So given all those reasons and
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putting that together, they don’t get the appropriate care at the appropriate time,
which leads to a delay in diagnosing them or taking a violent episode that may end
up putting them in a jail initially because they have not ever been diagnosed with a
mental health issue. Then from there, you start the cycle of: How do you get them
to an evaluation process? How do you get them to a mental health facility like ours?
So they go through some traumatic episodes before they get to this point—to some
care. There was never somebody looking at them and just saying, “I think there’s
something going on with this kid,” which delays their care.

All these barriers can prevent help seeking despite a strong potential need stem-
ming from high levels of adverse life experiences for minoritized youths, which
can heighten one’s risk of developing psychosis. Nearly half of the providers men-
tioned the role of traumatic experiences as affecting the lives of the young persons
with whom they worked. For Black youths in particular, research suggests that
traumatic experiences include higher levels of childhood adversities such as resi-
dential instability and parental unemployment, incarceration, substance use, and
exposure to violence than for white children.?? Hispanic youths are also exposed
to more violence than their white counterparts.”

One provider explained what they meant by trauma: “When I say the word
trauma, a lot of people go to like, ‘Oh, you hit your head, or some major disaster,
that trauma. But trauma can be that you saw your mom get hit by your dad. Or
trauma can be that your sister abused drugs and you saw her do it. And so theres a
lot of stuff that can come from trauma and how it can affect the brain and affect
a teenager in general”

Trauma can also stem from living in foster homes or a single-parent house-
hold. As one provider said, “Anything that’s in our past that has to do with adverse
childhood experiences—there’s a lot that has been contributing and it’s not talked
about” Unaddressed childhood trauma, such as physical and sexual abuse, is also
linked to increased substance use as a coping mechanism,* which, as we know,
can trigger or exacerbate psychotic symptoms. In fact, up to 70 percent of per-
sons experiencing early psychosis also meet criteria for a substance use disorder,
defined as problematic substance use that is disrupting one’s everyday life.”

While the reasons for delayed help-seeking are myriad, all lead to a longer
period during which a person receives no mental health support for their symp-
toms. When those symptoms include psychosis, this period is known in the litera-
ture as the duration of untreated psychosis (DUP).? Experiencing a longer DUP
can have consequences. Research suggests that persons experiencing longer DUPs
in the United States and United Kingdom typically have more severe symptoms,
are more likely to attempt self-harm, and have lower chances of getting back to
“normal” performance in work, school, and self-care.”” This risk seems to increase
the longer a person goes without support. So, for example, a person with a DUP
of four weeks has 20 percent or greater severity of symptoms at follow-up relative
to a person who had only been experiencing psychosis without treatment for one
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week. In addition, longer DUPs for young people often place a greater strain on
their family.”®

Of course, all this research highlights how serious it was that Michael had been
struggling for three years without care. Researchers argue that, in part because
of delays in seeking or accessing care, Black youths with early psychosis typically
present with more severe psychotic symptoms and often access care through a
“catalytic event” (e.g., accident, arrest) involving emergency services and police
involvement.” More intense positive symptoms often contribute to unusual or
dangerous behaviors that then prompt families to seek and initiate treatment.*
This was true for Michael, who tried to harm his niece before help was called—and
that help was the police. Research on this topic in the United States is limited, but
one Canadian study found that “emergency services were most often the contact
that helped individuals obtain appropriate treatment for psychosis.”*!

Shortening the duration of untreated psychosis has thus been the focus of many
early intervention for psychosis programs around the world, which try to prevent
negative consequences such as catalytic events and police involvement by helping
young people access care as soon as possible after symptoms begin. However, early
recognition of psychosis symptoms requires people in the community—family
members, teachers, coaches, pastors—to recognize that a young person is devel-
oping a serious mental health issue that requires support as early as possible, and
to connect people to those supports quickly before a crisis occurs. Unfortunately,
for most of the youths in our study like Michael—and so many others not in my
study—a quick connection to mental health support was not part of their story.

Sofia ultimately got help through emergency services after some long delays—
and her early interactions did not initially inspire her to trust or desire more mental
health care. Sofia had studied abroad in Latin America during college to improve
her medical Spanish but left the program early and returned to the United States
after a traumatizing assault at gunpoint. Back at school, she told her roommates
what happened to her, and they were not supportive. According to Sofia, they gos-
siped about her (the dreaded chismes) and told others that she was crazy. Sofia
thought they were racist. Her mother, Maria, who was born in Mexico, agreed.
Sofia’s conflicts with her roommates eventually became so significant that she
had to move into a new apartment. “But she is not aggressive,” her mother added
hurriedly. “She has never hurt anyone” Maria said that everybody at school loved
Sofia and repeatedly gave examples of how her daughter was so nice, so passive, and
never bothered anyone. Maria thought Sofia had just chosen the wrong friends.
Sofia shared her thoughts: “I think it started gradually because there were little
things that were happening in my life that I couldn’t control. And I couldn’t go to
sleep. I was thinking that I was . . . I had the problems with my roommates. And
then I couldn’t go to sleep.” When Maria visited Sofia at college to cook for her, she
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FIGURE 3. “Spiraling” by Lauren Ann Villarreal. The artist wrote the author in an email: “It’s
about the dark thoughts that flood my brain, seemingly from somewhere else, and I can’t stop
them. I drown in them, and they consume me. The dark thoughts made me feel small, trapped,
I couldn’t escape. I couldn’t control the thoughts that would come to me. They became me”
Reproduced with permission of the artist.

found some teas in her room to help her sleep. Maria took her for a walk in the
park and tried to help her, “Okay, you look very tired,” she told her.

That school term, Sofia failed several of her exams. She had always been an
excellent student, and Maria started to really worry, “because she’s not sleeping . . .
She’s very tired, and then she’s studying. And it’s just a lot of work in the school
... I think it's too much for her”

Then one night someone at the college called Maria and told her that Sofia was
refusing to sleep inside. It was not clear why she would want to stay outside at
night. Concerned, Maria picked Sofia up from college to take her to the hospital
to get some help for her “nerves” “Nerves” or “nervous breakdown” or “ataque
de nervios” is a common term for mental distress among Spanish speakers that
often signals depression, anxiety, or panic rather than psychosis.*> Anthropologist
Janis H. Jenkins has argued that nervios is used strategically by Mexican American
families when describing a family member with a psychotic disorder as an expla-
nation that invites less stigma and encourages more family support for the person
who is struggling.”



DANGEROUS 73

Maria initially took Sofia to the emergency room because she did not have any
insurance, so that was the only option. At the county hospital, Sofia was given
medication for her “nerves” and released. Sofia did not like the experience, and she
did not like the way the medication made her feel so fuzzy-headed.

“She came home and she’s okay,” Maria recalled later. “But then she was reading
the Bible. And she—later, she had a lot of nerves”

Things became worse. “I wasn’t feeling good, and I just wanted to be outside,”
Sofia explained. She refused to take more medication or stay inside.

Maria was very distressed. “If she takes the medicine, she’s okay. Because when
the doctor gave her the medicine at the hospital, she’s okay. She comes home, she’s
okay. But she don't want to take the medicine the next day”

Sofia would not come inside that night. Maria stayed with her, afraid to leave
her outside alone. She was terrified Sofia would be assaulted again. She begged her
to please go to the hospital with her to talk to “a friend.” Sofia refused.

Maria cleaned houses during the day—a form of employment that is difficult
to take a day off from for family emergencies. So she worked through the day and
watched Maria at night, but it was not a sustainable solution. Not knowing what
else to do, she called the police. Maria cried as she explained, “She don't want to
go. And then police—he helped me take her because she don’t want to go. Because
I don’t want to leave her outside. I'm very tired. Because I don't sleep two days
because [at night] I'm staying at the hospital and then outside with her. And then
I'm very tired. I was very scared. I want to take care of my daughter, but this is not
a good condition”

The officers took Sofia into custody to transport her to Shady Elms. Sofia admit-
ted herself voluntarily, though later she had no recollection of doing so. Possibly
because she was on public insurance, within 24 hours of her arrival at Shady Elms
she was transferred to a state hospital for a minimum of twenty-eight days.

In retrospect, there were signs that Sofia was in serious trouble: self-isola-
tion, deteriorating relationships, difficulties with sleeping, a precipitous drop in
her performance at school. Yet all these symptoms could be explained away by her
traumatic assault, her roommates’ lack of kindness, and having to move out. As we
have seen, families delay care for a whole host of reasons. But when people delay
seeking help, at some point things become unmanageable—a breaking point. The
young person becomes incomprehensible in their words and actions even to their
own parents—a sign that they are having both a mental and a moral breakdown.
Even the most advantaged people can end up in a dangerous situation when they
are in crisis. Add in a whole host of social disadvantages, and it can be disastrous.

Without any intervention, people with psychosis can and often do become
dangerous to themselves or others. Dangerous, it is important to note, does not
necessarily mean violent, though the behavior can involve aggressiveness.” It was
dangerous for Sofia to stay outside at night in a high-crime urban area. Sofia did
not harm anyone, but she did physically resist the police when they tried to take
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her to the hospital. One Canadian study found that around half of young people
were physically or verbally aggressive leading up to their admission to an early-
psychosis program.*

In these studies, factors related to more severe kinds of aggression included
young age, lack of education, prior offending, and substance use—all well-known
risk factors for violent behavior in general—as well as a longer DUP. Violence was
also more likely in the period after initial treatment if a person was treated invol-
untarily, indicating that powerlessness in the treatment encounter may contrib-
ute to later aggression. Of course, these studies have their limitations, and more
research is needed. Notably, however, a recent review of data from fifteen coun-
tries found that among persons with schizophrenia spectrum disorders, the odds
that a person would engage in violence toward another person was less than 1 in
20 for women and less than 1 in 4 for men over a thirty-five-year period of their
lives.* Obviously, the associations are complicated, and violence is hard to predict.
Clearly, poverty, substance use, education level, and the experience of unchecked
psychosis play a role. However, we must use this information to support people
rather than stigmatize them.

Caution is all the more important since persons with serious mental illness
are also at high risk of becoming victims of violence, especially if they are expe-
riencing homelessness, substance use or abuse, or severe symptoms of psychosis
or are engaging in criminal activity.’”” Sofia might have been seriously harmed if
her mother had not guarded her during her nighttime wanderings. In addition,
young people in the United States with early psychosis are at a heightened risk of
mortality: they are 24 times more likely than their age-matched peers to die within
twelve months of their diagnosis.*

And so, even though people with psychosis are more likely to be victims of
violence or to die early, the media often highlight stories that vilify those who
have engaged in extreme violence. The young people in our study were aware
of these stories, too, and it frightened them. For example, while I was engaged
in this research, Thomas Johnson, a 21-year-old Black Dallas native and former
Texas A&M football wide receiver randomly attacked a local runner, 53-year-old
Dave Stevens, with a machete early in the morning on a public trail. Johnson then
stopped the next cyclist approaching, asked for a phone, and called 911 to let them
know he had just killed someone. Later, at Johnson’s trial in 2019, his aunt said, “He
kept telling people that he was hearing voices and he needed help. And all they saw
was his athletic abilities and no one would listen to him>*

Amy heard this story, too. She mentioned “the machete killer” about six weeks
after her first admission. It had been on her mind:

There shouldn’t be such a stigma around it, and it should be easier for people to
obtain mental health care. Hearing stories like that guy who took a machete to that
guy, that runner. Did you hear about that? I guess this young guy, maybe 20 years
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old, who had mental problems, and his mom [her voice trembles] knew that he had
all sorts of mental problems. I guess he went up to a runner at random and macheted
him to death. Then the wife [of the runner] just committed suicide because she was
disenfranchised by it. Things like that I feel like shouldn’t happen. There should be
more of a responsibility of people around and people in mental health care.

Such stories perpetuate the vicious cycle of stigma that makes it harder for
people to seek help and thus more likely that they will engage in dangerous behav-
ior when they become confused. My own research unearthed many distressing
stories. Some of the people I engaged with tried to harm themselves or behaved in
ways that could result in bodily harm. Corrina locked herself in an extremely hot
car. James parked his car in front of a train. Amy nearly jumped off a bridge onto
a busy interstate. David tried to jump out of his father’s moving car. Sofia insisted
on sleeping outside. The list goes on.

At other times young people were at risk of harming—or did harm—others.
James assaulted his girlfriend. Michael tried to harm his sister’s child. Miranda
punched her father. The following chapters contain many more examples. A dan-
gerous crisis was often what prompted the young person to connect with a mental
health care provider, most often via the police. It was difficult to connect a young
person with care in the absence of medical insurance or easy access to mental
health support.

The availability of mental health services and the laws that govern admittance
to these services differ from state to state. However, each state system has similari-
ties to the Texas system, and all present significant challenges to those who need
help. One of the few avenues available for people in crisis, especially after hours,
was to call the police. If someone was not deemed dangerous by the police, they
could be treated in an emergency room and were often released quickly, as when
Sofia visited the county hospital.

A medical facility might also place an “emergency hold” or “psychiatric deten-
tion” on someone for observation prior to release if they have been admitted to the
facility for psychiatric reasons. Rules vary about the duration of emergency holds,
who can initiate an emergency hold, the extent of judicial oversight, and the rights
of patients during the hold.*” In most states—and in multiple other countries,
including Australia and South Korea—a person can be held involuntarily for up
to 72 hours for observation. In Texas, to extend an involuntary commitment beyond
72 hours, a court overseen by a magistrate or justice of the peace can rule that per-
son to pose so substantial a risk of harm to self or others that they cannot remain
at liberty.*! This was typically determined by review of a medical certificate issued
by a physician and testimony from the patient and their family members. If a judge
ruled that a person remained potentially dangerous, and if that person refused
to be admitted to the hospital voluntarily, they were involuntarily committed.

A person could also voluntarily admit themselves to Shady Elms if they had
symptoms of mental illness that could “benefit” from inpatient services, if a
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payment plan was agreed upon, and if they had been informed of their rights as
a voluntary patient. A person 16 years or older could request voluntary admis-
sion from hospital administrators; their parent or guardian could also make such
a request if the person being admitted was under 18 years of age even without
their consent.”” Moreover, as soon as a person was admitted voluntarily, they could
easily be shifted to involuntary commitment status if they refused treatment or
asked to be discharged. They could then be held for a longer period. Sofia was
brought to Shady Elms by police, admitted herself voluntarily, and then was shifted
to involuntary status when she asked to be discharged. Notably, whether voluntarily
or involuntarily, most of the people in my study landed at Shady Elms through
police involvement.

People make initial contact with mental health care via what are called pathways to
care. The pathway to care begins the moment a young person starts having symp-
toms and run to their first point of contact with someone who offers mental health
support. This care can be as simple as a visit to a general or family practitioner who
offers them counseling or psychiatric medication, or as traumatic as a 911 call that
results in armed police forcibly taking someone into custody for an involuntary
psychiatric hospital visit.

There were three common pathways to care at Shady Elms. These routes
emerged when members of my research team analyzed the stories of the thirty-
eight young people who offered in-depth answers to our question, “Tell me how
you came to be in the hospital” James, David, Miranda, Corrina, and Michael all
came into the mental health care system because they seemed dangerous to them-
selves or others, and someone in proximity called the police, who brought them to
the hospital. Nearly half of the young people entered care this way.

At that time, most people in the seven-county radius surrounding Dallas
who had a psychiatric crisis and needed to be held for observation, or who were
uninsured and so needed to enroll in the regional public mental health care plan,
were sent to Shady Elms. In 2014, during an orientation to the facility, I learned
that Shady Elms had served 26,000 patients representing about 8o percent of the
annual psychiatric “patient population” in the region. Seventy percent of those had
arrived in handcuffs.

For persons who are Black, their pathway to care is more likely to involve con-
tact with law enforcement than for other racial or ethnic groups.* Black individu-
als are also less likely to seek mental health care from a primary physician than are
individuals from other ethnic groups.* One study reported that pathways to care
for African Americans were “often less desirable . . . with higher rates of involun-
tary civil commitment and police involvement*

For most of the young people in my study, the police were involved in their
introduction to mental health care. In most states, police are mental health crisis
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first responders and, thus, frontline providers of “care” Thirty-eight states allow
police to take a person into custody without a warrant for an emergency psychi-
atric admission, and police officers are often explicitly in charge of initiating the
short-term emergency commitment process.* Thus, to get help when someone
will not do so voluntarily, the police must be involved.

But police interactions can be toxic. In my study, where most of the participants
were Black and Latino, about two-thirds claimed to have been arrested before, and
one-fifth had been arrested four or more times.” Some argue that criminal injus-
tice falls along a racial gradient, with Black youths being treated worse than Latino
youths, who are treated worse than white youths.*® This may be due to the struc-
tural racism baked into policing practices around Black youths.* For example,
by the age of 24, Black youths have nine times more interactions with police than
their white counterparts, are more likely to experience force in those encounters,
and are five times more likely to be injured.”

Police exposure is also associated with adverse mental health and substance use
for Black youths.” Black Americans who have had a police interaction are twice as
likely to report experiencing poor mental health as those with no police interac-
tion.> While it is possible that individuals with poor mental health report more
negative police interactions, some of these cited studies found a positive associa-
tion between police stops and police victimization on one hand and psychological
distress, psychotic experiences, depression, suicidal attempts, and suicidal ideation
on the other, even when controlling for a prior history of mental health diagnosis.

Interactions between those with mental health problems and armed law
enforcement are also common, can be dangerous, and can deter future help seek-
ing. The risk of being approached or stopped by law enforcement is sixteen times
higher for individuals with untreated mental illness than for other civilians. Data
collected in 2020 and 2021 show that one-fifth of fatal police shootings involved
persons with mental illness.” Being African American (instead of non-Hispanic
white) and having a mental illness were strongly associated with those fatalities.>
Fatal police shootings of persons with mental illness are more likely to take place
in small and midsized areas, but there are plenty of examples from communities of
all sizes across the United States.” Fatal police encounters for persons experienc-
ing mental illness are also more common among those who are armed with a knife
and at home.

James was at home when his parents called the police for help. Since he had
come home from Shady Elms, things had taken a turn for the worse after he
stopped taking his medications and intensified his substance use to more fre-
quently include LSD and a homemade kind of methamphetamine made in the
tailpipe of a car. He had been out of school, unemployed, and refusing to see any
kind of mental health provider, his mother told us later when she called us for a
phone interview. She hoped his story might help prevent the same thing from
happening to someone else.
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His father told the police that he was hiding in their house with his knife. They
never imagined how badly things could go. In retrospect, his mother said, she
was not even sure he had a knife. She thought he had something in his hand, and
anyway, a person had to be dangerous to themselves or others to get the police to
come to the house and help.

James did not go to the police voluntarily. He tweeted threats and racial slurs to
the police. As a result, James was taken to jail instead of Shady Elms; it took weeks
in jail for him to access mental health treatment. He had two surgeries for injuries
he sustained. His mother’s home was ruined. However, given that he allegedly had
a knife, was at home, and had taunted the police, he was lucky to be alive.

The second most common pathway to care for people in my study involved
members of a persons family or church—or both—bringing them in for emer-
gency care. If the young person went to the local emergency room, they were often
then escorted by police from that hospital to Shady Elms for the 72-hour hold. The
police seemed to be the main form of transportation between facilities rather than
an ambulance, likely for safety reasons. Staft and patients at Shady Elms noted that
police arrivals came in the “back door” Sofia was one such arrival when she was
transferred from the county hospital after her second crisis.

A few did arrive at Shady Elms with their family (and no police) through the
“front door”—a sliding glass door that opened into a small reception area with
a TV, a couple of couches, and a welcome desk. From there, they were escorted
through the first locked door into an intake room with a cot, a computer station,
and a chair. Here, young people could be processed for a voluntary admission.

Gideon was a voluntary admission. When I first met him in the hospital, I was
struck by his charm. He was a long, lean, first-generation African immigrant. He
had moved to the United States about five years prior. He looked completely put
together, and I wondered what he was doing at Shady Elms. He shared that he was
attending community college and living with his family.

He accentuated that he was a strong Christian and he thought people would
understand him better if he could go back to the place of his birth, because he
felt Africans were more spiritual than Americans and more likely to believe in
the demons that Gideon could see everywhere. Months later, I asked Gideon’s
brother, Jacob, if he agreed that Gideon was just a more spiritually sensitive
person living in the wrong culture. He responded, “Td say no. It's mental” He
emphasized that no one agreed with those beliefs here in the United States and
that people in their home country, as well, would think he had both a spiritual
and psychological problem.

Because of his faith, Gideon had never used drugs or alcohol. He also said he
did not have a lot of friends because he spent most of his time praying. He told me,
“I pray a little bit and pretty much speak in angelic tongues. I pray for the salvation
of the United States. I might walk up and just, say, ‘In the name of Jesus Christ, we
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know the rapture is coming. I used to think that at my age, I'll probably just write
a book about things that will happen at that time”

Gideon tried talking to others about his faith, “telling people about the Gospel,
preaching and stuff;” but in later interviews he acknowledged that his dad did not
like it. The other church members did not like it. They convinced him to go to
Shady Elms voluntarily. They told him he was just going to the hospital to get a
test, so he agreed to go. “I was supposed to get the prophet testing,” he told me. He
thought “the test” would prove he was a prophet.

However, after his dad and his pastor left him at Shady Elms, he was forcibly
strapped to a bed and injected with medications that made him feel horrible for
days. Gideon thought that approach had to be against his rights as an American.

Gideon expressed his frustration: “Some people are supernatural beings, you
know? I guess those who don't understand, they think, ‘Oh you’re really nuts
or something to see into the supernatural’ You can hear the talking of God and
demons and stuff yourself . . . You can do everything, but just relax, you know?
Relax and try to block them out. You don’t want to be called nuts or anything; that’s
exactly what has come to pass”

Veronica, too, said that the first time she went to the hospital was somewhat
voluntary. Veronica, a young woman who self-identified as African American,
went in with her sister. “I was actually good,” she explained, “until they put me all
by myself. When I went there, I was like, ‘Okay, my family’s here; we're good. I'm
just going to calm down or try to figure out what the heck is going on and then
everything will be back to normal’ My sister was in and out of the door. She was
on the phone. I think she was telling them, ‘She’s crazy, low-key crazy, but don’t let
her go out.”

Since she was younger, Veronica felt that her older sister had more credibility.
“If they follow you and are like, ‘Hey, she has schizophrenia—don’t let her leave.
She’s going to try to leave! Then why wouldn’t they try to keep you there, to make
sure that you're fine and that youre okay to leave? I understand that aspect of it.
They’re doing their job! They were. Yeah. Now I hate hospitals.”

This pathway to care was hard on young people. It often involved some type of
manipulation from families or other trusted community members, and a betrayal
of trust. Knowing their family has left them in the facility because they think they
have a serious mental problem, having their stories dismissed or discredited, being
locked into a hospital that they cannot leave without permission—all is difficult to
process on one’s OWI.

The third way a young person found themselves in contact with mental health
support was to ask the police for help. This was unusual—only one in six of
the young people in my study reported this—but it did happen. These young peo-
ple just walked up to the police on the street or called 911. In my study, the people
who directly contacted the police included one white woman, two white men,
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one Hispanic woman, and two Hispanic men. All had a history of arrest, and one
had been arrested more than four times. Even so, they seemed to trust the police.

Amy was one of these people. As mentioned, she stepped away from the ledge
of the bridge and asked for help. Another young Hispanic woman, Elba, was
struggling with postpartum psychosis and called the police to keep her safe from
intruders. When they arrived, they thought she seemed paranoid and took her
to the hospital. Similarly, Josue, a young Hispanic man, asked the police for help
when he was drunk. He was hoping for a ride home or a booking into the jail so he
could sleep off his buzz. Instead, they took him to Shady Elms.

Tyler, a tall, blond white man with sharp grey eyes, had a history of treat-
ment for methamphetamine use. One day, Tyler explained, he walked to a local
donut shop where he convinced the workers to let him use the phone. He then
called the police and told the dispatcher they had better come get him because “I
am 110% crazy. Then he called them again. “They weren’t coming fast enough,”
he continued,

and then I kept going and going and going. And then I threatened to break a window.
And then, then the Hispanic workers walked out, and the police came with their big
guns. You know, ready to shoot to kill. And I surrendered. Peacefully. And then I
went to the cop car. And then down the road we go, and down the road we go, and
down the road we go. And I ended up here. In my cage.

Tyler made it all seem so simple, like any other day. In all these instances, police
were contacted for a variety of reasons and ended up assessing that the young
person needed help with their mental health.

None of the young people who told me that they called the police for help were
Black. While Black family members did call police when there was an emergency,
the Black youths we interviewed did not. Yet, even though these young people did
not call them directly, studies suggest that Black people with psychotic disorders
interact with the police more often than white people and are more likely to be
admitted involuntarily.®® And, based on the research cited earlier, they are also
more likely to have a fatal encounter with police.

And while we can—and should—critically parse the differences among per-
sons from minoritized groups in their pathways to care, the fact remains that no
pathway is ideal. Most involve police intervention and, too often, a crisis. The
system—if there ever was one—is broken. There are better ways of caring for our
young people.

Families from ethnoracially minoritized groups delay seeking help even when
a young person is showing multiple signs of potential extreme mental distress.
The young person—regardless of background—may be doing poorly at work,
school, and relationships. They may increase substance use, hole up in their room,
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sleep less, and express paranoid thoughts. However, it often takes a catalytic event
or crisis for people to seek out care.

In this chapter I discuss some of the reasons revealed in the research literature
as to why this may be so, including overall mistrust of medical providers, cultural
stigma against having a mental illness, aversion to being labeled a person who is
mentally ill, and low mental health literacy. I also describe structural barriers, such
as the accessibility of mental health services, their availability for people who do
not have mental health insurance, police involvement that seems to criminalize
people in distress as “bad,” and the threat of police violence.

The pathway to care that emerges from this situation—waiting to seek help until
a catalytic event has occurred and a person has become a danger to themselves
or others—requires police intervention. This typical scenario fails everyone: the
young person needing care, their key supporters, and society at large. Entering
the world of mental health care through an arrest and forced admission to treat-
ment can be dangerous physically and mentally and has profound impact on a per-
son’s moral agency. Even those who are brought by families or trusted community
members directly to an emergency room have often had interactions with the
police before they received care. The police were sometimes seen as allies—and
they can be—but police involvement in the pathway to care through emergency
services can be distressing and even dangerous.

What would mental health care look like if we did not wait until people become
dangerous before we got them help? We need to change the rules of engagement,
and chapter 7 offers additional ideas for how to achieve this change. In chapter 4,
we turn to what does happen to people when they finally arrive at the psychiatric
emergency hospital—in this case, Shady Elms. Everything that has happened so
far has led them to this point, but what kind of care will they receive?
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When my ex told me to go get a prescription, he’s like, “You have schizophre-
nia. Go get a prescription for schizophrenia.” Which I've never been diag-
nosed with it, but he told me to go get a prescription and then they end up
omitting me—is that the word? Omitting me in the hospital.

—VERONICA, SHADY ELMS HOSPITAL, DAY 3

Flashes. They remember it in flashes. Bright lights, loud sounds, rough handling,
confusion, a lack of information, forced separation from family for up to 72 hours,
the possibility of unwanted injections or being placed in restraints. The experience
is like no emergency room arrival they ever imagined, and it is the hardest part to
remember—the intake.

On top of that, they were experiencing psychosis.

Take Amy, for example. We know Amy. She asked for help from the police
instead of stepping off the overpass. When I first met Amy at Shady Elms, she had
been admitted a few days earlier. She haltingly pieced together what happened
upon her arrival.

AMY: Of, of course, they admitted me. I was going crazy . ..
NEELY: Mm-hmm. [Affirmative.]
[Pause.]
AMY: I—they had a camera where they had to take a picture.
NEELY: Mm-hmm. [Affirmative.]

AMY: And I guess it set me off and I tried to smash it, and they had to put
me in four-point restraints.

NEELY: Oh.
AMY: Yeah.
[Pause.]
NEELY: That must have been really tough.
AMY: Um, not as tough as what was going on with me.
NEELY: Right.
82
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AMY: Like it all needed to happen in order for me to find out. Because for
some reason all these bizarre things can happen.. . .
NEELY: Mm-hmm. [Affirmative.]
AMY: And you can still feel like you can normalize.
NEELY: Right. So, how do you—how do you feel now?
AMY: Um, it’s pretty humiliating.
NEELY: Yeah.
AMY: 1 get nervous because I can hear some things that I could misconstrue
and it makes me fearful I could start hearing those voices again. [. . .]
I feel like I've forgotten a lot, but I think it’s just from being in here,
whatever it is . . . It is making me forget and I didn’t consent to any of
this.
NEELY: What could your brother and sister do next time? What would they do
differently?
AMY: They could talk to me. They didn’t even talk to me about anything.

Amy had trouble remembering the details of her intake, but she remembered
being humiliated. She tried to avoid having her picture taken because she did
not look very nice after traveling by bus and wandering the streets and this was not
an image she wanted on any record. She said she overreacted, and they strapped
her to a table—spread eagle—against her will. Amy was angry with her family,
confused by her own behaviors—fighting with her sister, trying to smash a cam-
era, forgetting things that had happened—afraid of having more symptoms, and
dismayed that she was now being held at Shady Elms involuntarily. Later, she
reflected on her experience:

AMY: One thing that does frustrate me is the whole time I was going
through all of that, they never told me what was going on.
NEELY: Right.
AMY: 1don’t know why they do that.
NEELY: Do you think if they told you, youd have been able to comprehend?
Would it have helped to know?
AMY: No. I really don’t know that it would've.

But how could she know? She never had the chance to find out.

After her intake experience, Amy struggled to accept further mental health treat-
ment. Even though she was admitted voluntarily, when she refused medications
and wanted to leave, the doctor and judge changed her status to involuntary. She
tried to throw herself out of her brother’s moving vehicle to avoid a follow-up visit.

In the end, however, she accepted care because she needed housing. She did not
want to be homeless again. That is what got her into this mess in the first place.
Her brother would not let her stay with him unless she took her antipsychotic
medications and went to her follow-up appointments, and so she did.
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Miranda’s intake experience was similar. She did not give me the details of her
hospital arrival until a few months into our interviews. When the time came,
her story, like Amy’s, began with a point of humiliation, as though these humilia-
tions anchored people’s fragmented memories.

MIRANDA: Tt was just scary. The “squat and cough”—that was scary. I felt that, you
know, I felt like I didn’t own my body, like my body wasn’t mine.
NEELY: Okay ... were they doing that with every person that was brought in?
MIRANDA: T don’t know. I mean, I only experienced mine, I don't know if they
did it for everybody. But they did it for me, you know? And I under-
stand that they have to do that for safety reasons. But, ideally, they
would trust you. [. ..] Because what happened was, I didn’t really even
know what was going on the whole time. So, if somebody let you know,
“You're here because of this” or “You're here because of . . . you're going
to have this happen to you because . . ” You know? Because the whole
time I was like, “Oh, I don’t know what’s happening . . ” It was really
disorienting.

Later in the interview, I asked Miranda if she thought people’s hospitalization
experiences influenced their treatment decisions.

NEELY: Do you think the kind of treatment that, you know, you received upon
getting to a hospital influences a lot of people’s decisions about wheth-
er to go back or not?

MIRANDA: O, yeah. Definitely. I was brought to Shady Elms by cops . .. I wanted
to go to therapy . . . I don't like authority figures and I think a lot
of people don't like authority figures, period. I think that added to
my hostility that I was brought by cops. And I think that I wouldn't
have sought psychiatrists; I would have sought out therapy. Because
I almost was at the breaking point where—well, I was at the breaking
point where I needed help. And I think that I, if T didn’t go through my
manic phase, I would have gone to therapy. But I don’t know if I would
have gone to a hospital.

NEELY: Right. So, in an ideal universe, definitely that's not the treatment
you get.

[Miranda and Neely laughing.]

MIRANDA: No. No, yeah.

Intake was much the same for everyone in our study. A young person came to
the hospital through the front or back door and then was separated from the world
as well as their families. Once inside, they were escorted to a room by police who
searched them, photographed them, and took their personal belongings—phones,
valuables, clothes. If they resisted, they were put in four-point leather restraints
used to strap their wrists and ankles to a gurney or chair.
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Most were given a liquid concoction to calm down—a “Shady Elms cocktail”
as the local police called it—of liquid Haldol (an antipsychotic), Benadryl, and
Ativan (an anxiolytic). A nurse told me that the cocktail enabled the patients to
sleep off whatever had brought them in. Those who resisted the paper cup typically
received an injection.

As the sedatives took effect, the patients were laid on dark-blue plastic recliners
in a room the size of a junior high school gymnasium. When they awoke, typically
quite groggy, they continued the intake process by going into a small, dim, win-
dowless room for an in-depth interview with a social worker who typed notes furi-
ously into a computer. People like to compare mental health concerns to having
diabetes or a broken bone, but this was not anyone’s typical visit to the emergency
room. The psychiatric emergency visit is unlike anything else.

I am not saying that Amy and Miranda did not need help. They did need help
and they knew it at the time, and they knew it when I talked to them after their
intake, whether that was days or months later. What I am saying is that they—and
many others—did not get the help they were seeking. Instead, their experiences
in the hospital were harmful to their moral agency. They had been treated like
a “bad” person—police escort, handcuffs, mugshot-type photos, squatting and
coughing to check for drugs, put in four-point restraints, not informed of their
situation, forced to take medication—which was dehumanizing and had a lasting
impact on their perception of care. And even beyond the hospital, being a person
who had experienced a psychiatric hospitalization threatened their perception—
and others’ perceptions—that they were good people. Damage control was not an
option. It was almost impossible for them to edit this part of their life stories. Their
initial hospitalizations constituted a rupture in their life narratives that would be
difficult to repair.!

At Shady Elms, I was able to watch most of this happening from what I came to
think of as “Central Control” Central Control was a panopticon designed to ren-
der all patients visible while protecting staff from danger. The staff enclosure was
bright, but the patient area was dark—Ilit by eerie, dim, blue lights. Beyond the glass,
up to eighty people at a time lay prone on rolling plastic royal-blue recliners. Men
rested on one side, women on the other, but the two sides had no barrier between
them. The people I saw lying there represented a range of ages, socioeconomic
backgrounds, and cultural orientations. Most were asleep—sedated—under a
thin blanket.

The staff area was segregated, enclosed by a wall of bulletproof glass with
little windows the nurses could slide up and down a few inches to talk to patients.
Overhead, several large, soundless, closed-circuit television screens flashed images
of often-handcuffed new admissions undergoing those first interactions—police
searches, intake photos, restraints, injections. Phones rang while staft tapped away
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at a dozen or so computers, looking up patients’ records. Doctors in white coats
flipped through patients’ paper charts in binders. The more frequently a person
visited, the larger their chart. The youths in my study usually had near-empty
binders waiting to be filled.

A few weeks after his arrest for trying to “bless” people in line at Starbucks,
Gideon offered a few thoughts about his experience. “The funny thing was the
police arrested me and took me to Shady Elms and told me to lay down on a rest
table, tried to calm me down or whatever. I know, ‘Why you put a handcuft on me
and tell me youre not arresting me? What kind of sick joke is that?” ‘It’s okay, I'm
punching you, but you don’t feel anything’ [...] I was like, ‘No. I just kept quiet”

Keeping quiet and not resisting, Gideon had learned, helped keep him safe.

Sometimes people woke up agitated and started causing trouble. The psychiatric
technicians—dressed in distinctive black scrubs—would handle them as quickly
as possible, but occasionally, workers were punched or bitten, or patients were
knocked over by other patients. It was a tense environment. I feared for my own
well-being more than once. This was hard, unpredictable, and dangerous work.
I understood why many staft hardened themselves against empathizing much
with their patients; they always had to be on guard for the unexpected. The other
patients, especially the young ones I worked with, had no idea how to interpret or
navigate this volatile environment. For them, it was incredibly scary.

One morning early on in my fieldwork, I had just used my badge to open the
first of two sets of doors that led to the outside courtyard when a patient burst
through the second door. I was supposed to pull the door closed behind me to
keep anyone from getting out, but I was so startled and frightened that I did not
think to close myself into a small space with a large, frantic man in paper-thin
scrubs. I flattened myself out of the way as he burst past me across the enclosed
courtyard and tried to climb the only wall that provided any access to the outside.
Of course, it was too tall for anyone to climb, and even if he made it over the
wall, the police parking bay was on the other side. I watched as two psychiat-
ric technicians—large men dressed in black scrubs—pulled him oft the wall and
enacted what they called a “takedown,” which meant restraining him until an
injection of sedatives could be administered.

Shaken, I considered going home for the day. However, this was early in my
fieldwork, and I had a feeling this experience was like falling off a horse. If I left, I
might not be able to get over the fear. So, instead, I took a deep breath and reen-
tered. It reminded me, though, that patients saw these kinds of things all the
time—an agitated person, a threatening encounter—but unlike me, they could not
choose to go home. They had to stay. While I could hide behind the nurses’ desk or
move from one ward to another, quickly putting a locked door or some bulletproof
glass between myself and a stranger who rushed at me, the patients had no such
luxury. They were constantly exposed to the possibility of danger.
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Miranda talked to me about this. She said that at one point she felt like Winona
Ryder in the movie Girl, Interrupted when she realized she was at a mental institu-
tion, but she did not know why.?

That was really scary. I mean, anybody—you don’t know what’s wrong with them.
Or, you know, they could have done something more severe than what I'd done.
Id threatened my dad. But it’s just the fact that everybody was in there and you
don’t know what they did. You know? It was just kind of like—they didn’t have a—
I don’t know, screening or something. But I guess in an ideal world, people with vio-
lent tendencies would be separated from the ones who don’t have violent tendencies.
I mean, but, you know, I threatened my dad, so I could have been put in with people
who had violent tendencies. I mean, all I did was threaten him. Well, that sounds—
that almost sounds like I'm dismissing it, but . . . you know?

Miranda wanted to be separated from the “bad” people, and she was strug-
gling to distinguish herself from them. We can see her moral agency coming into
question. Is she one of the people that others need to avoid? Of course, she also
wanted to avoid dangerous people—who wouldn’t?

Miranda’s mother, Angela, told me that something happened to Miranda in
Shady Elms. The first night she talked to her, Miranda said some strange things.

“It was just a big mess,” Angela sighed. She demanded that they transfer
Miranda to a private hospital, using her mother’s insurance. Angela was allowed
to watch her exit from the ambulance at her new location, because she had a medi-
cal license, and she could see that she had a hickey on her neck.

“That just baftled me,” she said. “I just couldn’t believe what was happening”
Angela could not imagine why medical professionals would put Miranda on sui-
cide and homicide watch in a room with other people who could take advantage
of her vulnerable state.

During another visit, I stood listening to a nurse talk to patients who came up
to the Central Control window. She gave them psychiatric medications in a little
paper cup to help them stay calm while they waited. She told me that the initial
intake area was hardest on the “first-timers” because they woke up in a room of
people and had no clue where they were. They always looked the most freaked out.

“Look!” She smiled. “Here comes one now.”

A young, white man whom I came to know as Jack shuftled up to the window.
Jack was the first first-timer [ met, and it was heartbreaking. He was crying, wiping
his tears on his sleeve as he approached. The nurse slid the window open, and his
voice cracked as he asked, “Did I die? Am I dead? Am I in Hell?”

“No, you are not dead. You are in a hospital, and you need to go lay back down
on your chair and wait,” the nurse responded.

“Please! What happened?” He begged. As mentioned before, Jack could not
remember. A lot of young people could not remember: they had some amnesia
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about events surrounding their psychotic break. It was not clear to me if it was
the Shady Elms cocktail or the effect of potential dissociation during their episode
for psychological protection or something else entirely, but it was common all the
same. Sometimes their memories came back, and sometimes they did not.

Jack and the nurse went back and forth a few more times, him hobbling up to
the nurse’s station, her telling him to sit back down. Finally, she placed another pill
in a paper cup and pushed it through the slot.

“We will wake you up when the doctor comes,” she insisted. Jack nodded
and sobbed.

“Can I go and sit with him if that’s okay with him?” I asked.

The nurse agreed and asked me to take him away from the recliners and talk
to him in a chair on the perimeter so that we did not disrupt the other patients.

Jack was eager to talk.

I explained that we were at a psychiatric emergency room called Shady Elms
where the doctors would see him and help him know the next best steps to help
him manage his mental health. We looked over the patients’ bill of rights posted
on the wall behind us.

He had many questions.

“What time is it? What day is it? Where am I in Texas?”

Jack was not from Dallas. I showed him our location on Google Maps on
my phone.

He then asked to use my phone, and I regretfully said I did not think that was
an option. Later staff confirmed that patients should not be allowed to use my
phone, and near the end of our study they banned cell phone use around the
patients completely to protect confidentiality, though in general we had only been
using them to record interviews.

Jack asked me where his phone went, and I told him I did not know, but I was
sure he would get it back when he was discharged. We asked the nurse if he could
make a phone call, and she pointed to an unmarked gray phone on one of the walls
for local calls. But the extra pill made Jack sleepy. Maybe he would wait until he
woke up again, he said. He had stopped crying, and I offered to tuck him into his
chair. He nodded and lay down on the blue recliner and I placed his blanket over
him. He tucked it under his chin and smiled.

“Thank you,” he said, reminding me of a child.

Jack went on to accept medication and needed very little further mental health
treatment. He was one of the few young people in my study who was hospitalized
only once, to my knowledge. But Jack had a large family who loved him and a lot of
resources. They circled around him and helped preserve his moral agency through
this difficult time while also making sure he followed medical advice.

Amy, Corrina, and Miranda also eventually accepted mental health care for
various reasons—housing, familial pressures, a way to move forward. Ariana was
different—she refused care. On the day I met Ariana, a nurse told me to look for
a first-timer in the “secondary” emergency room. This was a smaller, very dim,
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yellow-lit space where people who had been through the intake interview and thus
“processed” then waited for up to 72 hours to see a doctor. At that point, they were
either admitted (voluntarily or involuntarily), transferred to another inpatient
facility, or discharged. Once there, I paused in another glassed-in nurses’ station—
a miniature version of the Control Center with a few chairs and a computer—to
ask for help identifying Ariana.’

“Oh, her” A nurse pointed at a young Latina in another recliner. “Good luck
with her. She’s not talking. She will just think you’re part of “The Conspiracy.” A
hand gesture of air quotes communicated how silly that idea seemed.

“She looks asleep,” I noted.

“Oh, she’s not asleep,” another nurse said. “She hasn't slept since she came in
two days ago. She’s been in four-points twice already”

Three months later, Ariana told me how she had ended up being restrained and
given injections of sedatives without permission.

I wouldn’t open my eyes. I remember that. I wouldn’t open my eyes. And I thought
it was the end of the world, blah blah blah, if I opened my eyes they would kill me,
blah blah blah. And so they’ll sedate me. And, apparently, they sedated me twice. I
just remember one time. I was acting crazy. And they’re like, “Okay, if you act crazy,
they’re going to take you up there because you're acting crazy.” I know I would never
try to hurt nobody, I just—they [her voices] don't want to open my eyes. I'm like,
“Don’t open my eyes!” I'm like, “Let me go! Let me go!”

When I saw Ariana’s eyes flutter open, I scanned my badge again and entered
the smaller patient area: here the recliners were packed side by side, and there was
no gendered segregation that I could see. The Syfy Channel was playing on all the
televisions but was mercifully on mute. Even so, it was showing bizarre scenes of
witches and demons. It seemed like an odd choice.

I asked Ariana if I could sit with her, and she nodded yes. As soon as I sat down,
though, she leaned in. Our heads were too close. She looked me straight in the
eyes, our noses an inch or two apart. I felt uneasy.

A few days later, during a more formal interview, Ariana told the interviewer
that she had a language barrier—English was her second language—and a hearing
problem that made it hard to advocate for herself. She said:

ARIANA: T don't ask questions because I can't hear, and if I can’t hear you, then
Id just rather not. I try to get close, and people take it the wrong way.
You have to talk loud enough so I can hear you and I feel intimidated
by my hearing.
INTERVIEWER: Right. Have you tried telling people that you can’t hear?
ARIANA: T1tell them, but it’s like they don't listen.

I felt badly when I learned about her communication concerns, because I had
misinterpreted her proximity when we met. Her closeness made me uncomfort-
able. But at the time, I wanted to connect with her, so I forced myself to stay.
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“Are you the chaplain?” she asked me.

“No, I am a volunteer here. Would you like to talk?” I showed her my
volunteer badge.

Ariana pressed my arm with her hand. “I gave blood three times!”

“Oh, that’s nice”

“In high school, like a charity thing”

I nodded.

“And I did pretty well in high school”

I nodded again. Looking back, now I can see that Ariana was trying to express
some moral agency and signal to me that she was a “good” person even in this dif-
ficult place, but at the time I was too busy worrying about her distress and moni-
toring our physical proximity to notice. She fidgeted restlessly.

“Stop nodding!” She snapped. “Why are you nodding?”

“Tam sorry; I said, confused that my body language had offended her.

She exhaled heavily into my face. “See?” She asked. “It’s bad, right? It's bad
breath. It's Ebeullah. We are all going to die of Ebeullah, which is in our lungs and
it’s spread through our bad breath”

I struggled not to nod my head again while Ariana continued exhaling heavily
into my face. Her breath was terrible. Had she been offered a toothbrush?

To break our overwhelming proximity, I noted that the clock on the wall had
stopped, and I pulled out my phone to check the time. Like Jack, Ariana immedi-
ately asked to use my phone.

“I want to know what’s happening out there,” she said in frustration.

I did not see a phone in the room, but I assured her the outside world was well
and told her it was St. PatricK’s Day.

“It is?” Another patient called to me across the dim space, suddenly creating a
rare sense of community in a space where most people struggled alone.

“Really?” Another asked.

“Yes, it's March 17. St. Patrick’s Day””

Ariana was still in her street clothes; she said she felt dirty. She was waiting for
a shower, but there was only one, with an attendant who kept watch from the other
side of the curtain. She rubbed her arms persistently, which she said ached where
she had been restrained and injected with sedatives. She told me she was very
tired. I suggested she rest.

Her posture softened. “Will you watch over me?” She whispered. “I am afraid,
but I won't be afraid if you stay with me”

“Okay;” I said, feeling maternal. “I can’t promise I will be here when you wake
up, though”

My mind raced. I thought of the late hour, my own young daughters, reliev-
ing the nanny, making dinner. But, as with Jack, I also felt her powerful need for
someone benevolent to share space with her.
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“I will just feel better if you are here,” she said. Ariana needed to feel safe. I felt
that I could offer this to her, at least.

She reclined her chair and closed her eyes. I tried to relax, but it was pointless.
A few minutes later, Ariana was awake again, trying to explain about Ebeullah
and how she was going to save the world, all the while exhaling long, warm, foul
sighs into my face. She kept rubbing her sore arm, asking me about my religious
beliefs, trying to see if we shared ideas about the Book of Revelation. Again, I later
realized this may have been an attempt to establish herself as a “good” person and
find some kind of common ethical ground, but in the moment, it was just tiring.
I tried to be soothing and encourage her to relax, but she moaned, “But relaxing
makes the voices louder!”

When the real chaplain came, I was greatly relieved. It is difficult to be present
with people in the throes of psychosis. It can go on for days if they cannot sleep.
Sofia’s mom noted how hard it had been to keep watch over her for days when she
could not sleep. I could imagine.

Ariana ended up being admitted to the hospital. Months later, she decided to
completely refuse mental health care. I share more of her story in chapter 5, but
one piece she reflected on when explaining that decision was this early hospitaliza-
tion. She explained: “You're so scared. You don’t know what’s going on because you
don’t understand what’s going on with you. And it’s like, What the heck? It feels
degrading and aggravating”

Once they were processed through intake, patients were either admitted into
the hospital with private insurance or—if they lacked coverage and had to use the
regionally offered public mental health insurance’—it seemed to my team that
they were then sent to the local state hospital. We were not able to get a clear
answer about this during fieldwork, and when I tried to check retroactively as
this book was going to press, no one could recall the policy in effect from 2014
to 2017, and the regional public insurance was no longer offered. However, dur-
ing our fieldwork, a transfer to the state hospital seemed to happen consistently
to people without private insurance and did not seem to happen to those with
private coverage.

During our initial interview, only 9 participants claimed to have private insur-
ance out of the 27 who answered the question; 10 had regional insurance, 1 had
Medicaid, and 7 had no insurance. Miranda, Jack, and Corrina all had private
mental health coverage through their parents. They never went to the state hospi-
tal. Amy did not have insurance, but her brother Robert panicked and purchased
private insurance when he heard she might be sent to the state hospital if she had
only public insurance. His alleged conversation with hospital staff was the closest
we got to confirmation of this pattern during the study.
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“They’re like, ‘We’re gonna send her to [the state hospital],” he explained. “That
was the breaking point. I said, ‘No, I'll pay. T'll pay. She’s not . . . she’s not going
there. She’s worth this, I would tell the doctors. I begged for people to help her to
get her out of that ER room” It turned out that Robert and Amy’s grandmother
had died in a state hospital after being hospitalized for schizophrenia. Robert
could not bear to think of the same thing happening to Amy.

Sofia, James, Ariana, Latoya (mentioned below), and Michael all lacked insur-
ance, and all went on to the state hospital about an hour’s drive from Shady Elms.
It could be that their families authorized it, but that’s clear only in Michael’s case,
which I share below. Sofia’s family definitely did not authorize the transfer, but
Sofia may have agreed and cannot recall doing so. We don’t have access to that
information, and people were often confused about what happened. We do know
that many people without private insurance went to the state hospital for a nearly
month-long or longer stay.

The state hospital, built in 1885 in the old asylum style, consisted of a crumbling
set of red-brick buildings with white columns—some boarded up and condemned,
others still open for business.” One news report described one of the condemned
buildings: “The roof leaks, stalactites and stalagmites grow on the second story,
and yellow paint is peeling off the walls . . . Young patients [there ... ] walk past the
building every day on their way from their dorm to their school”®

Every member of my research team, me included, felt haunted by the place. It
was just spooky. There was even an old patient cemetery onsite. Visitor check-in,
which my research team used regularly to visit young people in the study, was in a
portable building. Visitors could meet for an hour or so each day with their loved
one at a table there.

The people the team followed who were transferred to the state hospital were
typically held for around 30 days total (including their time at Shady Elms) and
we could only guess that this was to meet government readmissions requirements
designed to “improve health care quality, improve the health of the US popula-
tion, and reduce the costs of health care” To meet these government standards
for medical reimbursement, a patient could not be readmitted to the emergency
room within 30 days of their last service. If they were, it counted against the qual-
ity metrics being used to evaluate the hospitals for Medicaid and Medicare reim-
bursement by the federal Centers for Medicare and Medicaid Services. To avoid
penalties for the entire hospital in the event of excess readmissions, people who
seemed as if they might be readmitted during that time had to be sent somewhere
to make sure they were not. They needed to stay “admitted.” Shady Elms could not
really hold people that long, so they were sent to the state hospital. These rules
apply to any psychiatric inpatient program that bills Medicaid or Medicare in
the United States, and I have visited psychiatrists who ran psychiatric wards on the
East Coast who have shared that their hospitals had similar practices.



However, a 30-day total psychiatric inpatient admission was highly disruptive
for a young person. Coworkers, friends, roommates, teachers, and neighbors take
notice when a young person is gone for an entire month. For first-timers, or any
young person trying to keep their lives on track, this disruption was devastat-
ing, and it seemed to disproportionately affect the young people in our study who
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needed public insurance to cover the cost of mental health care.

Sofia remembered experiences at Shady Elms and then at the state hospital in
an interview about four months after the research team met her. Her mom, Maria,
had brought her to the county hospital after she noticed her declining college

performance, but also, as revealed earlier, because Sofia refused to sleep inside.

SOFIA:

INTERVIEWER:
SOFIA:

I just remember writing down information, and they wouldn’t tell me
anything. So I did not like it. I think that if I would have spoken with
the doctor there, I wouldn't have gone to [the state hospital]. I think
I could have been discharged immediately. I think I wouldn’t have to
have gone through all that, but I really don’t remember what they did
to me. I just remember like being at Shady Elms and then the next day
just waking up and being at [the state hospital], so I don’t remember
that.

Really?

I don’t remember, that’s why I don't know if they gave me some kind
of injection and put me down to sleep or what they did. But I was per-
fectly fine in Shady Elms and then when I got to [the state hospital]
I just remember having to speak with an attorney and having to sign
the paper, and also signing to be part of a study, and that’s all I remem-
ber when they took me to [the state hospital] but I don’t remember.

MARIA [in Spanish]: Yeah, I talked to the nurse. The nurse she told me, “She’s okay,

INTERVIEWER:
MARIA:

SOFIA:
MARIA:

INTERVIEWER:

she speaks, she’s okay, but she needs to move to [the state hospital]” I
said, “Why?” “Because she needs to stay there, because here is only for
emergency—for one day, two days.”

Did you want her to go there?

And then I go see her the next day, but I don’t see her. She said, “You
need to wait 42 or 72 hours,” or something like that [. . .] I had to go
to a pastor that was there, I had to wait like three or four hours so that
he could go in for me and I could know how my daughter was.

Oh, I remember him talking to me once.

Yes, it was him. I had to go. I don’t know how I thought about that,
but I needed to know, so I saw that there was a pastor. They told me
at what time he would be there. I waited for him. So then I went with
him, and through him I found out about her.

That she was okay, because that was the only thing you wanted, to
know that she was okay . . .
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MARIA: In Shady Elms, they wouldn’t let me at all. But the good thing was that
they took her quickly over there.
SOFIA: They took me that same day.
MARIA: Yes, 42 hours had to pass before they could tell me anything.
INTERVIEWER: Why 42 hours?

MARIA: Because they had to do paperwork and I dont know what else,
supposedly. I don’t know. Very strict.

Luckily, Sofia’s mom had permission to ask about her, because Sofia had con-
sented to sharing medical information with her. Maria went to visit her every day
despite having to leave her other two daughters, the cost of gas, the long distance
from the city, and her two jobs cleaning houses. Unfortunately, because she was at
the state hospital for so long, Sofia lost her college scholarship.

“I think they did their best to help me out,” Sofia reflected, “but I really wish
I wouldn’t have stayed there for so long. ’Cause it definitely does—it marks you.
Something that’s hard to, I don’t know, to just kind of get over””

Looking back, Sofia decided to use mental health care because she was very
afraid of being sent back to the hospital. Sofia and her mom explained:

MARIA [in Spanish]: Yes, she is still with the fear of “it’s going to happen again,” and
it’s not something easy. Just by simply being in the hospital seeing
the other patients, because when I would go see her, I would see her
well compared to the others, and I myself would become traumatized
from being there. From seeing the other people, because there is a lot
of sick people. And she was not sick, but she was hearing everything
and so she was getting traumatized. She became traumatized there.

INTERVIEWER: Itlike adds on to the fear of going back and having those hard thoughts
on top of all that.

MARIA: Over everything it was the fear of being there.
INTERVIEWER: Wow, how tough. And for you, was it the same fear of being like that?
SOFIA: Yes, of going back.
MARIA: Because she couldn't sleep, from the noise, because they would curse a
lot. They would say a lot of nonsense. It’s obvious that it is a hospital,
but I think she couldn’t be in a hospital like that.

Others, sometimes because they were confused or angry with their parents,
refused to give permission for families to receive information. This may have also
prevented family members from advocating for them or stepping in with private
insurance as Robert had done for Amy. Miranda’s mother, Angela, could not get
any information about her, because Miranda had not consented to letting her
mother hear more about her.



FIGURE 4. “The Hospital: The hallway bathroom” by Lauren Ann Villarreal. The artist wrote
the author in an email: “It is about my time in the mental hospital. As on the paper, there were
no mirrors in the facilities, we had to use our imaginations. While I was there, I saw myself as
already dead. The space was so traumatic, I was at the lowest place of my life. Not being able
to see my reflection made me feel like I didn’t exist anymore. Being there made me feel like the
only way out, both from the hospital and my pain, was dying.” Reproduced with permission of
the artist.
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“She thought I was the enemy. She wasn’t allowing anyone to talk to me. So it
was very difficult—very, very difficult. I even tried to get guardianship over her
because I didn’t know what was going to happen. How can they let her sign papers
in this state of mind? How? I mean, I don't understand that”

Michael’s family also had difficulty gaining information about his well-being
once he was at Shady Elms. They had called the police when Michael tried to harm
Liza’s daughter, who (as related earlier) he thought was a demon. During an inter-
view six months later with Liza and Michael, they explained what happened.

LIZA: 1 called up there multiple times, and they wouldn’t let me talk to any-

body, but it was Michael who wouldn’t let us know what was going on
... I thought, if he just signed that paper for—what if someone can
see what they were doing to him in the first place, then we can be like,
“No, he don't take this [medicine], but since he did his legal guardian
himself, and he wasn’t well, they could really do whatever they wanted
to do, because—

MICHAEL: 1 think the court . . . like, the judge, like, ordered it, for me to take it,
so that’s why they forced me to take it.

INTERVIEWER: Right.
MICHAEL: 1 don’t know.

The judge eventually declared Michael incompetent, admitted him involun-
tarily, and contacted his mother. He asked her for permission to send Michael to
the state hospital. She agreed.

Liza said they regretted it right away. “We thought it was something nice and it
will help. We didn’t know it was like—what I knew was crazy” She described how
they had pictured it: like a place on television, a place to rest and relax, a place
with a view and natural beauty. They clearly had no experience with this sort of
institution.

Then, Liza confided in a friend.

LIZA: When I said, “You know what, my brother is in [state hospital],” I told
my friend, and she was like, “Where?” “In [state hospital].” And she is
like, “Go get him out of that place” She told me, “Go get him out”

INTERVIEWER: Wow.

LIZA: She was like, “People, like—what?” The reaction—it was a negative

reaction. You know? It was bad.

Unfortunately, Michael’s mother had already signed the papers. She had tried to
talk to Michael, but he was not making any sense. He had not taken any medica-
tions. She thought the hospital would help.

Later, Michael said, “T think you guys kinda got to understand, like, at that
time I wasn’t in the right mind. I was like thinking my family was like secret
organ— organizations.”
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Michael was confused. His family was confused. People did not have the right
information. It was hard to make good decisions about treatment. Options were
limited by insurance and the cost of private care.

Other young people were cut off from their families. Some were not clear about
where their families were, and their families did not visit them. One Latina who
did not follow up with my team after she left the hospital claimed: “The major
challenge I am facing is not actually being in my family on a daily basis and saying
that they’re with me and knowing that 'm not crazy”

Another young Latino shared in Spanish: “I am simply waiting until I finish my
imprisonment here and that I can go back to see my brothers. ’'m happy to go start
a new chapter in my aunt’s apartment and begin a new chapter with them without
fighting and without lying, getting along well with everybody”

“But have you been comfortable here?” a member of my team asked.

“Kind of. Not very well because I haven't slept. I have not been at peace because
I am surrounded with people that are not my family, people who are white, they
are Black, I don’t know what type of problems they have about my culture. I don’t
know what kind of problems they have, what else they can add on to my case”

He also wanted to find the staff members in authority: “Because the ones
that know about one are the ones that know more: when the time comes for one
to leave, to make decisions about going outside, being able to go to the park,
being able to go eat lunch, or being able to go anywhere else with their authority.
Because without their authority we are just whatever. We are all the same. We are all
like mosquitoes.”

Patients with their own children faced additional challenges. Among the young
people in my study, 10 were parents of small children and 7 of those self-identified
as Latino—2 fathers and 5 mothers. The others were 1 African American parent, 1
South Asian parent, and 1 white parent.®

One young, hijab-wearing woman I met in the hospital, Haniya, was a first-
generation immigrant from South Asia. Haniya missed her mother, whom she
had not seen in a couple of years. She was hearing voices and felt that “every-
one is reading my mind and I feel very ashamed of it. I think something or I do
something, and my body sends a very wrong message” She had told the intake
nurses that she heard voices telling her to harm her children and the Depart-
ment of Family Services had become involved out of concern for her children’s
welfare. Haniya was pregnant and desperately wanted to see her two young chil-
dren and husband. She stayed at Shady Elms for three weeks (she had private
insurance), but the research team was not able to follow up with her after she was
discharged home.

A young African American woman, Latoya, had also been sent from Shady
Elms to the state hospital when we followed up with her. Latoya stayed there for at
least six months, the length of our follow-up time with her. During one visit, she
told the interviewer that she thought her stay had been extended when she became
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upset at having to leave her daughter at the end of a visit. Latoya lashed out ver-
bally at another patient then shoved her out of her way.

“I was angry cause I had to leave, and she [the daughter] was crying and
screaming. And I just seen her outside the window. My mom stood there outside
the window [holding her daughter]. And I was standing inside and [the nurse]
was just standing there. And I was like, Just walk off, just walk off. I was just mad. I
was like, ‘My baby is leaving and she don’t want to go” Latoya said she tried to
explain her behavior to the doctor, but he said she had to stay at the hospital longer
for acting out against others. Latoya felt he had dismissed her pleas.

“They can do anything they want to do to you in a crazy home, am I right?”
Latoya observed. “Anything they want. If you say anything, youre crazy” After a
six-month stay at the state hospital, Latoya surely knew better than me.

Another young woman, Lucia, had a three-week-old infant whom she was not
allowed to see. Her family had found her wandering outside in the middle of the
night carrying her naked newborn. She refused to go home or let them take her child.
Her mother called the police for help, and she was hospitalized at Shady Elms with
postpartum psychosis. Lucia’s breasts visibly leaked milk during our early visits, and
she was not offered a pump but was instead advised to let her milk dry up since she
would not be able to breastfeed due to her medications. She cried for weeks, which
did not help her in ending her confinement. It took her weeks to get back to her child.
Research shows that incarcerated mothers experience a sense of loss; separation from
their children also seemed painful for mothers in long-term inpatient care.’

Separated from their loved ones, feeling embarrassed and ashamed for events they
had trouble remembering, lacking their cell phones, and denied basic information
ranging from the time, location, and date to how to use the public phone and what
they were even doing in the hospital and for how long, it is no wonder that many
young people felt extremely disoriented during their early hospitalization. Ideally,
this first exposure to care would be one that helped a person orient to a future
of seeking out mental health support for safety, empowerment, and belonging
with others who understood them, but most young people I engaged with did not
have that experience the first time they accessed mental health care in these
emergency circumstances.

Instead, many felt that they had somehow been placed in the wrong environ-
ment. Several seemed to be making a concentrated effort to distinguish themselves
from the “bad” people around them, such as the people Maria felt had traumatized
her and Sofia. The young people the research team talked with emphasized that
they were not on drugs, or stupid, or trying to scam the system and get a free place
to stay like some of the more experienced mental health service users they met
in the hospital. Many also insisted that they were not “crazy”
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As Veronica, whose sister dropped her oft (chapter 3) said, “There are people
here that are supposed to be here. People here who actually have drinking and
alcohol and drug problems, and psychos. [...] 'm put in here because, not because
I'm crazy or because I'm . . . but because I'm different”

Gideon, the young man who tried to heal people in StarbucKs, felt similarly.
He had never used alcohol or drugs. Other patients teased him in the Narcotics
Anonymous and Alcoholics Anonymous groups he attended at Shady Elms for
never having tried anything. “Being brought here is like a worst nightmare. I try
my best to always stay clean and always be clean. I have Black friends drinking
alcohol and everything. I'd just find an excuse” This frustrated him. “Yeah, that’s
why I'm angry. [. . .] I have nothing wrong with me. I'm just fine”

“Do you feel fine?” I asked.

“Completely fine, trust me. I'm even better than the so-called normal people
out there,” Gideon replied.

Sage, a young African American woman whose story is fleshed out more in
chapter 6, was an inpatient at Shady Elms for the longest period of anyone in our
study—perhaps because she had private insurance through her parents (making
her a high-paying client for the hospital) and refused medication. She pointed
to her social media feed as evidence of her social worth.

“I have Instagram, and you can just do your research because I know people
think I am crazy, but I am really not, and you will see. You will be able to tell how I
really am. [. ..] I mean, people judge a book by its cover; people think I don’t have
a brain, I'm just retarded, and I look funny, but no. I have more of a brain than a
lot of people”

Later, she added, “I don't think this facility is logical, because 'm wasting—it’s
expensive to stay here and I'm wasting my time. I could be doing my college. I
am laying in a bed because I don't think I should interact with some of the people
because they have—we're on different levels. It’s like they actually need help. And,
honestly, I don’t think I need help.”

Markus, the young Black man introduced in chapter 2 who was struggling with
psychosis symptoms and who would go on to refuse care, also felt he did not see
people who were like him in the hospital.

MARKUS: When I was in that hospital, I didn’t really meet people like me; I met
people, either they weren't in a school, or they weren't in a university,
or they were disadvantaged in some sort of way. I don’t know. I felt
like there was no one around who had an experience similar to what
I went through.

INTERVIEWER: Okay. So it didn’t seem like that was the right place for you, or do you
think?

MARKUS: Not at all, I didn’t think I needed to be there, you know. The workers
at the hospital tell me, “I don’t think you even need to be here”
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The young people were looking for others who looked like them, who had simi-
lar experiences, who were getting help and getting better and moving on. Those
connections would have helped them make sense of their life stories. Instead, they
found themselves mixed in with the people they perceived to be addicts, “psychos,”
and people who they felt were just trying to “get things for free”

Keep in mind that while my research team was meeting with young people
with many things in common, they rarely came across other young first-timers.
None of our participants got to know each other (or even met, to our knowledge),
in the hospital or elsewhere. They were not being oriented to a new community
of supportive young people who had been through similar events. Instead, people
who had already been disoriented by the symptoms and the people around them
were being persistently further disoriented—from their loved ones, their everyday
lives and identities, and their sense that they could be a moral agent—a “good” and
competent future adult. Their hospitalizations offered a sustained assault on their
sense of personal well-being and potential. This is not unusual: most individuals
who use emergency departments for mental health care view their experiences
as negative. '

This is not to say that people who provide mental health emergency services
are bad people. Most were trying hard to understand and serve the people on
their caseload. The staff the research team interacted with informally had use-
ful insights into the injustices people experienced in the hospital and the mental
health system. However, in this emergency setting, things moved very quickly.
Patients were unpredictable. The staft worked amid a continual fear of danger and
a sense that their hypervigilance and enforcement of firm social, physical, and
emotional boundaries were imperative.

Mental health workers with their own traumatic histories may have been espe-
cially triggered by this setting. I know it was highly triggering for my research
team, something each of us struggled with and, over time, talked about in team
meetings or sometimes on our way to or from our paired research visits. I also
advised everyone on the team to see a therapist when they joined the team so
they would have a neutral person to talk to, as well—a service partially covered by
SMU insurance.

And we were not even feeling responsible for people’s care or outcomes. Stud-
ies suggest that those who were—nearly half of mental health professionals—
experience burnout." This group includes psychiatrists, over half of whom report
burnout early in their careers.'? Specific reasons for burnout may include lack of
perceived job control, heavy caseloads, the mental health professional’s own men-
tal health history (many are called to this line of work for a reason—personal or
familial), and limited or poor supervisory support.*

The ways Americans respond to mental health emergencies can no doubt be
traumatic, both for staft and the patients they serve. All these findings point to the
strong need for more trauma-informed care in inpatient settings. Trauma-informed
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care focuses on not retraumatizing patients with procedures that resemble
aspects of past abuse or violence, such as using handcuffs or restraints, forced or
threatened medications, involuntary commitment, boundary violations, or police
“takedowns” or exposing people to other, extremely sick or frightening patients.**

These recommendations are important because many of the young people the
research team engaged with had significant trauma histories and so were vulner-
able to the possibility of being retraumatized. Previous chapters mention some of
the connections between stress and psychosis, but to be clear: two-thirds of our
participants had a significant traumatic experience that occurred at some point
during their lives such as physical assault, sexual assault, or the death of a parent,
and my research team was not asking explicitly about trauma in our interviews,
because we were focused more on experiences of care and how that affected treat-
ment decision making. These past events just came up. Many of the traumatic
events they shared had happened in childhood. But given that the interview pro-
tocol and demographics sheets did not ask explicitly about trauma, we missed the
opportunity to document systematically the potential traumatic impact of struc-
tural racism, inequality, colonialism, and war on the immigrants and persons from
ethnoracially minoritized groups in the study.”” Future research might delve more
specifically into these areas.

The negative mental health impacts of traumatic life experiences make a per-
son more likely to experience a psychiatric hospitalization, which is then often a
retraumatizing experience. Research suggests that traumatic stress is at the root
of many experiences and behaviors that lead to a psychiatric hospitalization for
children and youths.'* Among adults, 25 percent of men and 40 percent of women
in inpatient psychiatric units had a history of interpersonal trauma.'” In one study,
nearly all of the adolescents in an inpatient psychiatric unit reported exposure to
at least one traumatic event such as being a witness to or victim of community vio-
lence, witnessing family violence, or being the victim of physical or sexual abuse.'®
Evidence also points to a dose-response effect in which the severity of one’s clinical
symptoms reflects the “dose” of trauma they have experienced.”

Not surprisingly, high levels of childhood adversity have also been associated
with the presence and persistence of psychotic experiences.® Childhood trauma
is common for people experiencing psychosis,” and individuals with a psychotic
disorder are more likely than those without one to have experienced childhood
trauma of all kinds (e.g., emotional, physical, sexual).” Individuals who experi-
ence childhood sexual abuse are more than twice as likely to develop psychosis
as those who do not.”® Moreover, recent evidence suggests that sexual assault or
abuse at any point also makes a person more vulnerable to developing psychosis.*
Lady Gaga’s revelation that she experienced psychosis in the aftermath of sexual
assault when she was 19 years old is only one of many examples.”

The research literature and my data both make plain that young people with
early psychosis are likely to have experienced significant trauma. Yet our current



102 DISORIENTATIONS

forms of care fail to address this likelihood. People experiencing mental health
issues have described how the emergency room environment can trigger fears or
traumatic memories, which may stop them from seeking support.?® Harsh lighting,
strong smells, high noise levels, and a hectic environment can increase patients’
stress, trigger feelings of panic, and have a negative effect on their well-being and
ability to cope.” Emergency rooms lack private or quiet therapeutic spaces, mak-
ing people less willing to disclose mental health issues.”® All of these conditions
could definitely be found at Shady Elms.

Moreover, in several studies that explored the experiences of people with men-
tal health issues, patients described emergency department staft’s communication
with them as “pushy,” disrespectful, insensitive, and judgmental.” Patients felt
dismissed and stigmatized and were unsure whether emergency department staff
understood their needs.*® This may be especially relevant in nonpsychiatric emer-
gency spaces where the focus is not on mental health treatment.

Although Shady Elms was dedicated to psychiatric emergencies, there were
still traumatizing procedures. Demeaning physical examinations like the “squat
and cough” routine that Miranda experienced can also cause unintentional harm
to patients.’ These perceptions can be exacerbated by staft threats of using force
or the actual use of force, with patients describing being yelled at, held down,
and restrained—all practices that I witnessed during my time there.”> These staff
behaviors and methods can increase the severity of patients’ signs and symptoms,
heighten their risk of suicide, and reduce their willingness to seek support in the
future.*® Long waiting times before visiting with a medical professional like a psy-
chiatrist—also common at Shady Elms—also contributed to people’s concerns
about compromised care, exacerbating their hopelessness, disempowerment, anx-
iety, and fear of being held against their will.**

Nor do the problems stop at the emergency room. One rigorous study revealed
high rates of reported lifetime trauma occurring in all psychiatric settings, with
one-third of patients reporting physical assault, nearly one-tenth reporting sex-
ual assault, and almost two-thirds witnessing traumatic events.”> Over half were
frightened by the dangers posed by other patients. Reported rates of institutional
measures of last resort were also high: two-thirds had been handcuffed, more than
half reported involuntary restraint, and nearly one-third reported experiencing a
“takedown” From start to finish, the current emergency health care system takes
an already traumatized and stressed population and subjects them to more trauma
and stress. It also offers very little training, supervision, or support for the mental
health professionals trying to help them, who themselves are exposed to trauma
and suffer from burnout.

This chapter indicates some of the many ways that a psychiatric hospitalization
can be traumatic: by stripping a person of their identity, their loved ones, and their
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safe space; by denying them ways to orient in space and time; by making them
feel disempowered through subjecting them to strong authority figures who allow
them little power or say over what happens to them; by denying them collaborative
conversations whereby they work together to plan the next steps of their treat-
ment; by using restraints; by forcing people to take medications against their
will—the list goes on.

These sources of possible trauma led me to wonder, Is there an evidence base
for how to do trauma-informed work in psychiatric settings? Are there existing
practices that can help people with traumatic histories have a less disorienting and
traumatizing hospitalization experience? The answer is yes. From my review of
the research, I found a lot of good information about what to do and not to do to
reduce and address trauma in psychiatric settings. These best (and worst) practices
are discussed in chapter 7, but now we turn our attention to what happened to the
young persons during the critical period after discharge, when positive outcomes
are typically thought to result from continuing treatment. It turns out that many
young people do not follow up with any mental health provider. For the persons
in our study, we observed how they made decisions about whether using mental
health care was going to help them move toward the future they had envisioned for
themselves or if they instead refused the care on offer. More important, we wanted
to know why they decided one way or the other.



Users and Refusers

Basically, they just send you out, and they’re like, “Well, looks dismal. Looks
gray. They can either recover and figure out how to fix this on their own, or
they can just probably off themselves.”

—AMY, AT STARBUCKS, WEEK 12

Pedro was an easygoing Hispanic youth with kind, amber eyes who quickly
put people at ease. He was the youngest of six boys followed by three more
sisters. Pedro said he had moved to the United States when he was six, but that
his parents were Tejanos—which he described as the Mexicans who lived in Texas
before it became part of the United States.

Though intelligent and dynamic, Pedro had always struggled to belong. In his
first interview, he explained: “I was always tired. I didn’t want to go to school any-
more. It was just a bad time. And people tried to pick on me—bullying, harassment,
racial profiling, all of that. I left high school in the eleventh grade and decided that
was it. I was already 18. I went and got my home-school diploma””

He tried starting a career without a college degree, but didn’t get very far, so he
went to community college to start working toward a four-year degree. When my
team first met up with him at Shady Elms, he was on mandatory leave from a four-
year college that he had transferred to that year.

Pedro said his father served in Vietnam and then later worked for the FBI to
help take down the “Cocaine Cowboys,” which is also the title of a crime docu-
mentary released in 2006 about the police taking out a drug-trafficking ring in
Miami in the 1980s.! His father had a posttraumatic stress disorder (PTSD) diag-
nosis from these experiences, Pedro said, adding that he, too, had been diagnosed
with PTSD when he was 6 years old. He had also been diagnosed with attention
deficit hyperactivity disorder (ADHD).

It is hard to know which parts of Pedro’s story are true, but clearly the world of
drug traffickers and the potential for violent death had become a sticky place in his
mind—a theme that preoccupied him. Pedro lived in a social context where drug
trafficking and people being murdered for their involvement was very real. The US

104
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“war on drugs” started in 1971 when Richard Nixon declared “drug abuse,” or the
use of illegal narcotics, to be “public enemy number one”? The “war” began with
strict laws and harsh penalties that ultimately came down hardest on small-time
dealers or people experiencing substance use disorders in the United States, and
the policy approach has been criticized for its long-term negative consequences
for American communities of color.” In countries that were supplying cocaine and
heroin to the United States, the war on drugs meant destroying coca and poppy
plants and supplying local security forces with arms to take on organized drug
lords.* These activities seriously impacted countries in Central and Latin America
and the Caribbean where organized crime in the form of “cartels” battled with
those trying to stop drug trafficking to North America.

The negative effects of the US-backed War on Drugs continue to be seen today.”
In 2018, Latin America was home to 8 percent of the world’s population but had
over one-third of its total homicides. While drug trafficking is not entirely to
blame, places like El Salvador, where two rival gangs have declared a truce still in
effect at this writing, have seen a sharp decline in the murder rate.® While some
white residents have also been affected by drug-related violence, Latinx US resi-
dents are more likely to experience drug war-related trauma than white residents.”

It was in this social context that Pedro developed the understanding that he
was being stalked by Central American gang members in the guise of women who
drank alcohol. He called them the “Liquor Ladies” He thought the Liquor Ladies
were trying to murder him for his connections to his father. Pedro knew who
they were and what they looked like, but no one else he knew personally had
seen them. Pedro saw them all the time before his hospitalization. He saw them
when he went to clubs with his fraternity brothers. They left him secret messages
on Facebook that vanished after he read them. They appeared on his college cam-
pus, too—in the library and in his classroom during exams. They distracted him
so much that he failed his classes.

Pedro’s college was a few hours away from home, so his family did not real-
ize something was seriously wrong until he began posting comments about these
Liquor Ladies on Facebook. He posted pictures of random women consuming
alcohol and demanded they leave him alone or he would hurt them. Concerned,
his family obtained a warrant from the local magistrate while he was home during
a school break, which enabled the police to escort Pedro to Shady Elms for further
evaluation without his permission.

Once there, he reported that he was forced to take a medication that made it
difficult to breathe. He explained: “The prescriptions . . . I had a hard time breath-
ing so I stopped taking them and I was able to breathe better. I just had a hard time
sleeping at night”

Pedro was also dealing with other stressors. Prior to his break, he had been
placed on a three-semester forced leave from college for poor performance. Even
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s0, his student loans were still due because he had been dismissed after the dead-
line for a refund. He needed to work to pay the loans, but the only jobs he could get
required hard labor, which he did not enjoy. He had gone to college to avoid these
jobs, and now his college loans were forcing him into them.

A couple of weeks after he stopped taking his medication, Pedro decided that
if he burned his clothes—a technique he thought might help to get rid of “bad
vibes”—he would feel better. Pedro’s family understandably saw his effort to burn
his clothes as a complete break with reality rather than an attempt to restore things
to normal. They asked the magistrate for another warrant.

This time, the police took him to the county hospital, where he stayed overnight
while he waited for a bed at Shady Elms. At the county hospital, he claimed, “the
doctor laughed at me. He said I was mania, and I was like, ‘What the hell?’ I go,
‘What's so funny?” and I asked him for his license number, and he laughed at me
even more. Even his medical student was like, ‘What the hell?”

Pedro thought the medical student also felt this doctor was out of line. The doc-
tor’s dismissive attitude triggered something in him. Pedro reflected, “It kind of
broke me down and [. . .] the next few days I kind of got myself together. And they
transferred me to [the state hospital] . .. So I was pretty much in the hospital for a
month” The state hospital, of course: Pedro had no private insurance.

One of my team members asked, “How was that?”

“It was kind of heartbreaking; it was a little bit depressing. But I was able to get
myself together and realize what was going on. And then the medication that they
gave me originally . . . it would have clogged up my nose. I wasn't able to breathe.
So now they’ve given me a different medication. So now I'm able to breathe and I
feel positive about things now.”

“That’s good”

“With my PTSD, it helps a little bit”

However, while he was open to his new medication—for his PTSD—Pedro was
skeptical of the mental health care he had received. Things did not seem quite right
to him:

PEDRO: To me, it’s like one of those things that—how can you diagnose that
quick?

INTERVIEWER: Yeah, you get ten, fifteen minutes maybe.

PEDRO: Not just that, but youre seeing somebody that you don't know. It’s
somebody that just walks in and reads the chart and just throws you
out to the side, like you're a piece of garbage.

INTERVIEWER: Yeah, is that how you felt?
PEDRO: It just didn’t make sense to me, the system that they have.

Pedro thought he had been diagnosed as “mania,” which he would later call
bipolar disorder, but he described his main challenge as “mostly just my PTSD
straining me” He added, “I have ADHD and I'm dyslexic. I'm still able to overcome
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things when I really want to do them, and my family knows about that. And col-
lege is hard, but if I really put my effort in, I am able to overcome everything”
Pedro’s family knew about PTSD—a diagnosis his father had apparently been
given—and that diagnosis was acceptable in their local moral world. For them,
PTSD signaled service to one’s country—as when Pedro’s father helped the FBI
and served in Vietnam—something to be proud of.

However, he did not feel he had a chance to discuss his “mania” or “bipolar”
diagnosis with his doctor. “I was there for three weeks,” he said. “I only saw the
doctor twice. That’s something that I didn’t feel comfortable with. I said, ‘What’s
the whole point of being here if ’'m only going to see a doctor once or twice?” Then
he sees you in front of six other people so it gives you that uncomfortable feeling
where you can’'t open up. Gives you that feeling where you feel kind of down and
you're like, ‘Okay.”

Pedro wanted more privacy—something he said he did not get with the college
counseling center, either, because he thought the walls were too thin.

PEDRO: 1 would say, in general, even for doctors it’s hard to diagnose people
with ... It’s one of those things that with time and with your life going
on—I think, yes and no bipolar exists, but I think there’s other ways
besides pills and medications . . . I think with time . . . I do think bipo-
lar exists, but I don’t think it’s as bad. I think some MDs [and] patients
kind of exaggerate about it. I think it’s something that with working,
having a job . .. I think it's one of those things that—yes, it exists, but
I just don’t think it’s as bad as people make it.

INTERVIEWER: Do you think that that diagnosis fits your experience, or are you skep-
tical about it?

PEDRO: In general, I think for them to diagnose people with bipolar, I feel
like it should be more than just having a brief conversation with a few
people. I think it should be something where you're able to, not just
that, but youre able to work out, or do this—have more interactions
with people for them to diagnose it. I would say it’s not just something
that you just sit there, and you have your bed in the next room. I think
it’'s something that should be more than just that . . . it's claustrophobic
being in the room.

Pedro needed more time and attention from the doctor after receiving a major
diagnosis, a diagnosis that put him in “the room” or, as others described it, “in a
box” It was disconcerting and suffocating. Pedro could not breathe.

His first doctor at Shady Elms, Pedro recalled, was nice, which was one of the
reasons why he was willing to continue to seek help through mental health care.
He described the doctor as Hispanic, which helped Pedro feel a connection.* When
asked to share more about that relationship, he said: “It was just more interaction
with the doctor. He would come in and ask me if I was okay. He would at least see
me once a day or every other day” This personal attention meant a lot to Pedro.
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Pedro thought ideal forms of mental health care would include a half hour per
day with the doctor and a few other trusted people, such as other patients and fam-
ily members, “where you can sit down, or play something, and have a few people
hang out with you . . . it makes a big difference” He wanted to have more time
engaged with something, “like therapy, where you have different activities, and
you can actually express yourself” He needed relationships, interactions, opportu-
nities for self-expression—a shared moral world—in order to heal.

After his discharge from the hospital, Pedro did attend his follow-up appoint-
ments, or “med checks,” though he—like many others—found them unsatisfying:

The follow-ups, that’s another thing. There’s the nurse sitting at the desk; you just
go and sit down, and they ask you a few questions that you answer and that’s pretty
much it. They check your vitals and that’s it. It’s just a ten-minute walk-in. [. . .] They
just ask you the same questions and that’s pretty much it. [. . .] I just don’t want to go
in there, sit down, answer the same questions. She’s at the computer typing a yes or
no, or I don’t know what she’s doing. I just feel like it’s redundant.

So, why did Pedro continue with care even though he felt misrecognized and
misdiagnosed and needed more time and attention? Pedro had decided to apply
for “disability;’ or a US government stipend through Social Security Disability
Insurance (SSDI).” According to a US government publication, the Social Secu-
rity Administration “pays benefits to people who can’t work because they have
a medical condition that’s expected to last at least one year or result in death”°
Pedro’s father received disability payments to help support the family financially,
because he had PTSD, which made it difficult for him to work. Pedro also said
that several “college students” advised him that Social Security helped them not
have to work while they were also trying to succeed at school. He accentuated that
all “the college students” do it and so he was going to try, as well. In his way, even
though he was asking for government support, Pedro was trying to maintain his
social bases of self-respect by asking for it in a way that was respected in his local
moral world."

About two months after Pedros first hospitalization, he was adapting to the
new medications and applying for disability. He could breathe better on his new
medications, but they also initially made him sleep all the time. However, after
six weeks or so, he reported, “I'm staying awake more often in the day, so it’s still
much better”

After about four months, Pedro was confident that the medication was help-
ing and described using medications as essential to his health care. He was also
delighted to report that he had been invited to his niece’s birthday party. While
at the party, Pedro thought the medications made it possible for him to interact
with other people and enjoy himself—something he felt had become difficult prior
to treatment.
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His family did not talk about his illness, though, and they never agreed to meet
the research team. “When things change for the better, we don't like to talk about
it he explained. “We just kind of let it go. We just don’t like thinking about the
past. It’s kind of where you're like, ‘Yeah, it was a bad scene but blah blah blah! We
kind of blow it off, you know what I mean? We start over and that’s pretty much
how we work. We don’t like to go back unless it’s something real important and we
need to go back. We'll resist something.” For Pedro, his family was a we, which was
highly meaningful for him.

During his treatment, he continued trying to save money until his school lifted
his suspension. He could not afford a gym membership—something he thought
would be helpful for young people struggling with mental health issues—so he ran
several miles each day in the Texas heat. All the while, he kept his eyes peeled for
any sighting of the Liquor Ladies. The local police, he told my team, had promised
him that if they came around again they would arrest them and put a restraining
order on them. He trusted the police since his Dad had served in law enforcement.
Pedro was hopeful that if the Liquor Ladies were arrested, he could finally prove
to everyone that it was not all in his head. He especially hoped his school would
return his student loans that he lost during the semester when those girls harassed
him until he failed his classes.

In his story, we can see how Pedro was slowly securing his moral agency on his
own terms with the help of his loved ones. He built up autobiographical power
by editing the narrative about his diagnosis and experiences with the support of
family.? He insisted that he had long-term PTSD like his Dad, that it was nothing
new for him, and that his family did not object. The Liquor Ladies were real; the
local police were looking for them to arrest them. At the same time, he stopped
posting on Facebook about them because he recognized that it was not helping
him be seen as a moral agent. Whatever the veracity of these statements, they were
helping Pedro heal morally.

With his moral world secure, he accepted medical and material help. He took his
medications and applied for social security disability because the cost to his local
moral world in doing so was not prohibitively high. The people that mattered to him
did not accuse him of being an addict or dependent on the government for accept-
ing these supports. He even claimed that “most college kids were doing it” Once he
stopped sleeping all the time and adjusted to the medications, he was grateful that
they helped him interact with people. He went to his niece’s birthday party and had
a good time. These were also signals that he was replenishing his social bases of self-
respect and expanding peopled opportunities as his family embraced and included
him. By editing his story his own way, Pedro replenished his moral agency, at least
with his family, and in the process moved toward feeling better.

Not everyone had Pedro’s eventual success navigating the minefields in the post-
crisis stages of treatment for psychosis. All struggled with, and at times refused,
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the care on offer: the diagnosis, the medications, and for some, the possibility of
seeking out disability support. Some seemed to strategically use care to replenish
their moral agency in those first few months: these were the treatment users.

Others ultimately refused care. These young people were treatment refusers. Ari-
ana was one of them. Chapter 4 leaves Ariana’s story at the point where she had
been forcibly restrained and medicated, was terrified that the world was ending,
and was waiting for the hospital chaplain. My research team talked to her again
about a week later at the state hospital where she had been transferred (again, she
had no insurance).

During that interview, and several that followed, Ariana reflected on her time at
Shady Elms. She described being discredited multiple times while trying to tell her
own story, which she felt the nurses dismissed as evidence of her delusional para-
noia. However, as with Pedro, her paranoia likely had some basis in consensual
reality. At the state hospital, she shared vivid stories of “war on drugs”-related vio-
lence that she had witnessed as a child, including a man pushed to his death from
a moving vehicle and the arrest and imprisonment of her father when she was a
young teen. She also shared teenage experiences of sexual assault and a recent
miscarriage. She said that her recognizably “Cartel” last name made her a target.

This was “the Conspiracy” that the nurses dismissed during my first attempt to
visit with her. It is quite possible Ariana’s psychotic break had its roots in repeated
traumatic life experiences. However, Ariana told my team that her admission
notes (which she had requested) stated only that she was delusional and confused.

“I guess the counselor, whoever that is, he really didn’t believe what I had to
say about my dad,” she said. This made Ariana feel isolated, misunderstood, and
dismissed, which eroded her sense of moral agency.

Ariana understood that her thoughts were at times unreasonable. “Right now;”
she said in her interview at Shady Elms, “I am just paranoid, thinking that I con-
nect all the dots and it leads to all the information, that cartel and that. And some-
times not even in . . . I'm connecting dots that are not even there”

“And you say you’re connecting dots that are not there?” the interviewer asked.

“Well I kind of do and I kind of don’t”

“Okay, what does that mean?”

“I'm hoping that I am just connecting dots that are not there”

And while she understood that her ideas were “stressing her out,” she had few
opportunities to work through these ideas in the hospital. “I feel that ’'m normal,’
she explained, “and probably everybody else here feels that they’re normal. And I
just need, they say, to take a chill pill. And just pray more and read more. [...] But
they’re trying to erase my identity. Who I am. That’s how I feel.” Many of the young
people the team talked with felt as if no one was listening to them or taking them
seriously. Rather than feeling heard, they felt erased, even “omitted.”
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That a psychiatric diagnosis is made by mental health professionals based on
their own subjective interpretation of what is going on with the patient presents a
problem. At Shady Elms, the psychiatrist on call typically spent about ten minutes
with each patient during their stay in the emergency room. They glanced over the
notes of the intake nurse and then determined a diagnosis to enter into the elec-
tronic health record. This diagnosis was used to decide medical treatment and the
length of stay, prescribe medications, bill the appropriate insurance, and make rec-
ommendations for next steps in care. If involuntary admission was recommended,
the doctor signed paperwork for the judge to evaluate on site (as with Michael). It
also factored into a person’s ability to apply for a psychiatric disability income later.
The diagnosis of a psychotic disorder thus had serious legal, financial, and medical
implications. For the young person, the diagnosis also had major implications for
their sense of self, their relationships with others, and their perceptions of mental
health care.

While looking through the Shady Elms electronic health records to screen for
participants, my team noticed that the psychiatrists typically labeled first-timers
as having a diagnosis of psychosis NOS (not otherwise specified). However, there
was no rule of thumb for arriving at this diagnosis. The psychiatrists I asked at
Shady Elms and elsewhere all had their own tools and tricks for assessing which
diagnosis to offer, making it seem subjective to outsiders, though perhaps not to a
psychiatrist who had been through a decade or so of training.

In addition, psychiatrists and other staff were under pressure to meet with
patients and produce the necessary paperwork about risk assessment, suicidal-
ity, dangerousness to self and others, and so forth, which, as one psychiatrist told
me, “has nothing to do with the patient and everything to do with covering the
hospital’s ass in case of an accident.” The pressures of documentation, the chaotic
environment of Shady Elms, the endless line of people needing a diagnosis, and
the quality and completeness of the notes made by the intake nurse and treatment
team all shaped the doctor’s decisions.

This perplexed many of the youths who expected their diagnosis and treatment
to be based on tangible scientific evidence. In the American imagination, medicine
and its biotechnologies have great potential and engender hope for patients who
use them."” Americans expect technology and science to be part of their health
care. Many youths in our study were skeptical because their diagnostic process
(from their perspective) had involved no scientific evidence.

Corrina was one of these people. A few months after her diagnosis, she told me,
“I think simply because there are no tests, just like with the rest of medicine, you
can be like, ‘Okay, you have diabetes. I've done the bloodwork. This is what we do
for diabetes. But with this, it’s totally different, because nobody knows what’s going
on inside anyone’s head, psychologically or chemically”

Ariana was also a skeptic. She could not understand how her diagnosis had
been made in the absence of any technical evidence.
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ARIANA: What was it they diagnosed me again? [. . .] Psychosis.
INTERVIEWER: Okay.

ARIANA: And T looked up the dictionary what “psychosis” means, and you

don’t put reality—that you're living a fantasy life.
INTERVIEWER: Okay.

ARIANA: T'm like, psychosis? 'm here. I'm all here, you know? It’s just, yeah, is-
sues with my Dad was affecting me, which I realized what my Dad did
doesn’t affect me.

INTERVIEWER: Right.

ARIANA: How do you know there’s something wrong with my brain when you

haven't actually looked at it? That’s what I'm saying.
INTERVIEWER: Right. Right. Yeah.

ARIANA: T'mlike, “Don’t you need to see my brain first to judge it and say there’s

something wrong with it?”
INTERVIEWER: Right. Right.

ARIANA: That’s just my opinion. I'm no doctor . . . But yeah, I didn’t like what
they diagnosed me with. I guess I'm just going to have to stay with this
treatment and prove them wrong. I don’t live in no fantasy life. My life
is as real as his.

INTERVIEWER: Yeah. So, how did that make you feel when—?

ARIANA:

Then the interviewer asked what she thought would be ideal mental health care

in the future.

ARIANA:

It just, it got me confused. I'm like, really? Thats what he thinks? Ev-
erybody has their own opinion, and that’s his opinion . . . I'm still
going to be taking the treatments just to prove them wrong, because
how can they know what’s wrong with me when they haven’t gave me,
you know, they haven't gave me a physical or anything like that?

You examine the brain. I'm like, how can you just tell? How can you
just say, “Oh, that person’s such and such,” because of what they speak?
And like sometimes you can’t express everything you feel. Examine
the brain. Look at—you know, I don’t know what they do or what’s
the process to look at an X-ray or check all of—what’s wrong with the
brain? But like examine the brain first.

Diagnosis literally means “to be known through.” Psychosis has no definitive
biomarkers like a blood test, and so diagnosis is an interpretive process. With
many assumptions being made by the doctor—ideally based on their clinical
experience and sensitivity—a diagnosis so made can have a powerful impact on
one’s sense of identity and moral agency.'* For many people, being diagnosed
with a highly stigmatized and serious illness based on some intake notes and ten
minutes of being asked unusual questions seemed arbitrary and often did not
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match their own version of events. Pedro was being stalked by his father’s ene-
mies. Ariana was just struggling with the situation with her dad. James’s par-
ents were denying the celebrities access to him because they did not want him to
become famous. Miranda’s parents were keeping her from Sean because they did
not want her to grow up.

Given their convictions about what was going on with them, the seemingly
quick and severe diagnoses they received only seeded their distrust of the mental
health professionals, who they felt did not know them. It was disempowering and
sometimes scary for them to be “known” in a way that had such strong implica-
tions based on so little evidence.

Corrina described her thoughts about her diagnosis a few weeks after
her hospitalization:

CORRINA: The one thing that I can say that’s really weird is being diagnosed with

psychosis unspecified disorder, and that freaks me out a little bit.
NEELY: Can you tell us a little more about that?

CORRINA: Yeah. He said that I have PTSD and unspecified psychosis disorder,
‘cause he can't figure out necessarily what’s wrong. So it’s just weird. I
mean, I don't understand why I feel weird, but at the same time I don't
feel bad. It’s kind of like floaty, but at the same time I feel happy, cause
I'm not depressed chemically, so . . .

NEELY: So, what does psychosis mean to you?

CORRINA: Oh, just a break with reality, I think.

NEELY: Yes.

CORRINA: 1Tts kind of scary. I don’t want to intimidate people or freak them out.
just want to be myself again. I just want to be back to the way I was in
high school, but that’s not—I don’t know.

Psychosis is not a word associated with a positive identity in any culture of
which I am aware. Once a person has been so labeled, they feel self-stigma and dis-
tress. As with Corrina, it makes them doubt who they are going to be in the future.

Amy was also anxious about receiving a diagnosis during her hospital stay. “I
don’t know what they’re diagnosing me as or with, though,” she said.

“What do you want them to diagnose you with?” I asked.

“I just want them to just let me go and not diagnose me.”

A few weeks later, Amy observed that it would be nice if the doctors could treat
a person by using technology of some kind. “It would be nice,” she said, “if they
could just hook you up to a machine and see which chemicals are off or what’s
misfiring and just correct it somehow. Maybe just give you some happy pills and
send you away””

Over time, Amy replenished her own moral agency by insisting that her
Adderall caused her to have some psychosis symptoms but that she did not have
psychosis. Notably, though, she—along with everyone I spoke with who was on



114 USERS AND REFUSERS

ADHD meds—desperately wanted the medication back regardless of the possible
connection with triggering psychosis. In this way, Amy retained some control over
the diagnostic narrative and became a “user” of mental health services. She, like
Pedro, decided she did not have to agree with the mental health professionals’ ver-
sion of events. Some might say that this signaled she was sick and lacked insight. I
believe that this resistance helped her move toward getting better.

It sustains young people’s moral agency to be given more space to shape their
diagnoses, especially in the absence of technological ways to “prove” that some-
thing is wrong with them. People can experience psychotic symptoms and meet
criteria for many psychiatric and organic conditions, including bipolar disorder,
major depression, borderline personality disorder, posttraumatic stress disorder,
brain tumors, and temporal lobe epilepsy, as well as psychotic disorders. Referring
to anyone as a person who is psychotic is a culturally loaded term even though it
signals a wide range of possible diagnoses. It is not clear that this diagnostic label
is at all helpful, given the tremendous societal stigma attached to it. Many people
hear “psychosis” or “psychotic,” and they think of psychos and psychopaths—two
derogatory terms associated with extreme social deviance and violence embla-
zoned in the American psyche through popular films like Alfred HitchcocK’s
classic Psycho (1960).

The term schizophrenia or schizophrenic is no better. A diagnosis of
schizophrenia in a patient record can lead even health care professionals to exhibit
stronger negative attitudes.'” Many societal stereotypes are associated with schizo-
phrenia, including dangerousness, unpredictability, and incompetence, that lead
others to have prejudicial reactions against people so labeled. This public stigma
in turn can lead people so diagnosed to lose self-esteem, self-confidence, and
self-efficacy.'® Evidence suggests that this also holds true for people labeled as
medically at risk for developing psychosis—which only shows how much power
these terms exert over people’s self-understanding.”” In addition, public stigma
against people with psychosis has gotten worse over time with increasing per-
ceptions that people with schizophrenia are more likely to be violent than those
without schizophrenia.'®

Of the twenty-four people who discussed their diagnosis with my team, six
people said they had been diagnosed specifically with schizophrenia. All but
one was Black. Only eight Black individuals shared diagnostic information (out
of fourteen interviewed), so it is striking that five out of eight had received the
diagnosis most associated with dangerousness in the public imagination. Indeed,
those who had been given a diagnosis of schizophrenia perceived it as especially
persecutory or punitive.

Veronica, the young African American woman whose sister walked her into the
hospital to gain access to psychiatric medications (see chapters 3 and 4), viewed
her schizophrenia diagnosis as unacceptable. She felt she had been misrecognized
and misunderstood:
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VERONICA: 1do not agree with the fact that they accuse me of having schizophrenia.
INTERVIEWER: Accused you of having, that’s how you feel?

VERONICA: 1ts like you ask for medicine, obviously you may need it. It’s like I
asked for it because they [her family] told me to go get it, but not
because I needed it. I don't talk to myself. Overall, I feel confused
about that whole thing. Of all things, you could have said bipolar, you
could have said something else, but I have schizophrenia.

INTERVIEWER: Do you have any thoughts on why they did that? Do you have any
inkling about why?
VERONICA: Why? Because I hear God’s voice, but it’s not like an audible voice. Its
more like I feel what he’s saying. I sense bad things. I sense good things.
He lets me know. Whenever they said, “Do you hear voices?” I said,
“The only voice I hear is the voice of God.” I think that’s where it rooted
from. I just thought about that. When they asked me that in the very,
very beginning, they’re like, “Do you hear voices that we can’t hear?” I
said, “Yes”” I forgot. I said, “Yeah. You can’t hear them apparently because
I'm here” That sucks, but yeah, that’s the case. Not to be mean or any-
thing. I was upset. My family was supposed to be there, and they weren't.
They were there physically at the moment, but they weren't there.

It is not surprising that Veronica was confused, as were many others. She had been
answering questions honestly and felt that her answers had been misconstrued.
She “forgot” to conceal her relationship with God from others who would not
understand. And her family was not there to help.

Over time, Sofia and her mother worked hard to find a doctor willing to shift
her diagnosis from what they described as “schizophrenia bipolar” to “nervous
breakdown” or nervios—an idiom of distress in Latinx culture associated with
traumatic experiences that had less negative weight to it."

MARIA: Yes, because we did not agree with the diagnosis that she was given, be-
cause what happened to her has to do something with fear and stress.
How do they call it?

SOFIA: Like a nervous breakdown.

MARIA [continuing in Spanish]: It's because the doctor who had seen her before was
not there that time. Unfortunately, he did not give the attention, like he
didn’t really care. So then that is why we were so unhappy. He was like,
“Here is the medicine,” and he didn’t have any kind of conversation
with her and wouldn’t even look her in the face. And I would be like,
“well, this is not a doctor” I was very upset and said I wanted to talk to
another doctor, and so much that we had asked God, and that doctor
was not at work that day. [. . .] We talked to the new doctor and told
her that we wanted to keep seeing her. And, right now, we are seeing
[about more care] because she is not receiving the therapy, because she
needs therapy to be able.
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Maria and Sofia needed a doctor to pay attention and listen to their story before
they could accept a diagnosis and treatment. They also needed that diagnosis and
treatment to align with their cultural values and what they perceived to be a real-
istic representation of Sofia’s experiences. And they, along with the other youths
in our study, needed to know that using the mental health services on offer would
put them back on the path toward getting better, not weigh them down with a
stigmatizing label for life.”” These are all examples of the moral dimensions of care
that are so important for treatment decision making.

There are places in the world where people have tried to shift the stigma that
accompanies psychiatric labels of psychosis and schizophrenia. In India, anthro-
pologist Amy Sousa documented how people diagnosed with schizophrenia were
never referred to as “schizophrenic” by their care providers, nor by their families,
nor in everyday life. Instead, Indian physicians practice “diagnostic neutrality” to
avoid upsetting patients and families, since schizophrenia is a highly stigmatized
condition that can bring shame on an entire family for generations. Why use such
a label when it makes no difference in treatment and can spoil one’s reputation and
social recovery processes?*!

In Japan, the term schizophrenia has been abolished. Despite a good deal of
controversy, in 2002 the Japanese Society of Psychiatry and Neurology changed
the diagnostic label of “mind-split-disease” (Seishin unretsu Byo), a term for
schizophrenia that many argued was outdated, to “integration disorder” (Togo Shi-
tcho Sho).”? The goal was to decrease stigma.” Years later, evidence suggests that
the change has worked in reducing societal stigma and the negative effects that
this stigma has on people’s lives.** There was also a significant decrease in negative
stereotypes about people with “integration disorder;’” and they were less often
portrayed in media reports as being dangerous.*

The United States has seen no move toward an alternative to schizophrenia or
psychosis, even though the terms are heavily stigmatized, not required to access
treatment, have legal implications, and are often upsetting to people and their
families who fear their negative connotations. Those burdened with these labels
must find their own ways to come to terms with the diagnosis. Everyone in our
study struggled; some figured it out. If they did not, they could always refuse the
label—and the treatment.

Latuda. Lexapro. Seroquel. Risperdal. Haldol.

Prescribing antipsychotic medications, like determining diagnoses, is also a
socially negotiated process between patients, families, and mental health profes-
sionals. Some families don’t want their children to use medications, especially
families that believe people who use medications regularly are “addicts” Others
want to “pray it away. Sometimes, the young people in our study did not want
to use medications, and their parents used the threat of losing their housing to
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achieve compliance. For those who did agree to take medications, questions of
which medications, at what dose, and with what side effects had to be continually
negotiated with prescribers. The person doing the prescribing changed frequently,
especially at the early stages, and was often assigned based on insurance access.
Prescribers might include psychiatrists but, outside the hospital, were more often
general practitioners, physician’s assistants, or nurse practitioners with varying
degrees of experience with psychiatric medications.

Many of the young people tried to avoid medication completely when they left
the hospital. Some wanted to drink alcohol or not have to take these new medica-
tions the rest of their lives. Often, they found the side effects—which could include
memory loss, stuffy nose (as Pedro noted), restlessness, itchy skin, excessive daytime
sleepiness, sexual dysfunction (such as impotency), excessive hunger, disrupted
menstruation, cardiac arrythmia, postural hypotension, sudden cardiac death, or
weight gain—to be intolerable.”” One study suggests that tardive dyskinesia—or the
onset of irreversible and uncontrollable twitches and tics resulting from antipsy-
chotic medication use—affects around 7 percent of first-episode patients who use
older antipsychotics like Haldol and Thorazine, the same medicine that Corrina
was using.”® This proportion is significant among people prescribed these drugs for
short-term use. In the same study, the newer antipsychotics caused less incidence
of tardive dyskinesia, but still affected 3 percent of first-episode psychosis patients
who used them and were also more likely to cause obesity and type 2 diabetes.
One starts to wonder why anyone would take these medications.

Pedro had to be hospitalized a second time before he asked for different med-
ications. The first medications made him feel congested and as if he could not
breathe. After his second hospitalization, his family supported him by taking him
to follow-up med checks with a nurse and helping him pick up the prescriptions at
the pharmacy—support that was needed to keep him on the medications until the
side effects were manageable.

Other mental health treatment users in my study had medication-oriented
support from their loved ones—typically a family member—as they navigated
prescriptions and side effects. Corrina, for example, tried six different medica-
tions with the help of her mother Sandra’s advocacy, insurance, and support. They
talked about this support with me during Corrina’s first interview at home, though
Sandra did all the talking:

SANDRA: Thank God, she's—this is the sixth antipsychotic medication, and this is
finally starting to work okay on her. Yeah, we went through six of them.

NEELY: That’s alot. It's only been a few weeks.

SANDRA: Oh, absolutely. Because she went through one almost every week, ev-
ery week, every week, and it would get to the point on the weekends
I was kind of dreading it because that's when she would just have the
reactions and stuff. One of them was so bad, I mean, we thought we
were going to have to take her to the emergency room.
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NEELY: What kinds of—?

SANDRA: The tremors, the arching . . . almost convulsing and stuff, because these

are heavy-duty drugs.
NEELY: They’re powerful.

SANDRA: Yes. And so we watched her constantly and stuff, but thank goodness
this Haldol that she’s taking—and that’s the minimum she’s taken. I
mean, and the doctor said, “I can’t increase it anymore because you are
so sensitive to it”"—

NEELY: To the tardive dyskinesia symptoms?

SANDRA: Mm-hmm. She’s highly sensitive to it and stuff. And so it seems to
be working okay. She’s on a mood stabilizing, the Lamictal, and that
seems to be helping her. [...] They’re all supposed to help you just put
your computer back in order, and that’s the way I tried to tell Corrina.
I said, “Think of it as your brain is the computer and you’re going
through a major overhaul, and so they had to go ahead and unplug it,
and they’re having to redo every program in there”

NEELY: She’s rebooting.

SANDRA: Yep. Rebooting. Exactly.

At times, Corrina wanted to quit her medications, but Sandra told her she
could not live at home unless she took them. In another interview a few weeks
later, Corrina shared more:

CORRINA: 1 think I'm at the point where I've realized I can’t refuse any help any-
more—it’s not an option. If I want to keep my lifestyle that I have now,
which is—there is no alternative, so you just have to cooperate.

SANDRA: Well, there is an alternative, you just don’t have a place to—you know.

CORRINA: Well, I wouldn’t want to go back to how I was. I'd rather just keep going
up steadily.

NEELY: Okay, so you're not refusing help you’re just—

CORRINA: Yeah, I'm accepting it.

Corrina also received psychotherapy. She told me that she really appreciated the
help of her therapist, especially with stress management. “I think probably the ther-
apist being able to tell me, “This is how you deal, worrying about this problem’ That
really helped because that was one of my main problems. I would just get so worked
up and so worried about something, that now I have an experience to draw back on
and just calm down. It helps to have that person there now, really reassuring you.”
Given that psychosis has a lot to do with stress, a therapist who can help the person
manage their response to stress is a valuable item to have in the toolkit.

Several young people identified therapy as an important piece of care that they
were not receiving, regrettably, even though therapists present a peopled oppor-
tunity that can help a person work through the grief and shame related to their
psychotic break to move toward recovery.?” One Latina named Lola said what she
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wanted most was to receive “a lot of counseling. I think I really need somebody
to talk to so I can express my feelings, cause once I talk about it, I feel better.
Somebody heard me, you know? And I need someone thats not gonna judge me
or assume things about me.” Finding a nonjudgmental space was hard, but it was
important to help restore their sense of moral agency while using care.

Yet, while most young people in my study were not being offered therapy, they
were being offered powerful medications that had strong side effects, with few
directions about how to deal with them except not to drive for six weeks while
they adjusted to their medications, and to stay away from alcohol and drugs. Those
whose parents were not helping them understand their medications, advocating
with them for better medications with their doctors, or requiring them to take
their medications regularly to access material supports like housing had trouble
seeing how medications were helpful. Experiencing negative side effects such as
slowed thinking or speech that limited their ability to work, go to school, and
connect with others further challenged their sense that using medications was a
good idea.

Michael, for example, struggled a great deal with side effects and ultimately
decided not to take any medications. “I don’t think [the doctors] know what they’re
doing,” he said. When the interviewer asked why, he gave an example: “One doctor
at [the state hospital], he said that I'll be able to function if I take the medicine.
And, I don’t know, I didn’t really, like, feel able to function.” He continued:

I think he said maybe not all the way back to normal or something like that, but I
don’t know. Like, another doctor was, like, “Yeah, you'll be able to go back to school,
and you know”—I don’t know, saying I could go back and talk to friends. I don’t
know, just like it's hard to explain, but it doesn’t feel—like I think they think the
medicine will take you back to like normal, like how you were before the illness.
But me, if 'm watching the Today Show or news, I could see the difference in how I
perceive things and how the news is, like how reality is. My reality doesn’t seem the
same as theirs.

Michael understood that he had schizophrenia and that he thought differently
than the people around him, but the medications—from his perspective—did help
him function better. First of all, they made him impotent, and Michael wanted to
have a wife and children.

MICHAEL: It’s almost better to have the schizophrenia and still have your body
parts working like they should. It’s like if something is pros and cons,
like, would you still want to have schizophrenia but still have your
male organs working like they were.

INTERVIEWER: Feel more like a—

MICHAEL: Like a man. [...]

A few weeks later, Michael was still struggling. “It’s better, like, cause you know
now I wouldn’t hurt my family or nothin’ like that, but it’s bad because I don't feel
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good. [...] I don’t feel normal, so that’s the bad part. But it did make me, like, more
rational . . . At least I can be with my family, but [. . .] I kinda lost my identity. [. . .]
I lost my personality. Like I don't know who I am really”

Michael’s family listened to his concerns. They wanted what was best for him.
The doctor told Michael he needed to take his medications for life, but neither
he nor his family could imagine a life with the medication’s side effects, and no
one liked who Michael became after the psychotic break, which they associated
with the medications. In the absence of any signs that he might harm them, they
decided he could stop taking his medications after five months or so. Michael’s
family did not seek additional mental health care, and Michael became a treatment
refuser. The team did not see him again after that point.

Other young people had doctors who helped them see the value in their care,
especially by helping them tinker with their medications—changing, adding, tak-
ing away, tapering. This seemed to help people want to stay in care. Four months
into the interview process, Gideon mentioned that he continued to use mental
health care because he had a good relationship with his prescriber:

GIDEON: 1 talk to her, and we talk about my life. What Id mention is working,
what is not working, what is giving me fat . . . For example, the medi-
cine I used to take is getting me all plumped up, a little bit, so she was
like, “Let’s cut it oft” I like her, I like her a lot; she just told us, “Cut it
off;” because I hated our medicine, makes you sleepy. [. . .] See, last
time you came, I was really sleepy.

NEELY: Yeah, you were really sleepy.

[..]

GIDEON: I'm taking a new one, which doesn’t make me feel sleepy, it makes me
active and everything. [. . .]

NEELY: Have you had the same [prescriber] the whole time?

GIDEON: T used to have [a different prescriber], but she wanted us to take things
slower because she didn’t want to take the meds off. This one, though,
she listens to you, she does things fast for you . . . I just like the new
one because she listened to me, and she cut off the medicine, and she’ll
give me anew one. [...] They're just doing their best to try to make me
better. I don’t feel anything. I actually enjoy going to her now. We can
talk, she answers what’s going on.

Clearly, an interactive partnership with his prescriber helped Gideon to navi-
gate his side effects and to choose to use treatment. He saw some of the benefits
of his medication, but he needed time and a supportive prescriber to really move
forward in the process. Gideon was able to find one after his original prescriber
“left” (they did not tell him why or where) and he was assigned to a new provider.
Gideon had regional insurance.
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Ariana refused further mental health care, including medications. It wasn’t so
much the side effects, though by the third week she was complaining that “the
medicine makes me feel like a robot.” She knew she should probably go back to
the doctor and ask for a lower dose, but no one encouraged her to do so. But what
really made her dismiss medications was that her local moral world was not sup-
portive of people who used medications. Her family made fun of her visit to the
“crazy house,” and a coworker gossiped about her. The stigma at work became so
intense, she quit her job. Ariana also worried about developing a substance use
disorder like her Dad.

Ariana had originally wanted to prove to the doctors that she was not out of
touch with reality by being a “good” patient and taking her medications, but after
it had serious social consequences, she decided instead that she wanted instead to
prove the people wrong who were gossiping about her. So she quit her job, even
though she was finally making enough money to save up for college, stopped tak-
ing her medications, and drove to another state to help her brother with his new
baby—a fresh start.

Ariana took back some autobiographical power by dissociating herself from
mental health care and calling it all a mistake. She found a meaningful social role
by caregiving for her nephew, which was also a peopled opportunity. Her family
was instrumental in making this happen. They gave her a chance. What is impor-
tant here is that refusing care made more sense in Ariana’s local moral world, as
it did in Michael’s and in many others. Ariana hoped that family support would
be enough to help her get by without medication. For as long as the team was in
touch, it was working out.

Other young people in our study also mentioned their fears that using medica-
tions was a kind of addiction. Lucia, the young mother who had to stop nursing,
quit taking her medications after her husband accused her of “popping pills”—an
activity he compared to abusing oxycodone.

Others who had been abusing substances prior to their hospitalization were
confused that they had to use more chemicals to get better. As one white woman
who had a cocaine use disorder said, “I feel like I'm not really sober to have this
to medicate with. But [the doctors] are like, ‘No, it’s different when you have a
prescription!’ [The doctor is] like, “You don’t want to hear voices again, do you?’
I'm like, ‘No? He’s like, “Then, you have to take this’ Yeah, I've been on that since I
got out of the hospital”

Young persons whose families had a negative perception of psychiatric medi-
cations or of people who used them typically refused mental health care. Keep in
mind that their family is often the only material and moral support young people
have when they are discharged from the hospital. Coworkers, roommates, and
friends have often disappeared or are gossiping about them—or at least that’s how
the young people the research team interacted with saw it. If their family did not
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want the young person to pursue mental health care, then it was not at all clear to
them how using medications or seeing additional mental health providers would
help them be seen as good people in the only local moral world to which they still
had access. Back home was the place where many of them had felt safe before they
tried to go off and make their own way in the world. Many needed to feel well
received in that context at least.

Some young people who refused treatment had families for whom using medi-
cation signaled a lack of religious faith. Markus’s parents were divorced. His father
was African American, and his mother had immigrated from Africa. Even early
on at the hospital, when asked about ideal mental health care, Markus indicated
that he was not planning to use medications for his psychosis. “Hmm,” he said in
an interview, “if mental care was better, maybe if they prescribed less medications
and spoke to more people about their issues, I think that would be better. Because
some issues can't be solved by medication unless it’s like a biological thing”

Over the next several months, Markus’s mother, Hazel, also maintained that
he was under spiritual attack by a jealous relative who had sent a powerful curse
his way. She believed his problems were caused by demonic forces. When asked
about whether Markus was using medications, Hazel replied:

No, [Markus] is not on any meds right now, and really, to be honest with you, he
doesn’t need any medications, but spiritual intervention is what he needs, and
he is getting it. So I may sound naive to layman Americans. They will be like, “She
is crazy—what the hell is she talking about?” But I am in the medical field, and I
know what I am talking about, because the root of his problem is not physical. It’s
not physical.

Hazel explained that she used the hospital strategically as a kind of holding
tank—a place to keep her son safe when he seemed dangerous. She dropped him
off but did not go with him or visit, because “there is no point pouring water on
a stone. Right? If you want to pour water you want it to sit and collect; there is no
need discussing it because [the medical professionals] won’t understand it. Where
will I start? They won't even understand it. So I let them say whatever they want.
[...] Admit him. Fine. All I needed is shelter, and then I'll go back to my praying
place and start praying”

Hazel fasted and prayed for him while he was away. Then, when Markus was
discharged from the hospital, she explained,

they do referral for him to follow up and stuff like that. Then [Markus says], “Oh,
mum I'm not going to do it. Mummy, 'm not doing it. 'm not taking these medi-
cines. I'm not going there; 'm not doing this. 'm not” And I don’t force him; the
reason why I don't force him is because he doesn’t need medical intervention. [. . .]
I'm into now praying that God should intervene completely, so he can be a normal
kid and go back to school, and finish. You know, God is in control.
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Markus remained a refuser throughout the study. It made no sense in his local
moral world of family and church to do anything besides pray for a total interven-
tion from God to alleviate the intense spiritual attack on him. The one thing his
mother thought would be helpful was a life coach—someone could advise him to
study and continue to better himself. She thought it might be especially helpful
to hear more about people who had experiences like Markus’s but were also suc-
cessful so that he would be encouraged by their stories and learn some strategies
for success. This option made sense to Markus, his church, and his family—his
local moral world—as a way to boost his moral agency and material resources;
medical interventions like accepting psychiatric labels and medications did not.

I hope it has become clear that diagnostic neutrality or flexibility can be helpful
for moral agency. Flexibility around pharmaceutical and psychosocial options for
treatment is also needed. It is no longer medically true that a person who has psy-
chosis needs absolutely to be on medications the remainder of their life, but this
is not always clear to youths. It is not even clear to prescribers, who have varied
levels of knowledge about psychosis. The literature itself is confusing and often
contradictory. One study on young people experiencing early psychosis found no
difference, at a two-year follow-up, between treatments that used antipsychotics
and psychosocial interventions together, and treatments that used only psychoso-
cial interventions.”

It does seem that being prescribed antipsychotic medications with powerful
side effects for the rest of one’s life in order to treat a psychotic disorder at times
does not support people’s moral view of themselves or what it means to be a good
person. It uses all the wrong terms and ignores the strategies that young per-
sons and their families employ to remain well morally—which they often choose
over medical wellness when they perceived the two as conflicting. Longer-term
research with a larger sample is needed, but this work calls into question whether
medications are necessary if good moral supports are in place. It also suggests we
may need to do more research on who is responsive to psychosocial supports,
which ones, and why. I anticipate that the ways those psychosocial supports align
with and even enhance what is upheld as good, beautiful, and true in the person’s
local moral worlds is key.

The young people in our study who used care did so because it made sense
in their local moral worlds. They needed to restore moral agency by accessing
autobiographical power, the social bases of self-respect, and peopled opportunities
to work toward living meaningful lives as valued adults. Even if they were often
not able to choose their initial diagnosis and treatment, they did want to choose
the relationships with people who defined what it meant for them to be a good
person, and they wanted to be seen as moral agents in the eyes of loved ones. This
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TABLE 1 Frequency of factors that participants identify as key to treatment decision making

Factor All participants Young adults Key supporters
(N=37) (N=18) (N=19)
Rank N % Rank N % Rank N %
Desire to get back to normal 1 36 97.3 1 18 100 1 18 947
Care on offer is not enough 2 29 784 4 13 722 2 16 84.2
Police involvement 3 26 703 3 14 778 3 12 63.1
Feeling worse 4 25 67.6 3 14 77.8 4 11 579
Relationship repair 4 25 67.6 4 13 722 3 12 63.1
Paying for care 5 23 62.2 2 15 833 6 8 421
Living independently 5 23 622 3 14 77.8 5 9 474
Distrusting diagnoses 5 23 62.2 5 12 66.7 4 11 579
Social substance use 5 23 622 5 12 66.7 4 11 579
Feeling disempowered 6 21 56.8 3 14 77.8 7 7 368
Transportation issues 7 20 541 5 12 66.7 6 8§ 421

SOURCE: “Table 3: Ranking of factors identified by young adults and key supporters as affecting treatment deci-
sion making after the young adult’s initial hospitalization for psychosis,” in Myers et al., “Decision Making about
Pathways through Care,” 187.

drove their decisions whether to accept treatment, regardless of whether they were
users or refusers.

In fact, contrary to my early expectations, there were not many clear and
striking differences between the lived experiences of users and refusers prior to
initiating treatment or during their early hospitalization experiences. Both groups
had extreme symptoms and serious emergencies leading up to their hospitaliza-
tions. Each group had both positive and negative experiences of hospital care.
Both questioned the science behind the diagnostic process. Both experienced
difficult side effects from psychiatric medications. Both resented and resisted their
diagnosis and the stigmas, the stereotypes, and the questioning of their ability
to be in touch with reality and their ability to be a good person. Both wanted to
reconnect with family, friends, and employment and educational opportuni-
ties as quickly as possible. My team analyzed the data from 37 participants—
18 young persons and their 19 key supporters—to identify what was most impor-
tant for them in terms of treatment decision making, separately and overall; table
1 summarizes our findings.

Strikingly, everyone—users and refusers, youths and families—wanted to “get
back to normal,” however that was defined in their local moral worlds. The differ-
ence lay in whether they saw using mental health care as a means to that end. I
have previously referred to pathways to care—the ways that people first came into
contact with the mental health care system. Here, I am referring to the pathway
through care—a pathway that helps people get back to normal, to their everyday
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lives, and so move on from the fallout of a psychotic break.’! In most of my work,
pathways through care highlight how we can keep young people engaged in ser-
vices that they need. But writing this book has made me realize that—for some—
this pathway means refusing services.

Refusers needed, more than anything else, care and support from other places—
most especially their family. They relied mostly on moral and material, instead of
medical, support because either medical support was not necessary to gain access
to moral support or because it impeded that access. It is likely that most young
people would benefit from all three forms of support, but service providers need
young people and their families to be on board morally to make that happen.

Changing how youths and families and society at large perceive medications
or diagnoses is not easy. There is not one obvious intervention for all. Change will
require following the old social worker adage of “meeting them where they’re at,
but also knowing where they want to be, and with whom, and how to help them
get there in a way that is meaningful to them and the people they want to care
about them, gently and over time.

People who used care and came to appreciate it, such as Gideon, Sofia, and
Miranda, had prescribers who were more flexible about diagnoses, medica-
tions, and dosages. The people who stayed in care often described shopping for a
provider until they found one who listened to their concerns. Therapy was also
an important component of the care that users found to be helpful, but not all
insurance covers it.

As is true for many of the problems I unpack in previous chapters, there
are solutions available. Many of the solutions brought up by the youths in my
study pointed toward the family offering material and moral support, as well as
well-informed medical decision-making encouragement early on. The following
chapter takes us out of the hospital and focuses on what happens when young
people return home and how challenging efforts at this stage can be for youths and
families trying to get back to normal.



Homecoming

As a system I think it’s very broken, very not helping. [. . .] You don’t know
when he will do what and you need, like, support. Okay, we will allow this
24-hour person to keep an eye, or for you to—for everything you have to
worry about, insurance, for everything you have to worry about.

—MALA (JAMES’S MOTHER), PHONE INTERVIEW, WEEK 12

Sage had been at Shady Elms for nearly a month without being transferred to the
state hospital when she was finally sent home. She stayed there longer than anyone
else we met. Sage had private insurance, so maybe that made a difference. It struck
my team as worse in some ways than the state hospital because Shady Elms was a
chaotic, transient environment not set up for longer-term stays. The other patients
were coming and going continually and were always in the throes of dealing with
the first few days after a crisis since most were discharged or sent somewhere else
within a few days of admission. But not Sage.

To get permission to leave Shady Elms, Sage claimed, the doctors wanted her
to accept antipsychotic medications. She had arrived against her will and did not
want to take anything. She just wanted her Adderall back, but the doctors wanted
to detox her from Adderall, which they thought had triggered her psychotic
symptoms. When she finally agreed to take what the doctors prescribed, after sev-
eral weeks of refusing them, she was given a long-acting injection of Abilify, an
antipsychotic medication that could last up to thirty days on one dose.! After the
injection, the hospital discharged her and Sage had nowhere else to go but home.

It was the winter holiday season, one month after her discharge, when my
research assistant and I first visited Sage and her parents in their stately, two-story
brick home in an upper-middle-class Dallas neighborhood. The neighborhood
glowed with holiday lights. Every house had an upscale SUV parked in the drive-
way. It felt a bit like a movie set.

I was not sure what to expect. In the hospital, Sage shared stories about her
parents and how they lied to have her admitted—twice before for depression

126
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and this time for psychosis. It was really her parents who were crazy, she said.
Since this accusation was troubling, one of the research team members followed
up with hospital staff. This was a first break of psychosis, the clinicians caring
for Sage insisted. Her former hospitalizations were related to depression. This was
different. She had been taking Adderall and her blood work when she was hos-
pitalized showed a high level, which may have triggered a psychotic break. How-
ever, the effects of the drug would have worn off in a few days and Sage remained
psychotic, according to the staff’s clinical assessment.

Whose story to believe? I wondered. I hoped a home visit might bring clarity.

Sage’s father, Harvey—a stout African American man with kind eyes—answered
the door in a nice oxford shirt and fleece pullover. He struck me as the epitome of
a loving, calm father. He welcomed my research assistant and me in and had us
sit down.

His wife, Rhonda, who also identified as African American, took longer to
appear. She had dyed blonde hair and a smattering of freckles. She had dark circles
under her eyes and looked very tired.

Sage appeared last. Her hair was dyed bright red, and she looked very thin. She
also had, as I wrote in my notes at the time, “the funny look of psychosis on her
face, that sort of wild-eyed energy [. . .]. But it was low-grade, not super intense.”

On this visit, my research assistant and I split up and talked to Sage and her
parents separately. I visited with Rhonda and Harvey at a wooden circular table
in their chef’s kitchen. Their little dog was nearby, barking persistently through a
baby gate.

Her parents leaned in and spoke in hushed tones, afraid to be overheard.
Rhonda said she had initially been worried that Sage was abusing her Adderall,
so she hid it while she was out of the house one day. Sage became very angry,
threatened her with a broom, and took her mother’s car.

Harvey showed me a video Sage had made with her phone while she was in the
car that day. He had her phone with him, which made him extra nervous because
he was afraid she would come in and see us watching something on her phone.
They were pretty sure she had not seen the video herself and had not pointed it out
to her. They were not sure how she would react.

In the video, Sage was sitting on the side of a highway. Vehicles flashed by out-
side the window, which was completely rolled up. She looked very distressed: tears
poured down her face, her makeup was badly smeared, and her lip was trembling.
On the recording, Sage said that God was moving her car home and so she just
needed to sit there and have faith even though she was out of gas. It was clear that
the car itself was not moving and that the windows were up. The date on the video
indicated that it was filmed in August—inevitably, a hot summer day.

Rhonda had called the police when Sage took the car to report it stolen, so they
were looking for Sage. When they found her, the police, basing their decision on
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her family’s story and her behavior, transported her to Shady Elms, where she was
admitted involuntarily for being dangerous to herself and others.

Now that she was back home, though, everyone felt the family’s living situation
was extremely tense. Her parents wanted a family therapist to help them under-
stand how to monitor an adult child living in their house:

HARVEY: So we're trying to figure out, as a grown-up and as an adult, what can
we do to help her? I think maybe family therapy with her individually
and with us collectively, cause the two have to play hand in hand. We
need to all be in sync.

NEELY: Yeah.

HARVEY: ’Cause bottom line, she’s coming back home for now, and then hope-
fully, at some point, she can get on her own feet if she wants to live
on her own. But we want her to take care of herself properly if shed
choose to do that. For right now, she needs someone to monitor her
care.

In the other room, Sage and my research assistant were talking about Sage’s con-
cerns, which were focused on the side effects of Abilify (her long-acting injectable
antipsychotic medication), her need for Adderall, and her feeling like an empty
hole. She had not really been in touch with friends.

SAGE: They all know—well, some of them know I was in the hospital. It was
kind of stupid, you know what I mean? It’s just kind of embarrassing,
s0—

INTERVIEWER: Okay.
SAGE: Tjust leave it alone and I don’t want anyone messing with me.
INTERVIEWER: Okay. What do you mean by messing with you?

SAGE: Oh, I'm sorry. Just thinking it’s funny, the fact that I was in the psych
ward, because it’s not funny, you know?

INTERVIEWER: Yeah. No, it’s not funny at all. If anything, it’s a tough experience in life.

SAGE: Yeah, it really is.

Sage also did not feel she could talk to her family or siblings. She was
afraid she might end up back in the hospital again if they started lying about
what she said.

“I really don’t have anyone to talk to, that I could talk to. I just do what I do, I
guess, basically just study, try to study”

Sage rarely left the house. She did not want to do anything that might lead her
back to Shady Elms. From her perspective, they would take away her newly reac-
quired Adderall and force her to take medications with terrible side effects that
would limit her future.
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SAGE: 1 mean, that’s why I've been hesitant to go back.
INTERVIEWER: If you felt like you were having a breakdown, would you be inclined to
tell anyone?
SAGE: No, not after that.

Sage knew the solution to her worries: don’t ask for help even if you need it. You
cannot end up back in the hospital again. Many refusers felt this way.

After Christmas, when my assistant and I visited her family again, Sage looked
skeletal. Her pupils were so dilated that they were black as night—a look I strongly
associate with psychosis. I wrote in my fieldnotes: “Sage doesn’t look like herself”

Sage clearly wanted to air her grievances. Rhonda looked exhausted. Her eye-
lids drooped and her hair was pulled to the side in a hasty knot. She kept her
head propped on her hand, squashing up her cheek like raw dough. The whole
scene was fraught. I wanted to leave. I feared that Sage would snap and do some-
thing that would force me, under the regulations of my research, to reach out to a
clinician for help or possibly emergency services, which I knew would be against
her wishes.

Sage was fixated on the idea that her psychotic break was caused by a psycho-
logical crash that occurred when Rhonda took away her Adderall after she dis-
agreed with her about their religion.

SAGE: The next morning, I woke up—my medicine was gone. I went and got
it again [from another doctor] —my medicine was gone. You can't take
people’s medication and I had too much going on. And if I believe that
[states religious beliefs that her parents do not support], and I choose
to believe that, I am [her age as an adult].

NEELY: Right.

SAGE: That's my choice. I don't care. That doesn’t mean you're psychotic.

[...] That boundary is not understood by them.
NEELY: Right.
SAGE: 1It’s not illegal.

As we were talking, Rhonda burst into tears. She could barely speak. She said
schizophrenia ran in her family. She said her mother and sister and two cous-
ins also had it. Rhonda was sobbing, raw in her unprocessed grief over what had
happened in her own family due to mental illness. Feeling insulted, Sage became
more agitated.

SAGE: I'm not a child, that is—I'm not illiterate . . . [ have a little bit of sense,
you know? [...] All T need is to be left alone because 'm a person. I
think pretty well, I say. I think of things both ways, and I think the best
for me is to move on, so they don’t worry about having to control me.
Because I'm sure that’s not healthy for them because I'm saying no and



130 HOMECOMING

they’re saying yes. It's more one of those battles. So, if I demolish the
battle instead of continuing it by not going home, I think that’s all
the mental health care me and my family need.

Sage wanted to move out so that she had more independence to experiment
and make her own mistakes. This was part of developing moral agency—oppor-
tunities to try and fail—and she did not feel that she was getting this at home. As
someone in her early 20s, she longed for a little room for experimentation and
opportunity to be “bad” or make “bad” decisions.

SAGE: So sometimes it's not all psychiatric, I don’t think. Some things are
decisions you just choose to make and it’s not—
NEELY: That other people think are bad decisions, but it doesn’t mean you’re
crazy, it just means that you made a bad choice, right?
SAGE: Yeah, so I think some things can be talked through versus just meds
thrown at them to make them sleep.

Before our last interview, Sage did move out of her parents’ house and in with a
relative who lived nearby. She had less tension with this relative—someone she had
always loved and trusted. She was also helping care for her grandparents, cooking,
and cleaning for them in their home nearby. Sage felt that her grandparents were
“the only people I really have that I can talk to”

She stopped trying to go to school or work and instead decided to apply for a
disability income, though the government often denies disability cases for people
like Sage who refuse treatment.’ At her last interview with us, Sage showed no
interest in a long conversation about what might be going on with her. She just
wanted to move on.

By the time we parted ways, Sage’s parents and extended family seemed to be
helping her replenish her moral agency by giving her a chance to try out a new
kind of story about herself with a new audience outside her immediate family.
Sage had some peopled opportunities through this extended family. They did not
seem as caught up in the nuts and bolts of her life choices or religious beliefs as her
parents had been—or, if they were, it did not come up. They recognized her as a
“good enough” person even if she had made some mistakes. They understood that
she needed time and space and patience, which they offered.

All her family also seemed to understand that she did not want to take any more
antipsychotic medications, and they supported her in that choice. They accepted
that she needed Adderall to feel whole, and for better or worse, she continued to
use it. They assisted her in finding a social role that helped her secure some of the
social bases of self-respect by contributing to the family, which meant caring for
them. They also gave her material support by offering her a safe place to live away
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from her parents. Offering Sage access to material and moral support did not cure
her psychosis, but it did enrich her everyday life and redirected her toward feeling
loved and valued as an adult, which moved her in the direction of restoring her
sense of moral agency.

Many of the young people in our study experienced a lot of family tension; “family
tension” was the most frequently applied code in our data set. This recurrence may
in part reflect the fact that 75 percent of the youths my team interviewed lived with
their family in the month prior to their psychotic break, so the family had at least
witnessed and were often directly affected by the events surrounding the mental
and moral breakdown.* After the young person was released from the hospital,
they often had to return home—back to ground zero—the site, for many of them,
of at least some of the events that had led to their hospitalizations.

Once they came home, most had to live with their family despite persisting ten-
sions and misunderstandings over what had happened: Whose version of events
was correct? Why did the family have the police take them away? Trust had eroded
on both sides.

An emergency psychiatric hospitalization moves people in the opposite direc-
tion of breaking free, becoming independent, and having their own home, roman-
tic partner, and career. After their hospitalization, the young people in our study
initially relied on other people for material support such as transportation, food,
housing, cell phone payments—really, for everything. Even if a young person tried
to gain some financial independence by applying for disability income, the process
can take years. Federal law requires young people to show evidence that they have
been experiencing “serious and persistent” medically documented symptoms for
at least the past two years.”

They must also be in treatment. Under federal social security laws, individuals
are not entitled to benefits if they fail, “without good cause, to follow prescribed
treatment that is thought to lead to the restoration of their ability to engage in sub-
stantial gainful activity”® There are of course loopholes in the law about who does
the prescribing, whether or not it would help a person return to “substantial gain-
ful activity,” whether or not a person has a religious right to refuse, and whether
or not they are incapacitated to the point that refusal is part of their inability to
understand the consequences of not following the treatment. These determina-
tions are made on a case-by-case basis and so are subject to the young person
and their lawyer knowing the rules, the interpretation of a judge who hears the
case, the skill of the lawyer presenting the case, and the young person knowing
about any of this procedure and having access to a lawyer.

Amy (introduced in chapter 2) also had a family history of long-term hos-
pitalization for schizophrenia and her own history of Adderall misuse. She had
accused a family member of molesting their own children. Her family struggled
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to welcome her back home, but they were trying. Unlike Sage, Amy used treat-
ment, including antipsychotic medications, which her family insisted on for her to
receive material support, which she needed. However, the medications made her
very tired, and she gained a lot of weight. Most days, she did not feel like going to
work and even getting to an interview was a challenge without a car.

During that time, Amy depended on her brother Robert for material support.
She had moved back in with him after she got out of the hospital. However, she felt
disillusioned. “I hate being reliant on other people. When you need help you have
to bite your tongue about things, you have to kind of just accommodate every-
one around you because you are dependent on them. Then you get to a point
where you just feel like a shell of yourself. You never stand up for yourself or be
who you are. I'm just sick of that feeling”” It was hard for Amy—and her family—to
view her as a good person when she was not working, even if her medications were
contributing to her lethargic behavior.

Like Sage, Amy felt embarrassed, wished her family did not know about her
psychiatric hospitalization, and wanted to move on. And, also like Sage, Amy felt
that her family was now questioning her intelligence:

AMY: Basically, just there are some stigmas with my family of that happen-

ing. There’s some sarcasm about it.
INTERVIEWER: Like what kind?

AMY: Like, “Oh, whatever, youre crazy;, blah, blah, blah. I mean, it was
an incident. I was taking a lot of Adderall. I wasn't sleeping prop-
erly. I was in a very negative circumstance with living with my sister.
It was stressful. I wasn't eating healthy. I wasn’t sleeping healthy and
there’s a ton of stress. I was in a town that I had never lived in before. I
didn’t know anyone. I didn’t have a good base of friends to talk to, you
know?

INTERVIEWER: Right. You feel like your family doesn’t understand that? They’re just
stigmatizing or . .. ?

AMY: There’s a lot of that going on. I mean, there’s a lot of sarcasm. People
don’t talk to me as much about things, because, I don’t know, I feel like
they discredit my intelligence now, if that makes sense.

INTERVIEWER: You feel like that’s very starkly different from how it was earlier?

AMY: Yeah.

Some people felt infantilized. Ariana talked about trying to convince her mom
she was not a little kid anymore. Miranda talked about being babied by her family.

MIRANDA: Like, my clothes, for example, I've asked them, “No, let me fold up my
clothes. Let me do it. I can do it on my own.” Or, “Let me make my cup
of coffee” It’s just small things. Like, “Don’t try to baby me; I can do it
by myself”

INTERVIEWER: Do they baby you a lot?
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MIRANDA: Yeah, they kind of do. But, you know, they’re coming to realize that
I'm not a baby even though I'm going to be their baby girl forever, you
know?
INTERVIEWER: So, you're striving for more independence and . .. ?
MIRANDA: Definitely.

A young person’s moral agency is not something they develop on their own; it is
built in relationship with others, and the first group of people with whom they
build it is usually their family. After a mental and moral breakdown, a lot of the
young people we worked with turned to their families to help them repair their
sense of moral agency, but this negotiation was really hard. A psychotic break at
home blasted into that safe space. It called the young person’s moral agency into
question with their core people, the people who knew them best, and casting that
into question was frightening and disorienting—not just to the young person but
also to their family and key supporters. Letting go of a happy, healthy young adult,
and allowing them to make their place in the world, is hard enough. But allowing
someone who had, in a confusing, unexpected, radical, and highly visible way,
failed to launch to now try making their own decisions again—as necessary as it is
for replenishing moral agency—was daunting.

Opverall, my research team was able to talk to 19 key supporters for 18 of the
young people in our study. Some families—such as Pedros—wanted nothing to
do with my research team. Others had language barriers like Mohammed’s mom,
who only spoke Arabic. A few key supporters talked to us during our visits or
phone calls but did not want to go on the record officially and so are not included
in the count.

Research on carers for persons with early psychosis (a term similar to key sup-
porters) shows that three-fourths of carers are women and three-fourths are a par-
ent, indicating that many are the cared-for person’s mother.” Similarly, most of the
young people in our study described their mothers as their key supporters. These
mothers walked the line between keeping their child safe and allowing them to try
again. Many were stressed by the perceived need to monitor or surveil an inde-
pendent adult child after their mental breakdown. Moreover, not all families had
the material resources to manage the situation. For single parents who worked,
providing this sort of care was a huge challenge. Everything was overwhelming—
the situation, the troubling information that their child might have a disabling
psychotic disorder, and the lack of solutions on hand.

Markus’s mom, Hazel, a single Black parent (single because her husband lived
in another state for work), explained:

I'm working, so that’s why I said he needs to be monitored, and kind of walked back
in life so that when he has an opportunity to live alone again, he will know how
to control himself and manage himself. . . . Even though, you know, some things
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happen, but we as a person, the individual, have some responsibilities, too. 'm not
totally saying that he is one hundred percent free of guilt or anything. So, there
should be some element of control or responsibility he too has to pay. And mine,
too. I'm doing mine now, trying to make sure that he knows what to do, and to be
responsible for many things.

In Gideon’s family, another first-generation Black African immigrant family,
his younger brother, Jacob, went to community college instead of a four-year col-
lege so that he could watch over him. They took the same classes: Gideon had
failed those classes the year he was ill so he took them again with Jacob. They slept
in the same bed because Gideon could be difficult to manage at night. When I
asked if Gideon was taking his medications, Jacob listed them oft.

“We give it to him in the night. When he wakes up, sometimes he’s calm, he’s
good. Sometimes he just like flips out, starts going crazy”

“Why?” I asked.

“I don’t know. He becomes really agitated sometimes,” Jacob said wistfully.

Biruk, another second-generation Black African immigrant, named his sis-
ter Ayana as his key supporter. When a person on the research team interviewed
Ayana, she said:

Currently, at this moment in time? I think he does need to be nurtured because I
know that you can’t be mean to people that are ill. You cannot be hateful or impatient
with them. I understand that patience is needed, but specifically, with our family, I
think they spoil him too much. I feel like, there is obviously a mental issue; it’s not a
joke anymore. At some point, they weren't sure if he was doing it on purpose maybe to
gain attention or something, or to gain sympathy. I mean—no, there’s definitely an issue.

While my assistant interviewed Ayana in the parlor, I was in the formal dining
room with Biruk. He told me that his parents were about to fly him to another state
to visit an aunt who was a “homeopathic” doctor. They had stopped giving him any
medications in order to detox his system before the trip.

He looked and sounded much worse than only a few weeks prior. What he said
in the interview was almost nonsensical. He had been kicked out of college for
dancing erratically at inappropriate times and disrupting his classes, but he said he
could not control it. He believed he could feel everyone’s energy and had to dance
it out when it overwhelmed him. It was hard to see him this way.

I trusted him so much that even when he unzipped his pants and put his hand
through his fly, T just ignored him and maintained eye contact. Afterward, I asked
myself, Why? Why did I just ignore his behavior? He wasn't trying to hurt me or
show off. There were plenty of people in the house. We were not in an enclosed
room. But still, I could have given him feedback that that was not OK.

It was difficult for me, someone who is thoroughly familiar with psychosis, to
know what to do. It was hard to predict what was going to happen. It was hard
to know what was right. Yet families, with little to no knowledge or support, need to
navigate these boundaries as they watch a loved one struggle every day.
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And many families were afraid to ask for help. They kept the situation a secret
to avoid broader societal stigma or out of fear that people would judge their child,
or their other children, or them. Reflecting on my interaction with Biruk, I realize
I was also hiding his behavior. I just wanted it to go away—the part that was not
like him—to focus on the part that was like him: the dynamic, funny, and smart
young man I knew him to be. That was the young man I was looking forward to
talking to when I walked into his house that day. I did not find him, but I did not
tell Biruk. I did not want to make it worse.

Markus’s mother, Hazel, belonged to a strong church community, but while
she relied almost completely on her own faith, she also hid her struggles from her
faithful friends.

INTERVIEWER: Do you have help from your community, helping him with prayer and
in other stuffor...?
HAZEL: 1didn’t make this public. I didn’t make it public.
INTERVIEWER: Okay, but that is like a lot of weight on you, on your shoulders, then.
HAZEL: Yes. God doesn't give someone a load that he or she will not carry. Yes.

James's mother, Mala, also did not share her situation with her faith community:

MALA: Yeah. We're not really in the church, you know? We go to like a small
bible group. People there know, so they just pray. Not all the details,
but we just said James is facing some challenges and they pray, so—
which is a good thing.

INTERVIEWER: Yeah.

MALA: But, you know, that’s the thing with things like this: it’s like this ta-
boo we have. It’s not like cancer, where you tell, “Oh, this and that was
from cancer” and then you get all this sympathy, “Oh” And then you
really try and do that with necessarily the brain? Yeah.

Many families tried to protect their children from stigma, to avoid making things
worse, but in the process isolated themselves—and their children—and removed
themselves from key sources of support, people who might also have helped the
young person replenish their sense of moral agency, such as their church and their
broader family and community. Mala’s comparison between youths with cancer
and youths in crisis is striking. Mental illness still implies bad parenting in our
culture, no matter how much the brain disorder or chemical imbalance model has
been pushed. People still judge the parents, especially the mother.

This cultural trend is clear when stories involving mental illness are covered
by the news media. Where was the person’s mother? How did she not know? What
did she do or not do for her child that made them this way?

No wonder families remain silent.

Some parents did share their struggles with their extended families, though,
which could be helpful. Sandra, Corrina’s mother, had a large family, and with one
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sister’s encouragement, she decided to tell others. But this happened only after she
had been to a few family support meetings at Shady Elms’ outpatient program with
her daughter. Sandra explained:

I started hearing some of what [patients and their family members] would share.
[...] I found out that I was not alone, and they started sharing a lot of things, and
what have you. And one of the things I found out was that you cannot, one [person]
cannot carry the brunt of being the complete caretaker all the time. Sooner or later
that person will snap, and so you need to increase your support group.

When Sandra did share what was going on with Corrina, “everybody became
very supportive by texting Corrina, calling her, all these sorts of stuff, sending
pictures and whatnot. So, yeah, that really was a big help for me, because it felt like
a big weight had been lifted. So I'm an advocate of that”

Corrina also appreciated the extra family support and reconnection with her
aunts and uncles—people whose relationships with her had diminished, as with
so many American youths, as she was nudged toward independence in young
adulthood. Families and other types of supportive community, when genuine and
knowledgeable about psychosis and what it might entail, can make a big differ-
ence in helping young people move toward restoration. This was also the case for
Sage, whose grandparents and aunt had stepped up to help her reorient when her
relationship with her parents became untenable. As mentioned in chapter 4, Jack
seemed to recover the fastest, but he had a large and supportive family who did
not accept that he had had psychosis but thought he had some rare form of undi-
agnosable epilepsy. Ariana’s family also stepped up, as chapter 5 explains, to help
her replenish her sense of moral agency.

However, as important as we know families to be, and as much as our mental
health system relies on them, my study showed that they often had very little exter-
nal material, medical, or moral resources of their own. Family carer burden was a
major unaddressed issue. Family therapy was expensive and time-consuming and
often not covered by insurance. Mala talked about how lucky they were to find a
doctor and some social workers who were willing to talk to her and her husband
about James’s situation despite his lack of insurance coverage and the fact that
he was an adult. For while families are very much at the center of care, they have
very little access to information and meager medical decision-making power once
their adult child is involved in the mental health system. Mental health providers
are also at times powerless: they must wait for something bad to happen before
anything can be done if a young person does not want help voluntarily. No one
can be proactive.

This lack of information and support was stressful for everyone involved. Fam-
ily members facing early psychosis reported higher levels of stress than family
members of a relative with a more “chronic” psychotic disorder.® In one study of
80 family carers for persons with early psychosis, anthropologist Anna Lavis and
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colleagues unpacked an ongoing level of distress that could last well beyond the
initial crisis.

According to this study, daily life was quite unpredictable for someone car-
ing for a person with early psychosis. Lavis’s carers had to help young people
with sometimes very basic things—things they had not needed help doing for a
long time, since they had become adults, but now were needing help with again:
remembering appointments, making sure they took their medications, and getting
a good night’s sleep. This resonated with my findings, as well. Hazel compared it to
babysitting an adult child.

She was not alone. Carers often reported worrying about the young person
regularly and wondering if they were OK even when they did not live together.
Moreover, the at times aggressive and disruptive behaviors of the person with
psychosis could be traumatizing for carers and cause symptoms of posttraumatic
stress.” Gideon’s brother spent all his time watching him—going to school with
him and sleeping next to him at night even—to ease his parents’ worry that he
might hurt himself or someone else. This constant vigilance was exhausting.

“A palpable distress,” anthropologist Lavis and colleagues wrote, “resonates
through our transcripts” as “the well-being of the carers comes to depend on that
of the service user”® Even after a young person was doing better, the distress could
“solidify and settle, seeping into many areas of [carers’] daily life . . . even after
[their loved one’s] recovery, both because embodied vigilance can be hard to let
go of and because carers may find that bit-by-bit their lives and selves have been
cumulatively, but hugely, reshaped”"" One of the most telling indicators of that
distress, Lavis and colleagues found, was a family’s sense that they had not been
able to talk about their experiences in any other setting, such as with mental health
services.'> Caregivers were often on their own.

All the stress, stigma, and isolation that come with the diagnosis of psycho-
sis make it likely that parents are going to be more critical of their children, as
in the interactions between Sage and her parents. Substantial literature suggests
that “high expressed emotion”—or high levels of critical comments, hostility, and
emotional overinvolvement on the part of family members—is associated with
poorer patient outcomes, including more frequent relapse and hospital admis-
sions in longer-term patients diagnosed with schizophrenia."” Some argue that this
research is harmful because it places the blame for a young person’s relapse on the
family, thereby adding to the family’s sense of shame and guilt about the mental
health concerns of their loved one. On the other hand, much research suggests that
expressed emotion is counterproductive. Even so, are families accountable if they
do not know how to talk to a person struggling with psychosis in the right way?

It seems that criticism from carers has negative effects on the person experienc-
ing psychosis, including increasing their anxiety." Moreover, high expressed emo-
tion in families is even more likely among relatives who report a higher burden of
care and fewer adaptive coping strategies.”” And of course emotions are running



FIGURE 5. “Ripe Tomatoes” by Lauren Ann Villarreal. The artist wrote the author in an email:
“This piece is an homage to my father. My dad works in the produce business, and we've had

a distant relationship until recently, where we had a very open talk. This piece was about re-
connecting with my father. I wanted to create something simple and fun. The majority of my
art has been used to cope; this piece was about bringing fun back to my art” Reproduced with
permission of the artist.
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sky high in the household. Many families experience loss and are going through a
grieving process.'® Parents are often shocked by the onset of psychosis, and must
now adapt their expectations about the future course of their children’s lives, now
made uncertain in the presence of this illness."” They also may feel that they have
lost their child—at least the child they knew before the onset of the illness.'s They
may experience intense grief, guilt, and worry and may report largely ignoring
their own needs to prioritize the care of their loved one."

The foregoing review of the literature reminds me of Sage’s mother, Rhonda,
tearful if not openly weeping through most of our interviews. Clinical psycholo-
gist Anne William-Wengerd, who worked with parents around the time of their
child’s initial diagnosis of psychosis, described a process in which parents become
“frozen” in their grief because of the uncertainty around the diagnosis and course
of their child’s illness.?* Families then have few opportunities to grieve or to talk
about their grief. They do not seek out or receive much support from their own
communities. As Mala said, if her child had cancer, everyone—neighbors, friends,
church members—would rush in with support. But, as I have demonstrated, psy-
chosis is heavily stigmatized and implies that there is something terribly wrong at
home or with the parents—or both. Many key supporters said they felt they could
not even ask their extended family for help for fear of being judged.

Known serious mental illness like psychosis in the family thus also calls the
family’s moral agency into question. Can others still see them as a good family or
parent? Can they see themselves in this way? Isn't it better to just not talk about
it? This is what Pedro said his family had decided to do. My own family struggles
all the time with whether we have made the right choices or not and how and
when to share our struggles with others for fear of being judged.

And yet, unsupported and stressed as families are, going home is often the best
choice for a young person leaving the hospital who has nowhere else to go. With-
out them, material support became very scarce. It certainly seemed better than
the usual alternative—the streets and the homeless shelters. Some of the youths
my team engaged initially in the hospital did not have a home to go to, or they did
not report one. We quickly lost track of most of these young people, often because
their cell phones were “disconnected or no longer in service,” according to the
messages we came to know all too well.

However, we did engage with a few young persons who avoided going home
after their initial hospitalization at Shady Elms. James, who was furious with his
parents, tried going to a homeless shelter after one of his hospitalizations. After a
night or two, he called home. His dad picked him up at a local homeless shelter.

Biruk was also released out onto the streets in a euphoric daze after his hospi-
talization, imagining a utopia in which he could live on his own and avoid further
parental control. His parents had no idea. A few days later, while wandering
the railroad tracks early in the morning, another man sexually assaulted him at
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knifepoint. Biruk went to the hospital for treatment, and the staft called his par-
ents. His dad picked him up—and took him home.

Then there was Daphne. Daphne was on summer break between high school
and college when she experienced her first break. She grew up as a first-generation
Latina immigrant living with her single mom, Monica, who had several children.
Daphne graduated with straight As, had two good jobs lined up for the summer,
and was going to be a first-generation college student on a full ride in the fall. Her
life was full of promise. After high school graduation, she asked her mom if she
could live with her father to try a change of pace.

“She was fine,” Monica lamented, “but I guess [after she moved] she hung around
with this wrong group or crowd and she started changing. I don't really know what
happened, what she did or what, but that she started just doing things she wasn’t
supposed to, these weird things” The “things” included withdrawing socially from
the rest of her mother’s family and posting disturbing ideas on Facebook. Daphne
was fired from her summer job after she broke her employer’s trust. Monica and her
father decided to defer college and keep her closer to home. She enrolled in some
online college classes, but no one thought to seek out mental health support.

Then, one night, Daphne wandered away from her new friends after a concert
where she had used some cannabis and become confused. Later, she said, she was
picked up by a stranger in the middle of the night who claimed to be a police
officer who could help her. He locked her inside his house, took her phone, and
wouldn’t let her out, she claimed, but she eventually escaped and found a way to
call home.

Daphne had been gone for almost a month. Monica had reported her daughter
as a missing person, but Daphne was an adult, so there was not much more she
could do. Now, Monica was delighted to have her back.

It disturbed Monica, though, when Daphne spoke about being sexually vic-
timized by the man, so she took Daphne to the hospital, where they gave her the
morning-after pill (which was still legal in Texas at the time). The hospital also
transferred her to Shady Elms because her behavior was unusual and the staff
thought her stories did not quite make sense. Shady Elms sent her to the state
hospital for 28 more days. She was on public insurance.

When Daphne was released, she went home to Monica’s house. When I visited,
Monica and Daphne lived in a pleasant cluster of small houses near a highway. The
neighborhood had no trees, but it did have sidewalks and little green AstroTurf
lawns and children’s toys in the front yards. The house had a few bedrooms, a nice
kitchen, some basic furniture.

When I visited, Daphne had been home for a week or two, but she had refused
to take her prescribed medications. She felt great without them, she said during
my visit—“like a sunny day at sunset.”

Daphne did not identify as a person who took medications, as a sick person.
She did not want to be put in the patient role. “I mean, me, as a person, I don’t
like being on drugs. I don’t like taking pills, medicine. I never—growing up, in my
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childhood—I never had to go into the hospital. Never. So now, showing up and
going to these appointments and stuff, I do not like it. That’s just from a person that
don’t hardly go around clinics and stuff”

I asked her how she had been doing.

DAPHNE: Good. I've been good. Life’s been great out of the hospital. I mean, no
matter what if T hear those voices, I'm still good. I understand that it’s a
life-living thing—you know, situation. But I'm fine. I know I'm healthy.
And I'm good. 'm on my feet. And I'm looking for employment this
week, just to get ahead. And that’s it. Right now, I put a pause on going
to school online because right now I just don’t want to do school. I
would just rather work and get back up to it because I have debts, so
I have to pay my debts before I start doing the schooling and paying
for school.

NEELY: Can you tell me more about the voices you are hearing?

DAPHNE: Oh, well, I used to hear voices all the time. And now, I don’t know if I

should say it’s “a regular thing” or not, because maybe that’s just that.
It doesn’t do any harm to me or anything like that. I don’t know.

Daphne then started talking about black magic and witches (brujas) and how
she thought her mother’s family was practicing witchcraft against her, trying to
kill her:

Yeah, witchcraft. It was voodoo.”! Voodoo through the whole thing, through the
whole process of being there and being there at the hospital. I still heard my aunt’s
voice. [...] But I mean, it’s crazy that you have to live life staying up awake at night
just thinking that somebody’s going to try and kill you. Which, it’s unbelievable be-
cause I know where I stand. I've made it and my mind is right, and these medications
and going to the hospital has—I'm ready to get over it, because—and get away from
my mom and family because I don’t want to be around them, because it’s just witch-
craft. And I don’t believe in that. I'm always a happy person. And being here stuck in-
side my mom’s house has really devastated me. It gives me depression. So, an anxiety.”

Daphne also thought the social worker who visited their house was a bruja,
which disturbed her. And so, like so many other parents, Monica worried about
leaving Daphne alone, as she explained:

I tried telling her I was going to help her look for somewhere I could go drop her off
until I get off work and then I could go pick her up, but she refuses. She’s like, “No”
She’s okay. She don’t need help. So, what do I do? I ask myself, “What am I going to
do then?” I mean, I can’'t have her in the street. So, what am I going to do? I don’t
know. What do I do?

I was struck by how young Monica seemed herself. She had clearly been a teen
mom. I was also moved by her open and honest pleas. She was totally at a loss for
how to help and was looking for support. She was an immigrant, a single mom,
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trying to pay for a single-family home, working two jobs, caring for four children.
What could she do?

A week or two later, Daphne was back in the hospital: she had gouged a hole in
her scalp trying to find the brain damage that she thought was caused by the medi-
cations they had given her at the hospital. The intake nurse at the county hospital
emergency room assessed her as suicidal. Daphne did not agree. She wasn't trying
to hurt herself; she just wanted to prove that she was right. They patched her head
up and transferred her to Shady Elms involuntarily for self-harm.

Daphne would not sign a consent form for Monica to visit her. When I saw her
there on one of my regular visits, her head was partially wrapped in gauze. She
really had tried to cut a hole in her head. I felt dismayed. I asked about her mom.
She said:

I'm not upset with her. I told her I hope she sees a difference in me. I'm not gonna
let her run me over and put me in these mental places. Cuz, you know, I don’t belong
here, and I don’t need to take any medicine. If I have an anger issue or if ’'m suddenly
rough to fight against what I believe, then that’s not my problem. That’s something
I'm fighting for because 'm not gonna allow someone to jump over me and make me
have a lower voice. No.

Like Sage, Daphne was seriously frustrated with parental micromanagement.
And even though Monica had nothing to do with her most recent admission,
when she was released from the hospital, Daphne did not call her mother. I talked
to her mom about this in another interview:

MONICA: Ten days and then she got released and they wouldn't give me informa-
tion [about] where she got released or whatnot. That’s the third [time
that it has been a] month and a half that I haven’t heard from her,
didn’t know anything from her.

NEELY: Okay.
MONICA: They weren't able to help me out as far as letting me know what was
going on.
NEELY: Because of privacy?
MONICA: Right. Right.
NEELY: Okay.
MONICA: They [the hospital staff] told me it was that HIPAA or something.

About six months later, Daphne called Monica. This time, Daphne was well
into her pregnancy with the child of a man whom she said she knew and who
wanted to get married, but no one could ever identify him. The house manager at
her group home told Daphne’s mom she was having a girl, but Daphne insisted it
was twin boys. Monica had not seen Daphne in months, so she called us to ask if
one of the team members could take her to the group home where Daphne was
staying, which was not accessible by public transit. She needed a ride and some
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moral support. I agreed to take her (with my research assistant along), and on the
way we had lunch and talked while we picked up Daphne’s favorite fast food at
Chick-fil-A.

I was astonished to find that the group home where Daphne had been staying
sat in a tiny strip of little box houses tucked in between major highway overpasses.
I could not imagine how that area had been zoned for houses. Its position cut it
off from any kind of civilization. There was no access to any public transportation,
nowhere to walk, no trees. The houses seemed to be made of concrete.

Inside, the house was wreathed in cigarette smoke. There was a tiny living room
with an old television and a collapsing couch. The kitchen had a four-person table.
One bedroom was reserved for the house manager—a person with no training or
certifications who had agreed to take over the house after being a resident for a
certain amount of time. The rest of the clients who lived there were staying in the
other bedroom. There were seven beds shoved together, and everyone shared one
bathroom. Daphne, late in her term, was the only female living in the room.

Daphne, who was quite young, looked disheveled and dirty and her ankles were
badly swollen. I watched the house manager give her an antipsychotic medication
that had not been approved as medically safe for pregnant women to take. When
I pointed that out to the house manager, she blew cigarette smoke in my face
and shrugged.

“Well, she signed the waiver,” she rasped.

Monica begged Daphne to come home, but Daphne refused. She said her hus-
band would be coming for her soon. She did not have his phone number, so if she
left, he would not know how to find her. During our visit, Daphne said a lot of
things that made no sense to me. It was heartbreaking.

Later, Monica called to share that Daphne had to leave the group home after
the baby was born. They did not let mothers stay there. If they could not find her
a bed in a place for mothers and babies, they would put the baby in foster care
unless Monica stepped forward. Monica decided to bring them both back to her
house after the birth, but that did not work out. Monica had to send Daphne out
of the house again because Daphne was convinced the baby girl was an impostor.
She thought someone had stolen her twin boys and replaced them with a demon
baby girl. Monica was afraid Daphne would hurt the baby. She wanted to keep
her granddaughter, but she was afraid what her own daughter might do. It was an
impossible situation.

Could this situation, I wondered again and again, have been avoided? So many
young people get lost in the system. Daphne and Monica helped me realize that
this is partially related to privacy laws that separate young adults and families,
especially when young people are moved in disjointed and unpredictable ways
between institutions charged with their care, a phenomenon my team started to
call bouncing. Of the 26 young persons for whom we had a clear map of their treat-
ment trajectory during the first several months after their initial hospitalization,
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FIGURE 6. Daphne’s pathways to care. Here, we can see the chaos of Daphne’s pathway through
care after initially seeking help at the county hospital (County ER). It illustrates the twelve
“bounces” between institutions of care and periods of being discharged, missing, or living at
home as she sought help in her first year after treatment was initiated. It helps us also imagine
how difficult it might be for families to locate their loved ones in such a system when they do
not have access to information. Illustration by author.

only 2 bounced once. Another 16 bounced up to four times, and 9 more bounced
up to thirteen times.

When someone bounced, there was no way to keep track of them if they had
not consented to their information being shared with an emergency contact. Oth-
erwise, according to the families I worked with, it was up to their child to call
them. Calling parents or listing them as emergency contacts is not something
most young people want to do when they are in crisis, particularly if their parents
were the ones who originally called the police for help or in some way talked them
into going to the hospital.

Thus, at any given point, a young person could be released to the streets, trans-
ferred to a different facility such as the state hospital for weeks at a time, end up
homeless, be abducted into sexual exploitation, or spend time in jail, and their
loved ones would receive no notification. Their key supporters also could not call a
facility to confirm that they were there—or at least that was their perception. There
is, however, more flexibility in information sharing in psychiatric emergencies
than most families—and likely most providers—realize. Ensuring that providers
and families are aware of when and how, according to the law, they can ask for



HOMECOMING 145

information during a psychiatric hospitalization is one of the reforms suggested
in chapter 7.

Whether a young person objected to their parents being contacted, or parents
were blocked from access due to a misunderstanding of the law, bouncing resulted
all too often in a disconnect from family at a crucial time. While some parents may
be toxic and young persons may not want contact with them, the parents we met
seemed to have good intentions. They were frightened, not sure how to help, and
sometimes unable to find their young person so they could advocate for them or
make sure they were receiving quality support.

Daphne’s mother had not been able to find her pregnant daughter, to protest her
abhorrent living conditions in the group home, or to advocate for different medi-
cations that were not contraindicated for pregnancy. The deeper into her psychosis
Daphne went, the less she trusted or wanted to connect with her mother. Maybe
she was ashamed. Maybe she was out of touch with reality. She likely had a fraught
relationship with her mother. Regardless, there was no way for her mother to find
her when mental health providers would not help her make that connection.

Bouncing, paired with misinterpretations of privacy laws, may make relapses
more likely by creating elevated stress, allowing for social isolation, and removing
even the most basic source of moral and material support—the family—from a
young persons life. It also may make it more likely that a young person will not
have a safety net if or when they have another break or if their psychosis continues.
It was not clear who to call for help or what the best course of action was.

The research says that the more breaks or relapses a person has, the more
likely they are to develop chronic psychotic disorder. Is this because they have a
diminishing level of moral and material resources available to them as medical
treatment escalates? And is it then also a result of fewer resources that their moral
agency is lower and they are losing hope that they can lead a good life on their
own terms? Is the greater likelihood of psychosis due to the side effects of antipsy-
chotic medications prescribed at high doses or as long-acting injectables that are
too strong to help a person stay in school or at work? Or is it because the people
around them, their key supporters, are becoming overwhelmed and cannot offer
sufficient support as things become more challenging? It may well be all of these
things, and they are very likely feeding into one another. As I point out earlier, the
moral and material dimensions of care are as important as the medical aspects at
this critical time. There needs to be a balance between the three.

The family—or some equivalent—is the foundational place for developing moral
agency and replenishing it when it is lost. Any young person hoping to recover
from a mental health crisis needs the support of some close key supporters such
as their family to move forward. This is challenging for families whose relation-
ship with the young person has been seriously compromised by events around the
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crisis. It is difficult for the young person and their loved one to reorient to each
other in the aftermath of a mental breakdown. Behaviors that occur during psy-
chotic episodes, such as punching a grandmother, stealing a car, or gouging a hole
in one’s scalp, break the unspoken ethical “givens” of everyday life that once helped
parents and their children orient to each other.”? This loss is devastating for fami-
lies, in part because, when they don’t recognize the new person who has replaced
their child, they feel as if they’ve lost their child.

I have given examples of these ethical breaches throughout this and previ-
ous chapters: Amy erroneously accusing family members of molesting children,
Michael trying to harm his sister’s child, Haniya considering harming her own
children, James using illegal drugs, Sage challenging her parents’ religious views,
and so on. When these shared ethical orientations are no longer present, it can be
difficult for families to embrace their children as “good enough” people, because
their shared moral world has been called into question. Are you who I thought you
were, and can I trust you? they seem to be asking.

In the meantime, the young person is also feeling that their shared ethical
orientation with their families has been broken, because their parents have not
protected them from harm and may have even perpetuated it. From the young
person’s perspective, their immediate family, by contacting the authorities to ini-
tiate emergency care, exacerbated a harmful situation. Sage thought her parents
had disrupted her life plans—education, work, romantic relationships, having her
own car—again and again when she did not appear to be an ethical person to
them. This made her feel that they were being the unethical ones: they had her
put in hospitals three times, they wasted time she should have been at school, they
embarrassed her, and they were the reason she felt horrible for months afterward.

So, how can families hope to regain some form of equilibrium when there is
a depletion of shared ethical space and clear moral understandings? How could
Monica give Daphne moral agency, when the story that she wanted to tell was that
her mother and her mother’s sisters and the social workers trying to help them
were witches, casting spells so that she would not feel well? How could Monica
allow Daphne to keep her child when she thought that child was an impostor
demon? How could Monica keep Daphne’s infant safe without forcing Daphne out
of her home?

Supportive families kept trying to remind the young person that there was a
way back to the light and they would try to help them find it. Eventually, a young
person might be able to connect with that promise, and that connection might
help them reorient in the dark. But, to be able to provide unconditional love,
which is what is needed when moral agency is so profoundly diminished, families
need support.

Families are essential to reestablishing moral agency, providing some measure
of continuity, and helping a young person get back to normal, but they need assis-
tance in processing and understanding their loved one’s mental health crisis and
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how best to support them. By investing in youths and family supports, we might
help more young people avoid a chronic disease, keep them out of emergency care
and hospitals, and avoid unnecessary expense for individuals, families, and our
mental health system. We might also save lives. Ideas for doing so are the focus of
the following, final chapter.



Turning Points

You don’t know what to expect, and you don’t know how to get to the next
point. So, it is—it’s very murky. After overcoming that, people need some-
thing good to look forward to and work towards. Otherwise, you could just
get really depressed and go play in traffic. You know?

—AMY, AT STARBUCKS, WEEK 12

I mean, the future—I don’t know—kind of scares me because you don’t un-
derstand if you never had schizophrenia. Like it just—I know I'm probably
going to have to do something, but it’s just like—it’s like what can you do? I
don’t think I can be productive, like, I don’t know. I don’t know.

—MICHAEL, AT HOME, WEEK 20

Advice for others? Hmm . . . Maybe if you guys wanted to explain to people
this isnw’t something to be ashamed of and this isn’t something that can be
prevented even, so you have to work through this and realize that this is
where youre at and there’s nothing you can do about it except enjoy it and
make the best out of it.

—CORRINA, AT HOME, WEEK 6

A young person in the United States learns how to be a “good enough” person
based on shared moral understandings about what is good, beautiful, and true in
their local moral worlds, which are shaped by their everyday mutual relationships
with the people they care about and who care about them, such as family, close
friends, and mentors. To become a respected adult, they must then go out into the
world and prove they are moral agents capable of developing new shared moral
understandings with a new community of their choice. As they seek to become a
moral agent in social worlds beyond their families, they must learn how to belong
in new ways.

Young Americans are expected to leave home and choose with whom they
want to belong next—coworkers, classmates, people training for the same craft or
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military branch, people who share a hobby or religious affiliation, who are in the
same fraternity or sorority, or who enjoy volunteering or playing an instrument or
sport. Sometimes, their first attempt at fitting in leads them to join a community
of people that may not be conducive to longer-term success. Sometimes, young
people make choices that push back against religious or other cherished moral
understandings held by their family or home communities, and their parents do
not approve.

Regardless, young people typically are expected to develop their own “tribe;” if
you will, that recognizes them as a good person, is willing to give them a chance,
and that respects them for who they are as they move into adulthood.! In this
way, young people thrive in a culture that expects them to become independent,
because regardless of how independent we are, everyone needs other people to get
by. While there are exceptions, most are not supposed to get this kind of moral
agency from their family: they are expected to break away from their families and
prove their ability to achieve independence even if they come back home even-
tually. If they do so successfully, and with a group of other relatively successful
people, they might be set up well to become a valued adult. This is one of the main
functions of American college life: to connect young people trying to become
independent with a new set of people for fun and to work toward success together
as moral agents—people who together can move forward with positive stories and
mutual self-respect through the opportunities and connections they can offer one
another along the way.

For some young adults, as we have seen, this step can go disastrously wrong. A
psychotic break is a serious setback for a young person’s attempts to prove them-
selves as a good person with anyone. New friends, old friends, and family members
will wonder if they still share or are able to share with the young person core moral
understandings about what it means to be a responsible and trusted friend, family
member, or adult—an understanding that binds people together.? The young per-
son feels this doubt, too. As the previous chapters show, their mental breakdown is
also a moral breakdown that at least initially compromises their relationship with
others and even their own self. It depletes their moral agency.

When they start to feel better, the young person has trouble understanding
why, when they were psychotic, they chose to harm relationships and jeopardize
opportunities that mattered to them so deeply. They question their own self and
motivations: Am I a good person? Who was I and who am I going to become? Can
I trust myself?

As Michael tried to explain, “Imagine you just being normal one day, and then
it’s like somebody taking control of your mind, and it’s like your mind is holding
yourself hostage. Like anything could happen at that point. Your mind could tell
you to go shoot up a building and you would think it’s because you’re doing it for
a just cause” Of course, this did not apply to him: his delusions were even worse,
he thought, because they led him to try to harm his own niece. Psychosis can be
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extraordinarily frightening. It can make a person dangerous to themselves or oth-
ers if unchecked. And these experiences can lead to an existential crisis.’

I argue that, over time and on every level—within themselves and with fam-
ily and friends, old and new—a young person’s experiences with underaddressed
mental health concerns diminishes their moral agency. Their moral agency needs
to be replenished for them to move forward with their lives. Moral agency fuels
self-confidence and helps others to have confidence in them. They need enough of
it to become a valued adult who can be trusted to form and maintain relationships
and make responsible decisions. It is crucial for well-being.

Nourishing others’ sense that one is a moral agent, and thus nurturing one’s
own sense of moral agency, is hard for all young people. It is especially hard for
young people with early psychosis. It’s hard in part because of the lived experience
of psychosis symptoms, which are disorienting in and of themselves, and in part
because of our medical and societal ideas about and responses to psychosis. Not
everyone experiencing psychosis ends up with a complete lack of moral agency
at the end of the typical sequence of events. The initial breakdown, emergency
intervention, psychiatric hospitalization, return home, and attempt to get back to
“normal” all provide opportunities for both diminishing or replenishing moral
agency. If we pay attention to these opportunities, we can offer more assistance
during this difficult time to young people and their families and loved ones.

Ariana is one example of a person who found ways to start replenishing her
moral agency right away. Ariana was trying—from the moment I met her—to pro-
tect her moral agency and establish her right to be seen as a good person capable
of acting independently for the greater good of others. As chapter 4 relates, she
immediately began exercising her autobiographical power by introducing herself
to me as a person who volunteered helping children with learning differences in
high school even as she was desperately distracted by voices telling her that the
end of the world was at hand. When she returned home after a long-term stay at
the county hospital and people started gossiping about her, she moved away—lit-
erally, quit her job and drove to another state—to take back control of the story
others told about her life by starting over in a new setting.

Ariana’s family was important in that process. Together, they used humor, trust,
and love to help her move forward. Early on, they shared some laughs about her
stint in the “crazy house” to help heal their relationship and reestablish the social
bases of self-respect. Ariana used her relationship with her family to create a peo-
pled opportunity for employment by helping her brother with his new infant while
he and his wife went to work—a key source of material support for them both.

It was not completely clear that this would be enough to help Ariana restore
her sense of moral agency outside her family and thereby transition to indepen-
dent adulthood. Toward the end of our interviews, though, Ariana had this res-
toration in mind. She was considering the possibility of becoming a trained peer
support specialist and having a career in helping others manage their own mental
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health concerns based on her own lived experience of psychosis—which excited
her. She wanted to get the certification needed for this position. Working as a
peer support specialist seemed safe to her because it involved people who under-
stood what she had been through and so offered her social bases of self-respect.
Plus, she felt that it built on her skills working with children and youths with
learning differences in high school. This could be just the peopled opportunity
she needed to build bridges into communities of like-minded others beyond her
immediate family.

If Ariana had continued to use psychiatric hospitalizations and medications to
get better, her family may not have given her so many opportunities. However, by
refusing antipsychotic medication and a psychiatric diagnosis of psychosis, both
of which for her family were associated with being “crazy” or “addicted,” Ariana
secured her ability to be seen as a good person. Ariana had a replenished sense
of moral agency at the end of our study and demonstrated that upholding her
status as a moral agent, at least for her, was more important than being medi-
cally compliant. A return to moral status that enabled her to belong was what she
needed most at that time. It's possible that if the medicines had not initially ren-
dered her stable, she would have had another breakdown later—it’s hard to say. But
while Ariana’s is a high-risk approach, especially in the absence of medical super-
vision, it made the most sense in her local moral world, and it would have been
ideal if the care on offer—mutual support or a medical professional—could have
partnered with her to help her recognize warning signs in case another psychotic
break approached. In that case, if the onset of symptoms had been recognized
early on, a low dose of medicine for the shortest possible amount of time could
likely have kept her out of the hospital and firmly connected to her everyday life
with work and family. That option was not offered to her, however, and we can only
hope that she managed any future concerns with the help of her family and not
another emergency hospitalization.

In contrast, Michael had very little sense that he could replenish his moral
agency with anyone but his family throughout the study period. He felt stuck. His
family begged him to leave the house, to sign up for an art class, anything. Michael
refused. His mind, he was sure, did not work the same as other people’s minds.
His thoughts felt more confused. Chapter 5 notes how he struggled with erectile
dysfunction as a side effect of his antipsychotic medications (a common one).*
His ideas about success and masculinity and his potential as a health care worker
or husband and father after a schizophrenia diagnosis seemed severely limited,
which led him to doubt that he could ever have a career and family and belong in
the adult world.

Michael did not recognize himself, as he explained: “T just don’t feel like myself.
[...] I was going through my Facebook posts [from 3 years ago] and it just seems
like I don’t even know who that is. Like, it seems like the real me, but I just don’t
know who that person—it just doesn’t feel like it was me that did it
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His family reassured him that they were still willing to see him as a moral agent
even though he had tried to harm his niece when he was overwhelmed by psycho-
sis. They were confident that while he was not quite himself and had not been for
a couple of years, he was fundamentally a good person whom they loved. He had
scared them, but he used their memory of him as a moral agent to move on with
living together peacefully at home while refusing mental health care.

Michael’s family did not want him to use psychiatric labels. They did not believe
he had schizophrenia, and they thought that medication made him not like him-
self. When they initially sent him to the state hospital and followed medical advice,
their friends were horrified and told them to get him out as soon as possible.
Although Michael followed his family’s directions, he struggled with the loss of
his former social status, his virility (which did not come back right away when he
stopped his medications), and his sense that he was a stranger to himself.

His family encouraged him to hang on to hope, but toward the end of our study
Michael was still at home, had not been visiting with friends for a couple of years,
and was not working or in school. He felt deeply disheartened. He was losing his
sense that he could ever be a moral agent in this world. He thought maybe he
could thrive in a place where there were only people like himself.

He explained:

I feel like I would be better off just with the schizophrenia if the government just had
like an island, like—I don’t know. Just took people with mental illness or schizophre-
nia, I don’t know about bipolar disorder, but just put them on an island, and just let
us live out the rest of our lives like that. If they'd have done that, I wouldn’t even know
the difference. I don’t know. I think once your mind goes off reality, I don’t think it
goes back. I don't think the medicine that we have takes you—fixes everything—and
takes you back to how you were before. I think it just like stops the symptoms, but
like the other stuff you lose, I don’t think you gain it back.

Clearly, for Michael, his local moral world was more important than medical
advice. He did not trust the treatment on offer and his family did not, either. Most
important, he needed to feel that he could belong somewhere in a way that was
seen as at least good enough by those around him, and he did not see how a person
with schizophrenia could live with anyone besides other people with psychosis—
on an island where they could all be themselves.

Corrina used mental health treatment because her family required her to do so
to be accepted back into their home. Taking medications did not fix everything.
For months—and through five different medications with frightening side effects,
including convulsions—they did not work. She had aggressive episodes and disap-
peared for hours at a time. Once the medications did start working, she still had
trouble establishing herself as a moral agent in her family and in the world beyond
her house and her boyfriend. The constraints on her moral agency were evident
during our home visits: her well-intentioned mom was supervising her narrative,
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controlling some of her autobiographical power. Her family remembered how
she had been reckless and frightening and had not fully convinced themselves
that Corrina was trustworthy, which limited her peopled opportunities and social
bases of self-respect at home. It was hard to forget “Karina,” who thought they
were demons sent from another galaxy and destroyed their property.

Corrina’s mother wanted her to finish her college degree. About half of the
young persons we interviewed had at least some college education when they had
their psychotic break. During the time she engaged with my team, Corrina tried
to go back to college, but she did not have the confidence—and likely did not
have the right accommodations and support—to return to school. Instead, she
had a nervous breakdown in her college classroom, which further diminished her
self-confidence and her willingness to practice being a moral agent in the outside
world again. With few opportunities to replenish her moral agency at home, Cor-
rina had trouble doing so in the outside world as well. Instead, she continued to
live with her parents and hang out with her boyfriend and his friends watching
Netflix and smoking cannabis. For her boyfriend and his friends, that was good
enough, but that was not going to launch Corrina into valued adulthood.

Corrina was insightful and smart, and she had the potential to do more—she
knew it and her mother knew it—but she was not sure what to do. One time
she asked me shyly if she could sit in on my classes—maybe having the right pro-
fessor who understood what she was going through would help, she thought. Sure,
I said, though I had no idea whether SMU would allow it. But she never reached
out to ask me again.

I have also shared the example of Markus, whose mother (or her God, from her
perspective) was very much in charge of his narrative, leaving him little oppor-
tunity to work on his autobiographical power. For Markus’s mom, Hazel, having
faith that God would heal him was more important than any medical involve-
ment. She shared that medical involvement for mental illness was not acceptable
for what they understood to be a “spiritual attack” (see chapter 5). Hazel was trying
to preserve his social bases of self-respect by having him refuse medical care. She
used the hospital only as a holding tank so that she could continue to focus on
fasting and praying for his spiritual healing. Hazel said: He doesn’t need medical
intervention but periodic advice, yes [. . .] to give him examples of, ‘Look at this
person—he went to school, did this, and this is where he is so you too can do it”
Hazel and Markus would likely have benefited from a peer support specialist who
could have offered encouragement and advice on how to thrive after experiencing
psychosis—the very kind of person that Ariana hoped to become.’

Ariana, Michael, Corrina, Markus, their families, and, really, most Ameri-
cans have the same need: to experience life as a moral agent in community with
loved ones who matter to them. Some people think of this as recovery. “Recov-
ery” has been a popular movement in American mental health care, a move-
ment that insists that people can get better—perhaps even better than they were



154 TURNING POINTS

originally—even after they experience a serious mental illness.® However, for
young people, I am unconvinced that recovery is the right word. Recovery implies
a cure or a return to something—a righting of a wrong. But a psychotic break is
not a wrong turn at the crossroads, as James suggests in chapter 1. Rather, it is a
moment of vulnerability and potential—an opportunity for a person to become
diminished or replenished in terms of the moral agency they need to move
forward with their lives—and that depends on the medical, moral, and mate-
rial resources available to them, as well as their ability to procure them through
intimate relationships based on mutual moral recognition that one can at least
become a “good enough” person again.

There is no cure for psychosis, and it is not wrong to have psychosis symptoms.
Some see it as a gift. For most of the young people I met, the psychotic break
started off as an intense spiritual experience, which was not a negative experi-
ence. Some have called psychosis a spiritual emergency.” There are many ways to
describe the experience, and they do seem to matter, so what if, instead of a break-
ing point, a psychotic episode was considered a turning point on the pathway to
adulthood? A point where loved ones and other adults capable of offering sup-
port realize that someone needs extra moral, material, and medical support and
that we can and must offer such support to prevent negative outcomes and help
them move toward a meaningful life? Such rethinking could also serve as a turning
point for society: an invitation to families and the broader culture to help protect,
promote, and replenish moral agency for all young people who are struggling to
become valued adults and belong.

We can begin by doing more of what this book has been trying to do all
along: holding space open for individuals experiencing psychosis and listening
more compassionately to them. As anthropologist Luke Kernan writes, “To view
these experiences as endpoints, as brief silences, or as something discrete and
outside of their larger context, is dangerous both ethically and academically. They
have sonic reverberations, consequence. And, as the night can fall fast, we should
be astute and boundless in mobilizing agency and becoming—of injecting com-
passion into that lifeblood to assuage the burden of self. Of taking responsibility.
Of listening”™®

This book is a product of my team’s best attempts to listen during the challeng-
ing critical period in the first several months after a person’s initial emergency
hospitalization for psychosis. What follows are some ideas for social change and
reform based on what we heard and what we know from the literature works.
Here, I have done my best to draw together the evidence base for what works in
order to provide steps we can follow to promote moral agency during a young
person’s pathways to and through care and so reduce the negative consequences
of experiencing psychosis in a society that, in general, offers few affordances for
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nonconsensus realities. If we take these steps to turn what I identify as breaking
points into turning points that signal the need for us to work together to pro-
tect and replenish a young person’s moral agency, we will see many more youths
returning to their pathway to valued adulthood.

STEP 1. PREVENTING BREAKDOWNS

Ideally, we would prevent a full mental and moral breakdown from happening in
the first place. We need to offer material, moral, and medical support to young
people, as appropriate, before they have gone too far down the road toward those
“catalytic events” that call their moral agency into question: being dismissed
from school; losing roommates; losing a job; threatening or harming oneself, a
family member, or romantic partner; engaging in egregious substance misuse;
wrecking a car—all examples shared in the young people’s stories in this book.
We have to offer people help before they get to that point. Many people delay seek-
ing help for a mental health crisis. There are many reasons for this decision and
many solutions.

We can start by recognizing that even when they may seem delusional, young
people are trying to find a frame of reference via a locally available cultural mythos
that can help others perceive them as good people worthy of relationships. Rather
than telling them they are crazy or rejecting them, we might be curious about the
identities they have chosen, such as a superhero, Jesus, or an angel. “I see you; I
hear you; and how can I be supportive?” is always a helpful approach. If we do
this more often, from within the morally meaningful cultural spaces that people
naturally seem to seek out during a psychotic episode, such as religious spaces,
we might help people find meaning in their psychosis experience in ways that
are gentle, do not induce fear and isolation, and gently nudge them toward con-
necting with further medical and material support. This approach would require
us to think carefully about what cultural toolkits, such as those mentioned in
chapter 2, can help people make sense of their psychosis in a more life-affirming
way. While I understand that some people may end up thinking they are Satan
or a demon, I suspect that this happens when others reject or ridicule them and
they become confused and self-deprecating. Social media both exacerbated ideas
that persons were communicating with them when they were not, as with Pedro’s
Liquor Ladies, Miranda’s Romeo, and James’s celebrities. It also opened the young
person up to criticism, as Sage and many others explained, leading many of them
to later regret posting anything online when they were experiencing symptoms.
Some, including Michael, withdrew from social media, which could be isolating.
Others kept posting things they later regretted, leading them to leave online life,
as with Corrina.

What I noticed in my research was that if a young person’s psychosis experi-
ences were interpreted negatively by others, the person became afraid, began to
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isolate themselves more, increased their substance use (typically cannabis, which
many thought helped with anxiety), and lost too much sleep. Each of these results
seem like something we can prevent.

Mobilize Faith-Based and Community Supports to Address
Help-Seeking Delays

In my research, religion and spirituality constituted a widely used source of cultural
mythos for young people trying to make sense of psychosis. I am confident that
with good training and care we can work with pastors, priests, imams, chaplains,
rabbis, and other faith-based leaders to craft cultural toolkits that support young
people and can potentially prevent a crisis.’ Training faith-based leaders in mental
health care has been done in other parts of the globe where there is a shortage of
mental health professionals,'® but there is no reason not to try this in the United
States, especially in areas with limited mental health care and in communities that
identify as more religious.

In my own small research study in partnership with Valerie Odeng, a pub-
lic health master’s student and Black African immigrant, Valerie interviewed 17
Black African immigrant pastors in north Texas after sharing a vignette with them
about a person with early psychosis."" We found that the pastors were very eager
to receive further training to help. All the pastors we talked to thought relation-
ships were key, whether they involved partnering with young people, families, or
health professionals. Faith-based leaders can foster a communal form of alliance
that includes the families of the person experiencing distress and takes place in
nonclinical, likely less stigmatizing settings such as in the privacy of the young
persons own home or at their church. This may be especially helpful for a
young person’s sense of moral agency—protecting and replenishing them as they
go along—before they fall into a crisis.

Faith-based leaders also have a pre-established level of trust with congregants
that may make it easier for them to advocate for certain kinds of care (such as psy-
chiatric attention) and engage families and persons with mental health concerns
more effectively than others. This trust could be a good supplement for other kinds
of social services, especially in rural or impoverished areas with fewer resources
or for cultural groups that might respond better to a trusted community member
than to a less familiar mental health professional.?

The pastors my team engaged with also expressed a strong desire for further col-
laborations with other mental health professionals. At least one pastor mentioned
sending chaplains to offer support to the local mental health system. Licensed
chaplains are found in hospitals and schools (most often higher education), as well
as military settings.”” They have helped the Department of Veterans’ Affairs sup-
port people experiencing moral injury in the context of posttraumatic stress and
may also be an important care resource for people with psychosis, who often have
trauma histories." Working with churches, synagogues, mosques, and interfaith
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chaplains to provide spiritual support to persons with psychosis and their families
could also help nourish moral agency. Since many people have experiences they
identify as spiritual or religious, and since those people often approach religious
or spiritual leaders first, it makes sense to offer these spiritual leaders training in
how to support, screen, and refer young people who may be in the early stages of
a crisis. In partnerships with Black faith communities, mostly in the urban United
States, this approach has met with some success in reducing mental health stigma
and addressing mental health concerns such as depression, though the studies we
have thus far have been limited."

It is important for young people to access mental health support as soon as
possible after symptoms first appear. One way to encourage young people to seek
out help more quickly is to reduce the stigma around asking for help. For example,
Ariana waited a long time to go to the “crazy house” because, in her Hispanic cul-
ture, a person is either fine or “crazy.” There is no in-between. I have heard people
from rural America express similar ideas. There are things we can do to help peo-
ple think of mental health care as a positive solution, not a signal that someone is
“crazy” and therefore outside the range of acceptable human experience.

It seems to me that the families in the study provided alot of guidance on how
stigma-free early intervention might make sense for them. They wanted control
over the labels, especially given their impact on the young person’s moral agency.
Families and young people tended to use more culturally acceptable, common-
sense terms, such as nervios (literally, “nerves”), PTSD, or depression, which
may be more acceptable and easily recognized. These terms may not convey the
seriousness that psychosis or schizophrenia signal, but it left families and young
people freer to speak openly about what was going on at a vulnerable time. Using
more flexible sets of information and diagnostic terms may also help ease medi-
cal mistrust in communities that have experienced mental health measures as
forms of social control, such as the African American community, where the
diagnosis of “schizophrenia” has historically been used to lock up Black civil
rights activists.'¢

In addition, young persons and families who did seek help prior to an emer-
gency tended to approach trusted community members first. Following their
lead, we can listen to and build partnerships with key supporters that young
persons and their families do trust. For both Latino and Black participants, as I
have mentioned, faith-based leaders were often trusted advisers. Other potential
community partners include school counselors, teachers, coaches, and librarians.
Alternative healers such as botanicas or curanderas—visited by some of our Latinx
participants—may also be trained to help families recognize when a young person
may need more support. Every possible community partner needs to be trained to
informally support young people and families as mental health concerns develop,
and then to guide families who need help to connect with more formal forms of
support as early as possible.
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Reducing help-seeking delays demands that we work with families, especially
in public school settings, to make sure they understand that mental health is as
important as physical health, and that we help families, teachers, counselors, and
coaches recognize warning signs that a young person may be struggling. I think
of this as a young person’s care network—the people who might be linked together
to support a young person when things start to go wrong. It would be crucial for
multiple people in a young person’s care network to have the knowledge and abil-
ity necessary to quickly recognize when things start to go poorly. This prepara-
tion is always complicated: how do we provide education and training that avoids
increasing stigma around certain children and youths, just as we do with those
who are struggling in other ways? However, if done well, having well-developed
community-based supports for youth mental health can help families avoid cata-
lytic events, police involvement, and emergency interventions, which in our study
were always damaging to the young person’s moral agency.

Educate Frontline Prescribers about Psychosis

That a young person has accessed mental health care does not mean that care
they’re given is the best for early psychosis. It is ideal for the psychiatrist on the
care team to be someone the young person likes. However, there are not enough
psychiatrists available—about half of Americans, 150 million people, live in feder-
ally designated mental health professional shortage areas.'” Thus, there are many
different prescribers of psychiatric medications, including general practitioners,
nurse practitioners, and physician’s assistants, and not all prescribers have the
training needed to help with psychosis. For example, negative symptoms of psy-
chosis such as attention deficits and working memory loss may be misrecognized
as symptoms of ADHD. One recent survey of 140 college campuses found that
1 in 6 students reported a psychotic experience over the previous year. In those
cases of psychosis symptoms, use and misuse of amphetamine-based drugs like
Adderall prescribed for ADHD (and several other prescription drugs) were asso-
ciated with mostly mild (but noticed) psychotic experiences after adjustment for
alcohol, tobacco, and cannabis use.'® More research is needed to understand the
relationships between prescription amphetamine use or misuse and psychosis.
Meanwhile, any prescriber who is not intimately familiar with current informa-
tion on psychosis may not know the risk.

In addition, not all prescribers know the best practices, which include pre-
scribing a person experiencing a psychotic break the lowest possible dose of
antipsychotic medications for the least possible time so as to avoid, as one psy-
chiatrist told me, “using a fire hose to put out a candle”” Overprescribing can
turn young people like Sage off to using medication completely. Antipsychotics
are also sedatives and so, at higher doses, make work, school, and social activi-
ties more challenging. In addition, they do not work for everyone. Prescribers
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need to be trained specifically to understand which drugs can trigger psychosis:
who is at risk; how to recognize and help when a person is developing psychosis,
including from a drug they have been prescribed; and when to refer a person
who is struggling to a psychiatrist—preferably before they go into the hospital for
emergency treatment.

Ideally, there would be a national network of psychosis-specific psychiatrists
able to treat patients via Telehealth across county and state lines so that young
people with psychosis everywhere have access to the best prescribers for their con-
cerns and the same prescriber over time, regardless of whether they are at home
in a rural area, attending school in another state, studying abroad, traveling with
the military, or doing a summer internship (or, say, during a global pandemic).
However, developing this network would require addressing barriers to receiving
mental health treatment across state lines and issues with computer and internet
access in impoverished or rural areas.”

Substance Misuse

While we are at it, we need to address one of the main issues for young peo-
ple with early psychosis, which is that substance use—so popular in American
culture for young people—can complicate their symptoms and lead to more aggres-
sive behaviors. Many young persons could benefit by not “playing” quite so hard.
There are other ways for young people to connect besides partying together, and we
need to build up both those points of connection and opportunities to help young
people decide to stay sober or engage in healthier activities together. I loved Pedro’s
idea of offering more gym memberships to young people who otherwise lack
the resources and who would find wellness and community in that kind of space.

Another possibility would be to increase the availability of youth-focused
events—open to the wider community—at explicitly “sober” spaces where young
people already naturally enjoy hanging out, such as coffeehouses. Activities could
include poetry slams, open mic nights, film screenings, book clubs, “knit ins”
for people who like to knit or crochet, video game competitions, and so forth.
Such activities could be fun, provide for a creative outlet, and build community.
These activities could also be offered in churches, public libraries, or other com-
munity spaces like the local YMCA. Evidently the app “Phoenix” helps people
connect in just such a way in communities across the United States.

Creativity was also an important resource for the young people in our study.
Even though the interview protocol did not prompt young people to talk about
it specifically, one-third of the young persons we interviewed mentioned mak-
ing music or pursuing visual or performing arts. Research indicates that interven-
tions that reflect the culture of a target population are more effective than standard
treatments.?! Using rap or hip hop as a base for developing new interventions,
for example, could offer fresh ways to engage youths who enjoy those kinds of



FIGURE 7. “Songbird” by Joseph Steven Laurenzo. This image was a gift from my younger
brother to celebrate my husband’s love of music. Joseph texted my mother a note to accompany
the image in this book: “People with mental illness have the gift of seeing and imagining things
differently. This is expressed in their art” My brother has been making art for more than thirty
years. Reproduced with permission of the artist.
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music. Fun activities—and the friends that can result from having something in
common—are also helpful for replenishing moral agency.

STEP 2. IMPROVING CRISIS MANAGEMENT

The current pathways to care that most young people have available to them—
typically after a crisis, through an emergency setting, and often with police
involvement—set young people up to fail. Such a pathway invites social stigma
by making an early mental health crisis seem criminal. It exposes young persons
to confrontation with and possible physical harm by the police. It sets them up to
have a police record, incur court costs, and face other challenging criminal justice
outcomes that can tax their material resources and meaningful relationships. As a
result, the young person and their families seriously question their moral agency
in the days that follow. As a society, we must decide, Are they “mad” or “bad”?
What do we mean by those terms? What are the consequences of the approaches
we use? With this information, we can work toward reform. In the meantime, here
are a few places to start.

Even within a supportive community, and even when there is some mental
health care in place, families still may need emergency services. Unfortunately,
the way most families know to contact emergency support is to call 911. As soon
as that happens, the police are also notified. In twenty-eight states, police are
legally required to be involved in an emergency call. But police involvement
is often highly visible to neighbors, families, and friends and perpetuates the
impression among all involved that they have done something wrong or even
bad. The optics and consequences of police involvement, including the reputa-
tional and physical danger to people in crisis, need further attention. Simply put,
if a person is experiencing an emergency, we could provide gentler entry points
to care.

One initiative includes the number 988, which connects people to a mental
health crisis hotline with access to trauma-informed counselors, mobile crisis
units, co-responder services, and longer-term mental health programs. Since the
line replaced the National Suicide Hotline in July 2022, the numbers of calls,
texts, and chats have risen by 45 percent, with 8o percent of calls answered by
someone in the same state, 93 percent of calls and 98 percent of texts and chats
being answered overall, and reduced wait time to talk to a counselor.” Cur-
rently, however, there is concern about insufficient mental health resources like
a counselor on call, a safe or respite space available where people can go, or
even knowledge of local resources when they do exist among persons staffing
the lines, as well as questions about the training and qualifications of 988 staff in
general.” In addition, not all calls are answered, it is not clear or uniform how
988 works from region to region (some states have significantly lower answer
rates, such as Arkansas and South Carolina at 55-69%), and the waitlist for many
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mental health services to which a person could be referred is far too long. It took
a while to work the kinks out of the 911 emergency system, and even that still has
issues, and proponents of 988 argue that it will take sustained effort. We need
to make sure people keep trying to make this emergency number work more
efficiently at the local and the state level.

For the time being, police will likely continue to be the primary first responders
to psychiatric emergencies in most states. Interventions to improve police inter-
actions include the use of mobile crisis clinicians, unarmed response units, and
mental health-trained intervention teams.* Even police officers who receive only
a special 40-hour training about mental health as mental health first responders
(crisis intervention team [CIT] model) are more likely to offer a person mental
health services (instead of jail) and less likely to use force and arrest during police
encounters with individuals with a mental disorder.® To date, more than 3,000
jurisdictions worldwide have implemented this CIT model.*®

Other models use co-responders and embed a person with lived experience, a
social worker, or a behavioral health specialist in the unit that responds to mental
health emergencies. People in crisis prefer this model.?” Dallas County, for exam-
ple, has piloted such a program, the RIGHT Care program, since 2018. The team
includes a community paramedic, a licensed mental health clinician, and a spe-
cially trained police officer. According to its website, the team responded to 4,000
calls in the first eighteen months of its existence, with only 2 percent resulting in
arrest, 9oo people being diverted from the emergency room directly to mental
health support, and 500 diverted from jail. Whether it has been deemed to have
worked well in the long run or will be expanded remains to be seen.*

There are alternatives available, but as a society, Americans need more invest-
ment in pilot programs, developed in partnership with the communities expected
to use them, to understand what works well, for whom, and under what circum-
stances. Interestingly, the least-restrictive options, such as a crisis line or mobile
crisis team, are also the least costly but need to be more widely available and able
to connect people to mental health supports and services quickly.”

STEP 3. REDESIGNING EMERGENCY
HOSPITALIZATIONS

Ideally, young persons experiencing early psychosis would never reach a crisis
point where they are being brought into the hospital by police. Expensive emer-
gency hospitalizations offer little material, moral, or therapeutic support and are a
far cry from psychologist Carol Gilligan’s notion of ideal care as “an activity of rela-
tionship, of seeing and responding to need, taking care of the world by sustaining
the web of connection so that no one is left alone”* In fact, being left alone is often
what happens to young people with early psychosis, as friends, family, educational
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structures, social networks, and vocational opportunities evaporate after they have
been picked up by police, hospitalized, and deemed “psychotic”
We desperately need to redesign our approach.

Educate Providers and Families about Privacy Laws

First, it might greatly help if young persons and their families could be better con-
nected with each other during their hospitalizations and subsequent experiences
with bouncing, especially when everyone is new to the system. To better ensure
connection, we need a widespread understanding about what HIPAA laws mean
and what mental health professionals can and cannot tell families when their loved
one is in the hospital, in jail, or the like.! Often institutions of care assume they
cannot share any information, but this is not true. In a whole set of circumstances,
family members are permitted to know about the care of their loved one in psy-
chiatric emergency situations, as recently outlined in a document from the Office
of Civil Rights of the US Department of Health and Human Services.”> For exam-
ple, a family can be notified if the patient has not objected, if the family has been
involved in care previously, and if the hospital staff can infer from surrounding
circumstances that it is in the best interest of the patient (for example, the patient
did not describe abuse at the hands of a parent). If a patient is unable to agree or
object, because of some incapacity or emergency—which arguably applies to some
of the young people in this study—then a psychiatric hospital is free to notify a
“member of the household, such as a parent, roommate, sibling, partner or spouse,
and inform them about the patient’s location and general condition” A hospital
can also “disclose the necessary protected health information to anyone who is in a
position to prevent or lessen [any] threatened harm” if such disclosure can reduce
a serious and imminent threat to the health or safety of the patient or others, even
without the patient’s agreement.

This last clause is the key that might have helped Daphne and others, though it
leaves a lot of room for interpretation. In fact, the law even states that no one can
“second guess a health care professional’s judgement,” and so they are free to share
when, in their judgment, sharing may protect the patient from harm. Therapists
can even contact parents to let them know that a patient has not been attending
appointments and may be in danger. These circumstances need to be made clearer
to the public and to institutions of care so that young people aren’t getting lost in
the system while they are bouncing between facilities or after discharge. In many
of the examples I share in this book, key supporters needed access to more infor-
mation about the youths’ whereabouts and well-being but were unable to get it,
possibly because health care professionals did not understand the spirit of the law
or feared receiving hefty fines or being sued.

Some argue that the law is often interpreted incorrectly by health care facili-
ties or by employees without adequate training (who are often on the frontline
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interacting with families), which prevents patients’ families from getting informa-
tion that is not actually restricted under the law. Some doctors are calling for the
laws to be revisited to address unnecessary bottlenecks in patient care. In cases
of early psychosis, better connecting parents to the hospital and to other men-
tal health providers may go a long way toward helping keep a young person safe
(assuming that the family is a “safe space” for a young person in the first place,
which was true for most of the young people in our study).

Focus on Trauma-Informed Care

Given ample evidence that people seeking inpatient psychiatric services have often
already experienced trauma, it seems clear that traumatic histories affect a person’s
willingness to seek help and engage in care.”® As Sascha DuBrul advised, “We des-
perately need to create sanctuaries for people who are having the kind of spiritual
and emotional crises I was having when I was a teenager.”**

One approach is to implement principles of trauma-informed care in emer-
gency settings and among first responders for people in crisis. Maxine Harris and
Roger D. Fallot, former codirectors of Community Connections, an addiction
and mental health rehabilitation program in Washington, DC, identified five
principles to guide trauma-informed care practice: physical and emotional safety,
trustworthiness, choice, collaboration, and empowerment.” Physical and emo-
tional safety includes separating patients by their self-identified gender at all
stages of care,” making safe “time-out” spaces available, respecting patient privacy
and modesty (when they are bathing, sleeping, and using the bathroom), training
staff in de-escalation strategies, and helping patients identify triggers and calm-
ing strategies to help them feel in control. Establishing trustworthiness includes
helping clients feel safe, respecting their emotional limits, explaining procedures
and tests, respectfully and consistently practicing informed consent, and main-
taining respectful professional boundaries. Collaboration means treating the client
as an expert on their own life and allowing the client to plan and evaluate the care
they receive. Finally, empowerment refers to helping clients identify and employ
coping strategies. For services specific to early intervention for psychosis, research
suggests that trauma-informed care involves seeking agreement and consent from
the service user before beginning any intervention; building a trusting relation-
ship with the service user; maintaining a safe environment for service users; fos-
tering a calm, compassionate, and supportive ethos; and being empathetic and
nonjudgmental.’” While these principles may sound like basic human kindness,
some of the stories I have shared throughout the book suggest that this is exactly
what needs to be upheld as important in emergency psychiatry settings. Many of
these elements were missing from the care the young people described receiving,
and following any of them may have made a difference for preserving and pro-
moting moral agency. Research suggests that conditions are not better elsewhere
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in the United States.®® Changing these conditions will require time, training,
and commitment.

Safe Spaces for Mothers and Children

My research also revealed that one group in dire need of better solutions is young
mothers with early psychosis and their children. Nursing mothers faced the added
physical and psychological challenges of stopping breastfeeding.’® In the United
Kingdom and other countries of Western Europe, there are mother-baby units that
keep mothers with postpartum psychosis and their babies together with a focus
on safety, psychosocial support, and psycho-education. However, this accommo-
dation was nowhere evident in my study, and one advocacy group, the Maternal
Mental Health Leadership Alliance, wrote in 2023 that only four such units exist in
the United States.” My team did not witness anyone even offering a breast pump
to a nursing mother.

One group that may have an experience comparable to that of mothers deal-
ing with psychosis is incarcerated mothers. Research on this group suggests that
forced separation of mothers from their children is an experience similar to still-
birth or miscarriage and increases the risk of self-harm as the woman struggles
with the loss of their identity as a mother."!

Separation is hard on the children, too, and can have lasting consequences.
First, breastfeeding, when possible, is essential to infant development. Second, the
cycle of institutionalization seems to perpetuate itself. Women with a psychotic
disorder who had their children taken away from them while in a joint mother-
baby unit in France and Belgium for women with postpartum psychosis were 4.4
times more likely to have been separated from their own mothers and institu-
tionalized as a child.* Children who are separated from their own mothers and
institutionalized thus may be more likely to have their children taken away later.
The research recommends that, if separation is necessary, the child be placed with
a family member or a foster family rather than in an institution to help limit the
consequences of maternal separation for the child.* This is an area in need of care-
ful consideration and reform to stop the devastating cycle.

Value and Offer Mutual Supports

Many, many times throughout this research (and in my global health work as
well), young people and their families expressed an interest in working more with
someone who had been through psychosis as a young person and was now doing
fine. Such people are known as peers or peer support specialists. A peer is some-
one who understands, someone who has been there before, someone who is doing
well. For youths and families, they also wanted this living example that things
could get better. Employing more peer support specialists in emergency and crisis
services can help improve the system and promote moral agency, because peers
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can serve as real-world examples of the fact that, though a person may be having
a hard time—including homelessness, substance use disorders, and incarceration,
along with serious mental health symptoms—they can still pass through it and find
meaning and purpose, gainful employment, and community in a group of people
who have survived similar experiences. Peers can also offer advice to young people
about how to manage symptoms and medications, relationships with therapists,
psychiatrists, friends and family, resources for wellness, and much more. Several
young people I talked to said they would happily volunteer to visit other young
persons in the hospital to help them know they were not alone. This would prob-
ably be possible via Telehealth, as well, which may help reduce concerns about
safety, anonymity, and the possibility of accidentally triggering someone by send-
ing them into the hospital as a volunteer. Some, like Ariana, already had plans to
become a professional peer support specialist. A support group composed of a mix
of people who are struggling and people who are doing well and can understand
and encourage one another could be ideal.

These kinds of options do exist, just not in formal mental health care settings,
typically. One is the Hearing Voices Network, run by people who share the experi-
ence of voices, visions and other extreme states.* Another is the Fireweed Col-
lective, for persons who identify as mad or neurodivergent. The Inner Compass
Initiative seeks to empower people to make a friend with someone who is hav-
ing similar experiences and claims to offer unbiased, straightforward information
about psychiatric drugs and diagnoses. Some of these groups hold gatherings in
numerous local communities around the United States (and other countries) and
online to help people, in mutually supportive ways, manage experiences such as
hearing voices and taking or tapering off of antipsychotic medications. The Wild-
flower Alliance, with support from the state of Massachusetts, has four community
centers, operates the peer-run respite Afiya House (mentioned earlier), and also
offers training workshops for people seeking to deepen their peer support skills.
DuBrul, who started the Icarus Project, which turned into the Fireweed Collective,
explains that mutual support networks make friends into everyday heroes who are
accessible on a local level: “We send off ripples” of support, he observes, “through
the fabric of our friends”* This network building provides more community, he
explains, so that people do not spend their whole lives feeling out of place.*s

Corrina similarly said:

If these [other young people in my study] don’t have a lot of friends, which, it can be
hard . .. That makes it ten times worse, so much worse, and then that also puts more
strain on the people that are in their family, cause they become more needy, cause
you need friends. I realize now, without my friends, I feel so depressed and so much
more anxious. If y’all needed to get me in touch with any of these people, I would
be willing to talk to anybody, because I understand if they need a friend, I can be
a friend.
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While confidentiality issues prevented us from connecting the young people in
the study, Corrina would have been a valuable friend for a lot of the young people
my team met. She herself made a few friends in group therapy whom she stayed
in touch with for support. Young people are making such friends organically, but
more of us could, and should, help them along.

Alternatives to Inpatient Hospitalizations

Another possible approach is to divert “first-timer” young people away from
emergency hospitalization altogether to smaller, safer spaces. Peer respites repre-
sent one such alternative, so called because they are staffed by peers. Peer respites
are typically run out of houses in residential neighborhoods and serve as places
where people experiencing a mental health crisis can go any time of day or night
for a short-term stay (an average of five days in 2018%) as an alternative to psychi-
atric hospitalization.

Peer respites provide services such as support groups, one-on-one time with
peer specialists, recovery-oriented self-help training, and recreational activities.
Many respites allow people to stay who are actively suicidal or experiencing psy-
chosis, or both, but admission is determined on an individual level.*® They also
permit people to choose whether they want to take medications, and they offer a
safe space for those who do not. Currently, there are thirty-three peer respites in
thirteen US states.”

One randomized clinical trial comparing the use of peer respites to locked
inpatient psychiatric facilities among a sample of uninsured, civilly committed
adults found that those using the peer respite self-reported improvements in men-
tal health and treatment satisfaction.” A study of the effectiveness of another peer
respite program in New York found a reduction of 2.9 psychiatric hospitalizations
per respite client as compared to clients who went to the emergency room in the
first year, and Medicaid expenditures were an average of $2,138 lower.” In a quali-
tative study from the Southwest, peer respite users described the first two days of
their five-day stay as a time to slow down and rest and the last two days as pre-
paring to reenter their daily lives. Users thought the peer respite created a “much
more relaxed atmosphere” than a typical psychiatric hospitalization,** though a
minority did not like the unstructured environment.” In a matched-pairs analysis
between patients who used peer respites and those who didn’t, people who went to
peer respites instead of the emergency room were 70 percent less likely to end up
in inpatient psychiatric hospitals.>* I wonder if this has something to do with the
Medicaid reimbursement rules for emergency rooms that seem to encourage long-
term holds in inpatient facilities to protect reimbursement for uninsured patients,
a practice I detail in chapter 4.

In another qualitative study of people who have used peer respites, most con-
cluded that being around peers who have been through similar experiences was
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comforting and helpful to their recovery. Afiya, a peer respite center in Massachu-
setts, conducted poststay surveys suggesting that it was greatly beneficial. Ninety
percent of participants said they would choose Afiya again over a hospital or other
support option.>

Many details are still to be worked out, such as the ideal length of peer respite
stays. Many participants in one peer respite said that even a 30-day stay (this
setting offered 3 to 29 days) would not be long enough.’® Some who like peer
respites don’t want to leave, or may come back frequently, for example to avoid
homelessness. Shorter stays likely helped people get back to their lives more
quickly, but it's complicated. Some people need more sanctuary. Thoughtful
training and supervision of staff and clients are also necessary, especially to pre-
vent staft burnout.

The truth is that we know how to create the sanctuaries that DuBrul said he
needed as a teenager. We know how to provide better emergency care for people
with psychosis that is trauma informed and safe and offers mutual support that can
protect moral agency. For a young person to want to continue engaging in further
mental health care, the initial landings in “care” for them need to be soft, welcom-
ing, and safe. American society needs to invest in more trauma-informed care and
peer support in emergency settings, as well as alternatives to those settings, such
as peer respites. We also need to build better support systems for mental health
care workers. This includes training for the hospital workers who are trying to
make meaningful changes in the face of arcane and difficult medical billing prac-
tices and a lack of structural or trauma-informed supports. Change for the better
also means giving peers more opportunities and funding and space or bandwidth
to provide support, both in the hospital and in the community.

STEP 4. OPTIMIZING EARLY INTERVENTION

Coordinated specialty care (CSC), as mentioned in this book’s introduction, has
been rolled out as the premier model of care for early psychosis intervention in the
United States. Efforts to implement this model had barely begun in Texas when I
first started my research, and no one in my study qualified under the initial eligi-
bility criteria, which have since changed.

As these services have become more available nationwide thanks to federal
and state investments in early intervention for mental health, much research and
hard work has been done to decide what early intervention means (do we screen
at-risk youths and pretreat?), what to offer, and how to best roll these services
out to Americans across the country who come from a wide range of social con-
texts, levels of resources and need, and cultural backgrounds. At this writing, I
am participating in one CSC research project called EPINET-Texas, funded by
the National Institutes of Mental Health, which uses a “learning healthcare sys-
tem” to create feedback loops with providers, youths, and families that can help us
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optimize services. EPINET-TX is also in conversation with several other, similar
programs around the country to harmonize data and learn more about what works
and does not work for all Americans.”

While much is shifting and being learned, in general, the model aims to offer
some specific components in every location, including medication management,
individual or group therapy, family psychoeducation, and vocational or educa-
tional support.”® Of course, not all states fund these programs adequately, and
not all young persons can access all of them, but since the model is currently
considered to be an ideal form of care, I offer recommendations relevant to each
of these components.

Medication Management

Once a person is diagnosed with psychosis, the way forward with medication must
be thought through very carefully and in partnership with the youth and their
family. As this book argues, medication management is a medical, material, and
moral issue. Of course, young people need to be able to afford and access pre-
scribers who know how to handle psychosis symptoms well with the right medi-
cation, as mentioned in step 1. But we also need to understand that the young
person or their loved ones may not view using medications as a tool to help them
replenish their moral agency and so they might reject those medications. Ariana’s
family and coworkers thought using medications signaled she was “crazy” or an
“addict” or both—labels that she could not embrace—and so she refused longer-
term medication use. Michael’s sense that the side effects might limit his ability
to be a father was too much to bear because, in his local moral world, becoming
a father was key to meaningful adulthood. In contrast, for Pedro, using medica-
tions indicated that he might obtain disability income that could help the family,
so he embraced medications—but on his own terms, making it clear that he was
taking the medication to treat his PTSD, another signal to his community that his
diagnosis did not mean he was a bad person. Amy—whose grandmother had died
in a state hospital after being held there for schizophrenia—eventually embraced
her medications because her family saw it as a way for her to avoid the same fate.
Sage’s grandmother had also been hospitalized for schizophrenia, but her parents
and grandparents supported her refusing medications (though she did not refuse
Adderall). At this point, the decisions the young people made about treatment
depended on whether they thought using them to access a better life would not
jeopardize the respect they needed to thrive from the people they loved.

Most research to date has focused only on whether people should have anti-
psychotic medications at all. While these findings are hotly debated, people who
take antipsychotic medications their whole lives appear to live on average twenty-
five years less than they might have, even when controlling for lifestyle factors
like smoking and obesity.” The side effects of the drugs may contribute to car-
diometabolic problems that can lead to heart disease and diabetes, for example.®
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On the other hand, a systematic review of studies exploring use of antipsychotic
medication by people diagnosed with schizophrenia (which is not the inevita-
ble outcome of early psychosis but is a possibility) claimed that mortality rates
were higher in patients with no antipsychotic use than in those who did not use
the drugs.®

Specific to early psychosis, a Finnish twenty-year follow-up study on discon-
tinuation of antipsychotics following a first episode found that people who never
used antipsychotics past their initial hospitalization had a 214 percent higher risk
of death than those who did.®* Based on this evidence, the authors argue that long-
term antipsychotic treatment is associated with increased survival. In Norway,
some psychiatrists are encouraging medication-free options for early psychosis.
One study that included interviews with patients who discontinued antipsychot-
ics at different time points showed that a robust relationship with the treatment
team, as well as patient personal responsibility and agency within that relation-
ship, was imperative for positive outcomes after discontinuing medications.*
Those who discontinued medication also described an improved relationship with
their therapists compared to previous experiences. Yet discontinuing or not using
antipsychotic medications is controversial, even among Norwegian psychiatrists.**

There are many studies and arguments on both sides, and we do not have all
the answers yet. Coordinated specialty care, the popular model in the United
States right now, advocates for using the lowest possible doses of medication for
the shortest possible time.® In a recent review, this CSC approach to medication
prescription was associated with more work and school involvement among the
young persons and lower symptom severity.®® With my own results in mind, it
seems clear that prescribers should, at a minimum, be taught how to interact flex-
ibly and ethically with young people and their families concerning medications.
Clear information about psychiatric medications, the side effects, interactions
with other drugs, and whether they need to take a drug for life is surprisingly hard
to find, and many people are receiving prescriptions without a clear sense of what
the medications do. There needs to be more transparency around potential risks
and side effects—a stronger good-faith effort to provide “informed consent”

Decision making about prescriptions and changes works best when it is shared
between patient and physician, which also ensures that the patient takes their
medications as prescribed. Sofia was not interested in taking medications until she
worked with someone who understood that she was experiencing “nervios” and
needed homeopathic approaches alongside psychiatric medications. Furthermore,
those who have unwanted side effects but no information on how to mitigate them
often reject the medications. If antipsychotics are not helping them restore their
moral agency by helping them look good, feel good, and be productive—all cul-
turally valued states of mind for young people—then they are an unappealing
choice. These suggestions line up with literature that advocates for “shared deci-
sion making” between doctors and patients as a key to ethical psychiatrist-patient
relationships, but the connection should hold true for the young person and any
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prescriber, as well.” Providers also need to be open to the possibility that psycho-
social interventions may be more acceptable to a young person and their family.

Vocational and Educational Support

Vocational and educational support is another key part of the CSC model, but may
not always be implemented, at least in public insurance settings where there are
limited resources and staff. However, this piece is important in attracting young
people to using early-intervention services. All of the youth in our study were
highly focused initially on getting their lives “back to normal,” or at least back on
track, and the best way to do this is to help them stay as connected to school and
work as possible.®

While nearly everyone in our study reported having employment during their
lifetime, it is not clear that they all had a job they wanted or that paid well, and
several lost their jobs during their crisis. In the state-of-the-art (but not yet widely
available) CSC model, members of a team that supports a young person with
early psychosis include “supported employment specialists” who are dedicated
to helping young persons find a competitive job. In turn, young persons must
choose to participate, use mental health treatment, and have a goal of competitive
employment.” Supported employment programs then offer personalized disabil-
ity benefits counseling and aid in a job search that meets the young person’s pref-
erences. Participation in early psychosis services has also been found to increase
work participation.”

Educational support is another important goal for many young people as more
Americans enroll in college after high school (70 percent in 2009) as an important
part of their transition to young adulthood in a country where “college for all” is
a widely held cultural ideal, though some media outlets argue that this ideal
is changing.”* Supported employment programs can also offer education compo-
nents. In one program that made quarterly assessments, OnTrack New York, hav-
ing educational support in the first quarter in which young people were enrolled in
services was significantly associated with school enrollment in the second quarter
and continuing throughout the first year of services.”

Opverall, developing educational environments that better support people with
mental health concerns stands to benefit many young people. One study found
that over four-fifths of college-enrolled students experiencing a first episode of
psychosis also face a disruption in their college education. While many return
to college afterward, it takes them about a year and a half on average to do so0.”
This is a long time for a young person to be out of school. Smoothing the transi-
tion from the hospital back into school or preventing a full disruption in the first
place needs to be a high priority. Back-to-school toolkits for higher education,
developed for students and families as well as administrators, suggest that effective
accommodations create more inclusive environments and offer more flexibility
around helpful forms of testing, attendance policies, and classroom resources (e.g.,
recording lectures).”
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Stigma is also a huge concern in higher education. Administrators, professors,
and teaching assistants are not sure what to do with a student who is having a men-
tal health crisis in class—or afterward. I have seen this personally as an educator. It
can be difficult for students to access mental health care while on campus or back
at home during a break. Students like Pedro, James, Sofia, and Markus shared their
problems with school expulsion and student loans related to their mental health
crisis. James was expelled from school. Corrina had to drop out due to the anxiety
it caused her to attend classes. All of them lost scholarships and financial aid and
had loans they could not cancel because they had passed an administrative dead-
line at the school for withdrawing. Young people were then carrying debts even
though they had no course credits or progress toward a degree to show for them.
We need to develop more compassionate policies and evidence-based guidelines
to support young people in staying in school, not penalize them when they cannot,
and to help them get their student fellowships and scholarships back when they
are able to return.

Counseling centers also need to be prepared to help young people with psy-
chosis or make referrals to people who can, and student insurance needs to cover
that care. We could create technological options for young people who need to
attend school virtually for periods of time to manage serious symptoms. My favor-
ite option comes from Norway, which has pioneered using “telepresence robots”
that can attend class, record lectures, and take notes for disabled or sick children
when they are not well. The program has met with some success—but, of course,
not without some controversy.”” Why not pilot such a program here for young
people who require long inpatient stays? Or at least have someone—perhaps a
teaching assistant, a school employee, or a student volunteer—record lectures and
take notes for them? These are not expensive or complicated asks. Someone just
needs to care enough to make it happen.

Supporting Families

Throughout this book, I show families that were often a key part of protecting,
replenishing, and nourishing a young person’s moral agency. They also provided
critical support of a young person materially (providing housing, cell phone pay-
ments, food) and medically—for example, by given them a safe place to stay,
reminding them of appointments, providing transportation, and monitoring med-
ication use. Most people working in early psychosis services seem to believe that
involved families are the best possible asset for a young person in their recovery.
But to be able to provide material, medical, and moral support effectively, families
themselves need sufficient support.

Most CSC programs offer “family psychoeducation,” if anything, but much
more is needed.”® Family psychoeducation is important; it is meant to help fami-
lies understand what is going on with the young person and how to support them
by increasing their “mental health literacy”—a construct I critique in chapter 3.
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However, none of the families I met accepted the psychoeducation on offer. In
general, I think there must be longer, more in-depth, and more sustained family
support for families to heal.

Some innovative programs are using “family navigators” or “family support
specialists,” people who have a loved one who has experienced a serious mental
health concern and so are able to offer a lived-experience perspective as a family
member to those newer to the experience.”” One study from Australia found that
family peer support workers who provided families with comfort, guidance, and
advice were helpful.”® In my own research on the “Opening Doors to Recovery”
program in Savannah, Georgia, my team found that family community naviga-
tion specialists—as they were called in that context—were a positive addition to a
team of supporters for persons with long-term psychiatric disability.” They helped
provide emotional support and served as a strong communication liaison between
the family and providers.

In addition, my research has shown that all families and young persons would
benefit—separately and together—from more therapeutic support, ideally offered
at home, in the evening, and possibly online. Therapy can help families rebuild
trust and shared moral understandings—so important for moral agency—in the
aftermath of a psychiatric crisis. Formal, clinic-based “interventions” provide
information about ways to address practical issues, help families feel more sup-
ported, and increase the family’s confidence that they can support their relative.*
Therapeutic “talking” interventions for families that also have been shown to help
reduce relapse and hospital admission rates for people with psychosis and help
improve social functioning.® In addition, family interventions are thought to
reduce the burden of care for families and better prepare them to provide care.*
Engaging family members may be especially important, as well, in working with
persons from minoritized groups. In one review of mental health disparities
among ethnoracially minoritized individuals with severe mental illness, identify-
ing a family support person to include in doctor’s visits and providing family psy-
choeducation were both critical for lowering attrition.*® However, I think most of
the families I worked with would have loved having any of this work with families
conducted in their home during a time when they were all present.

Probably the most comprehensive and best-researched family intervention is
the Open Dialogue approach, which does typically occur in the home and often
includes a psychiatrist, a psychologist, and a nurse.* This team follows the patient
through inpatient and outpatient settings, from the first 24 hours after their pos-
sible initial first psychotic episode for as long as treatment is necessary. Having a
secure team in place helps the young person and their family navigate the system.
Team meetings are held at the patient’s home or another safe space and include
at least two trained therapists, family members or another key supporter, and the
young person. Hospitalization and medication are not the focus of treatment,
are often delayed, and are used sparingly. Hospitalizations are not forced. Instead,
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the foundation of the treatment is the Open Dialogue—an “equal” dialogue
between the patient, the patient’s key supporters, and the therapists with a goal of
increasing a sense of agency, motivating change, and creating a shared understand-
ing of the situation. All participants discuss all issues openly and in the presence of
all the other members of the team and family.

Research suggests that overall recovery rates using the Open Dialogue approach
are often better than for people receiving treatment-as-usual, including a reduced
need for psychiatric treatment and fewer psychotic symptoms.*> A 19-year follow-
up study in Finland that compared first-episode psychosis patients using the Open
Dialogue approach to those using treatment-as-usual found that Open Dialogue
users had significantly less overall need for hospitalization, antipsychotic medica-
tion, or disability allowances. For patients with more threatening behavior, how-
ever, the dialogical approach was less successful.* In addition, suicide rates were
high in both Open Dialogue and control groups, indicating that psychotic experi-
ences were still highly distressing, even with this more therapeutic and egalitarian,
family-based approach.®” Yet this treatment has helped many young persons and
their families deal effectively with acute stressors and life crises.

In addition, encouraging everyone involved—the young person, their clini-
cians, and their key supporters—to voice their ideas and concerns in equal ways
offered opportunities for new kinds of understanding while promoting shared
decision making.* Much of what frustrated many of the young persons my team
engaged with over time, which often led them to reject future mental health care,
involved not feeling listened to by family and treatment staff throughout inpa-
tient stays and beyond. This sense of dismissal may be softened by using an Open
Dialogue approach that promotes mutual trust—an important part of the psycho-
therapeutic process.*” In general, Open Dialogue users felt better listened to and
understood than they did in other kinds of care experiences, though some patients
with psychosis did find the meetings to be overwhelming and strange.”

Unfortunately, it is not yet clear how well Open Dialogue translates to loca-
tions outside Finland. It has been offered in the United States in mental health
agencies in Massachusetts, Georgia, New York, and Vermont. In Vermont, where
it is called the Collaborative Network approach, one qualitative study found
that it was well received, appreciated, and perceived as an empowering form of
mental health care.”” A study in Massachusetts suggested that families liked hav-
ing a space where they could process their experiences together, the involvement
of the team in their lives, and the transparency of the Open Dialogue treatment
process.”? Interviews with youths and family members in Vermont revealed that
young people felt less singled-out when their families were included in the
treatment process and that they felt they had learned as much from having
their family present as their family and clinicians had learned from them.”” An
Atlanta-based team found that the approach was feasible and acceptable and had
some positive effects even with less frequent meetings and without home visits.”*
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However, more research is needed. In the meantime, some Open Dialogue prin-
ciples might be adapted to offer families more therapeutic support at home or in
a safe space after a psychiatric crisis.

STEP 5. MATERIAL SUPPORT

Research on state-of-the-art care for early psychosis suggests that it may work
best for people with a high socioeconomic status.”” It makes sense that low socio-
economic status would make it harder to find the material resources needed to
access care. Thus, we must consider ways to offer more material support to young
people in crisis and their families. It is not just the responsibility of individuals
or clinicians or community supporters to promote youth mental health; it is the
responsibility of us all, and some of that promotion is going to require ongoing
investment in mental health care for those at higher risk who cannot afford to
prioritize mental health care when they face so many other challenges.

One way we all can help is to agree to make mental health care cost-free for
people who have experienced psychosis without requiring them to have a “dis-
ability” that renders them unable to work. Nearly everyone in my study reported
having worked at some point prior to their first hospitalization. Evidence suggests
that people who have psychotic symptoms want to work, but many ultimately seek
out social security disability income or supplemental security income (depend-
ing on how long they have worked). Such assistance offers a living stipend to off-
set the financial burden of not being able to work and helps them secure mental
health insurance through Medicare (after 24 months in the case of SSDI) or Med-
icaid (automatic for SSI) to help cover the high costs of medications and potential
future hospitalizations.

Disability is expensive for the government to offer, though the details are
hard to parse. Federal expenditures for SSI alone in calendar year 2022 totaled
$57.1 billion for 1.23 million individuals, of which about $14.65 billion was allocated
to persons with serious psychiatric disabilities such as schizophrenia and bipolar
disorder.”®* Many people do need the monthly stipend to live on and many also
need the Medicaid and Medicare to access and pay for mental health care.

Of course, this means that insurance is another area in need of reform. Men-
tal health care is expensive, and accessing services early is difficult for families
unless they have the right insurance. If they don't, accessing mental health care
requires them to use emergency services, which is expensive, prevents early inter-
vention, and can be a traumatic experience. At the hospital where I worked, the
young persons who lacked insurance—presumably mental health insurance—
seemed to be sent consistently for a long stay at the state hospital to meet Medic-
aid requirements, which was costly for youths and their families. The fiscal year
2024 “maximum daily rate of charge to individuals” for an inpatient stay in a Texas
state psychiatric hospital was $579 per day for “adults” and $928 for “children and
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adolescents,” which would add up quickly: 28 days for an adult would cost a person
$16,212.% This price is likely cheaper than a long stay at Shady Elms but is still stag-
gering for most people I worked with to cover. No wonder Sage compared it to the
costs of a year of college.

In 2014, when my fieldwork started, the Affordable Care Act had just made
it possible for some of the young people to apply to stay on or reapply for their
parent’s insurance until age 26. Insurers could no longer declare a history of psy-
chosis as a preexisting condition and thus a barrier to insurance.”® Some of these
reforms have been helpful. Even so, among those who are in the early stages of
psychosis and qualify for Medicaid based on income, the lack of a documented
disability can preclude their access to Medicaid benefits that would cover early
psychosis services, because the funding is limited to those with multiepisode
schizophrenia and there must be at least one year of documented illness to apply.
These requirements limit services that could help prevent people from becoming
disabled in the first place.”

Commercial health insurance and Medicaid programs also do not typically
cover comprehensive early-psychosis services—and even when they do, what
they cover is highly variable.'” In one study, Medicaid covered around half
of the costs of CSC, which excluded community outreach activities, team meet-
ings, ongoing training, and supervision—all of which are needed to build effective
programs.’” Both state and federal entities are actively investigating additional
financing strategies and increasingly liaising with private as well as public insur-
ers, but we need to continue to push these agencies to make changes that foster
preventive and intensive early psychosis support for young persons before and
after a crisis.’”® One recent change (September 2023) for public insurance was to
adopt a single code for billing for the package of CSC services at the federal level
so that any CSC component, tailored to a person’s specific needs, could (in theory)
be covered by a single code.'® While the effects of the change remain to be seen,
many consider this a step in the right direction for improving access to the full
package of CSC interventions.

In one international review of primarily Western countries (one from China),
14 of 15 studies of early-psychosis intervention programs found that the availabil-
ity of such intervention “resulted in reductions in total costs or were cost effec-
tive because they decreased high cost adverse outcomes,” such as by reducing the
number of emergency room visits and high-cost inpatient hospitalizations, while
improving a young person’s quality of life.'* Despite the evidence, even if everyone
had insurance, there are not enough early-psychosis programs available currently
to meet demand. For example, in Texas each year about 3,000 young adults ages
12-25 are estimated to need early-psychosis services.'®® In 2014, when this study
took place, there were only two CSC teams in Texas, and they were capable of
serving 60 total young persons, representing 2 percent of state-level needs.'” By
2016, when my study ended, there were only ten, with the capacity for 300 (10



TURNING POINTS 177

percent of those in need). In 2022, around 1,366 clients were served in Texas by
CSC teams,'” which the Meadows Mental Health Policy Institute estimates as rep-
resenting about 17.5 percent of persons needing those services in any given year.
Nationally, it is estimated that more than 75,000 young persons go without access
to CSC programs every year.'®

We can do better. This is not a money grab; it is a potentially self-sustaining
investment in young persons’ futures that may reduce costs drastically in the long
run. CSC models cover two years and cost about $15,000 per person per year—
less than the 28-day inpatient state hospital bill many of the young persons we
worked with likely received after their initial hospitalization. If we work instead to
get people on track and avoid generating the need for crisis intervention, rehos-
pitalization, and disability services, the savings for individuals, their families,
taxpayers, and the government will be inestimable.

Opportunities to help young people prevent, approach gently, pass through, reori-
ent to, and find treatment and support for experiences of psychosis through moral
agency—enhancing practices are described throughout this book. This final chap-
ter attempts to distill these into five steps we could take to radically transform
care by strengthening its medical, material, and moral dimensions to help a young
person protect their moral agency at a vulnerable time, which is key for moving
forward into valued adulthood.

Moral agency is the catalyst for individual, familial, and societal belonging for
any young person in the United States, including a person with early psychosis.
Social belonging heals us all. We all need to be loved. The origin of the word believe
is beloved.'” We need others to see us as at least “good enough” for love—good
enough to be beloved and believed—for our lives to have meaning.

If we pay attention to moral agency and offer young persons better support,
many more can pass through their crisis and move forward with a life that is per-
haps even more enriched and meaningful than it would have been otherwise. Not
everyone who has experienced psychosis and moved on wants to share that story
with others, so we do not hear about many of their stories, but I have talked to
many people over the years who passed through this kind of experience, and more
and more people are coming forward. Some of them have published research, first-
person narratives, films, and artworks that have been crucial for me to under-
stand psychosis myself, and I have no doubt there is much more to come as society
embraces neurodiversity and understands that everyone has something to offer
the collective whole. People with lived experience are doing their part to help, but
all of us, as humans, can also become allies and do as much as we are able to help
young persons experiencing symptoms of psychosis. Helping young people stay
connected to people they care about and engaged in activities that are meaning-
ful to them and reminding them that they are a “good enough,” beloved person
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is crucial for them to envision a pathway to and through care. This care may be
medical, it may be moral, and for many it will need to be material at times, as well,
but if we commit to making sure that support is on offer and sometimes offer it
ourselves, we can make a difference.

In this way, we can make psychosis a turning point—a moment when we real-
ize a young person may need more accommodations to move forward, a moment
when we commit to providing that support. This will require a societal turning
point in the United States: the political will to make reforms, the social will to be
allies for those of us with anomalous experiences, and the compassion to offer
real financial support to improve youth mental health care and access to that care.
When we exercise this will, we can turn some of these breaking points into turning
points. And, in so doing, we can help a precious young person—full of incredible
potential—to know that they are beloved and will find a life worth living.
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McCluer, Besrat Redda, Erin and Hank Stafford, Leah and Keith Sumner, Joslyn and Bryan
Taylor, Arianne and Mike Theiss, Nancy Wiens and Sam Yates, Kristie Zenick, and Corey
Zimmerman and Shobu Odate. It takes a village, and I have a good one.

I love my colleagues at SMU, and among those who did not help directly with the proj-
ect, I appreciated the support and encouragement of Caroline Brettel, Sunday Eiselt, Simon
Craddock Lee, Karen Lupo, David Meltzer, Carolyn Smith-Morris, and Paige Ware. At the
University of Texas Southwestern Medical Center, John Burruss, Carol North, and John
Sadler helped orient me to the world of mental health care in Dallas. Meredith Baughman,
Sherry Cusumano (may she rest in peace), and Marsha Rodgers helped me understand the
world of mental health policy in North Texas. More recently, colleagues at the University
of Texas at Austin helped me think through substance use issues, among other things,
including Deborah Cohen, Vanessa Klodnick, Molly Lopez, and Samantha Reznick. I also
want to thank early readers of book proposal drafts and draft opening chapters, which
included Ippolytos Kalofonos, Rebecca Lester, Tanya Luhrmann, Allen Myers, and my
mom. Sharon Broll joined my team as a developmental editor after a few chapters had been
written, and she was crucial in helping me lay out my message clearly across each chapter.
Anonymous reviewers from the University of California Press were also incredibly helpful
and influential in the production of this final draft, as was the lovely acquisitions editor
Kate Marshall, who connected me with them. Kate has supported this project from early
stages with incisive comments and enthusiasm, which bolstered my spirits. Steven Baker,
a wordsmith extraordinaire, also did an excellent job offering insightful and remarkably
thorough copyedits.

Colleagues who have helped me think through many aspects of my work over the years
include, among many others, Eileen Anderson, Suze Berkhout, Elizabeth Bromley, Julia
Brown, Elizabeth Carpenter-Song, Tom Csordas, Lauren Cubellis, Michael D’Arcy, Byron
and Mary Jo Del Vecchio-Good, Whitney Duncan, Sue Estroff, Elizabeth Fein, Linda Garro,
Joseph Gone, Doug Hollan, Kim Hopper, Janis Jenkins, Laurence Kirmayer, Daniel Lende,
Sara Lewis, Michael Nathan, Christine Nutter, Matthew Wolf-Meyer, and Kristin Yarris.

As you can see in Appendix 1, I have a host of SMU students, researchers, and faculty
to thank for their help designing this project, collecting the data, interpreting the data,
and producing what is now a final draft of this book. Research designers included Michael
Compton, Lisa Dixon, Nev Jones, and (for the Hispanic- or Latinx-focused pieces) Maggie
Caballero. Data collection, coding, and interpretation helpers included for a substantial
time the wonderful Anubha Sood, Katherine Fox, Nia Parson, and Gillian Wright—all of
whom dedicated a lot of compassionate energy to this effort. Additional helpers at various
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times, often supported by a student scholarship from the Hamilton family through SMU,
included Shalimar Diaz De Leon, Jordan Goldstein, Miguel Gutierrez, Candace Johnson,
Caroline Jones, Darci Martin, Ekiomoado Olumese, Lauren Philpott, Brenna Raney, River
Ribas, and Diego Salinas. Literature reviews, which were sometimes very complicated and
in-depth, were immensely aided by the support of especially Matthew Hutnyan and Emily
Stein, and also at times Imani Holmes, Claire Janssen, Taylor Shimizu, and Justin Wilkey. In
addition, Justin pretty much singlehandedly and with great dedication helped me prepare
and finalize the notes and bibliography to help distract him from his medical school appli-
cations. He is going to be a wonderful doctor.
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featured in this book, including “Identity,” “Spiraling,” “The Hospital: the hallway bath-
room,” and “Ripe Tomatoes” My brother, Joseph Steven Laurenzo, also provided the art
piece “Songbird,” which I have always loved.

This book also benefited from presentations of project material at the National Institute
of Mental Health in Bethesda, Maryland, the biennial Society for Psychological Anthropol-
ogy conference, and the annual American Anthropological Association conference, as well
as invited lectures at University of California San Diego, University College London, McGill
University, University of California Los Angeles (UCLA) School of Medicine, Stanford
University, University of Texas-Southwestern Medical School, and with community part-
ners such as the board members of Metrocare Services in Dallas, the Los Angeles County
Department of Mental Health, the UCLA Behavioral Health Center for students, and the
Early Intervention for Psychosis Team at the Ohio State University.
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Team Ethnographic Methods

Over the nearly ten years it took to collect, analyze, and write up the data that consti-
tute this book, my research team was indispensable. Of course, given the time frame, the
team expanded and changed over time. My initial research award (Ro3 MH102568) from
the National Institute of Mental Health (NIMH) included three consultants: Michael T.
Compton, Sue Estroff, and Lisa Dixon. Compton was a psychiatrist specializing in social
determinants of mental health and focused on the experiences and needs of Black youths
experiencing early psychosis and their families. Dixon, also a psychiatrist, was the architect
of what was then—and still is—the most influential study of early intervention for psychosis
in the United States, the NIMH-funded Recovery after an Initial Schizophrenia Episode
(RAISE) trial. Estroff was a medical anthropologist with long-recognized expertise in men-
tal health services research and was also engaged in research with young persons with early
psychosis and their families. With NIMH funding for this project, I also hired the gifted
medical anthropologist Anubha Sood, who was my insightful, thoughtful, and meticulous
partner for much of the ethnographic heavy lifting in this project. In the first year, we also
added an undergraduate Health and Society student, Gillian Wright, to help with data col-
lection and analysis, and she stayed on with the project for three years.

Over time, and with further funding from the Hogg Foundation for Mental Health
Research to expand the study, we also added Dr. Nia Parson, my colleague in anthropol-
ogy who is a bilingual Spanish speaker with expertise on resilience, and a PhD student in
medical anthropology, Katherine (Katie) Fox. We also added two consultants—Nev Jones,
a community psychology PhD and mental health services researcher who herself had ben-
efited from an early intervention program, as well as Maggie Caballero, a local peer services
specialist who ran her own, peer-run drop-in program for primarily Latino-identifying
clients in Fort Worth, Texas, called the HOPE Center. Nev and Maggie met with the team
quarterly over the course of two years to help us think about how to ask questions and
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improve our methods and understand some of the data from a lived-experience perspec-
tive. Maggie also consulted on relevant aspects of local Hispanic culture.

From 2014 to 2017, at varying intervals, Anubha, Katie, Nia, and I worked together on
hospital-based fieldwork and recruitment. We rotated to cover most days of the week to see
if there were any new young persons in the emergency room to recruit for the study. This
was the most labor-intensive part of the project because many times young persons in crisis
were hard to connect with (for example, they were released as soon as they were stable)
or because they refused to participate. We had to wait until they were feeling well enough
to consent, but sometimes missed them when they were transferred or released before we
obtained permission to follow up with them if they had not yet signed the consent. We kept
fieldnotes about significant events in a shared document and also tracked all kinds of data
on various spreadsheets and even a Trello board at one point.

The study required signed consent from all participants. We lost many potential par-
ticipants at this stage (regrettably, our IRB did not include tracking refusals or people who
we lost prior to consent). Once a person had consented, we asked them to fill out a demo-
graphics form with our help (we filled it in while talking to them) and engaged them in an
initial interview, often in the hospital. We were able to engage 47 young people in that initial
interview. Over time, we also interviewed 19 key supporters.

Interview participants were offered $20 gift cards (e.g., CVS, Walmart) for each inter-
view, a bonus for self-initiating scheduling the first interview with us ($30), and a $30
bonus for completing all four interviews, for a total of $140 per person. Key supporters also
received $20 gift cards per interview.

Several of us also went on follow-on state hospital visits (during visiting hours with the
young person’s permission) and home visits, which we always did in pairs for safety. During
these visits, we engaged young persons and their families in audio-recorded interviews and
made field notes afterward that were shared with the team. Per the study design, we were
not allowed to visit any young person more than four times, and were able to talk to the
family only twice, during the first four months so as not to affect anyone’s decision-making
process. Anyone we talked to after the initial six months had to contact us first.

During the years of active data collection, we met almost weekly in team meetings—except
during the summer—to discuss all visits and interviews, to troubleshoot any challenges, and
to plan for future visits and interviews. A larger team of people also took part in the meetings,
including numerous research assistants who helped to think about the data, transcribe it, and
code it, because we engaged in ongoing coding per grounded-theory methods.

As part of the continual coding process for the project, Anubha, Katie, Gillian, and I
developed a codebook during the weekly lab meetings to tag the data set using Dedoose, a
cloud-based, collaborative, mixed-methods software. We also entered all the demographics
collected for the young persons and key supporters, so we could sort by demograph-
ics, though our sample was not large enough to create statistically significant comparison
groups. Once the data set was fully coded, Lauren Philpott, Matthew Hutnyan, Emily Stein,
and Claire Janssen, all SMU undergraduates, helped me to download and organize the data
into various files in response to my requests about various topics, which helped to inform
the stories chosen to feature in this book as representative of the stories of many people who
were coded similarly.
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Resources for Youth and Families

This is a nonexhaustive list of resources I trust to offer information and support.

UNDERSTANDING PSYCHOSIS

Cooke, Anne, ed. Understanding Psychosis and Schizophrenia (Revised). British Psychologi-
cal Society, Division of Clinical Psychology, 2017. Accessed January 29,2024. https://doi
.0rg/10.53841/bpsrep.2017.repo3.

National Institute of Mental Health. Understanding Psychosis. 2019. NIH Publication No. 20-
MH-8110. https://www.nimh.nih.gov/sites/default/files/documents/health/publications
/understanding-psychosis/understandingpsychosis.pdf.

EMERGENCY ALTERNATIVES

National Empowerment Center, Directory of Peer Respites in the United States. https://
powerzu.org/directory-of-peer-respites/.

EARLY PSYCHOSIS INTERVENTION PROGRAMS

Stanford Early Psychosis Program Directory (United States only). https://med.stanford.edu
/peppnet/interactivedirectory.html.

Early Assessmentand Support Alliance Directory. https://www.easacommunity.org/national
-directory.php.
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MUTUAL SUPPORT RESOURCES

For Youth
Intervoice and Hearing Voices Network (Global). https://www.intervoiceonline.org/#content.
Hearing Voices Group Directory (US). https://www.hearingvoicesusa.org/find-a-group.

For Families
National Alliance on Mental Illness. https://www.nami.org/findsupport.
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NOTES

INTRODUCTION: UNDER PRESSURE

1. Shady Elms was the main recruitment site for this study. The name of this emer-
gency facility has been changed to protect the anonymity of staff and service users with an
additional layer of confidentiality.

2. This study was approved by the hospital’s internal and regional review boards and the
Southern Methodist University (SMU) Human Subjects Review Board and met the federal
requirements for human subjects research. All participants gave written informed consent
to participate in the study. All researchers were CITI (Collaborative Institutional Training
Initiative) certified in research compliance and the ethical conduct of research. Hospital-
based research team members also underwent background checks and drug screenings
before receiving clearance to enter the hospital.

3. US Department of Health and Human Services, Protecting Youth Mental Health.

4. Centers for Disease Control and Prevention (CDC), “Youth Risk Behavior

5. CDC, “Youth Risk Behavior.”

6. CDC, “New CDC Data”

7. See, for example, Overhage et al., “Trends in Acute Care Use”; Khan et al., “Compara-
tive Mortality Risk”

8. Weiner, “Growing Psychiatrist Shortage.”

9. See Hartmann et al., “At-Risk Studies” However, the onset of schizophrenia—only
one of multiple potential outcomes that can result from psychosis symptoms—seems
to differ in age by gender and come later for women (ages 25-35). Ochoa et al., “Gender
Differences”

10. Compton and Broussard, First Episode of Psychosis.

11. National Institute of Mental Health, “Understanding Psychosis”

12. McGorry, “Transition to Adulthood”
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13. Substance Abuse and Mental Health Services Administration (SAMHSA), Coordi-
nated Specialty Care.

14. Doyle et al., “First-Episode Psychosis.”

15. Classic ethnographic works on schizophrenia in anthropology include Barrett,
Psychiatric Team; Rhodes, Emptying Beds; and Estroft, Making It Crazy. More recent work
includes Brodwin, Everyday Ethics; the collection edited by Jenkins and Barrett, Schizo-
phrenia, Culture, and Subjectivity; Davis, Bad Souls; Nakamura, Disability of the Soul; and
the collection edited by Luhrmann and Marrow, Our Most Troubling Madness. On bipolar
disorder, see Martin, Bipolar Expeditions. For discussion of autism, see, for example, Fein,
Living on the Spectrum. On depression, see, for example, Kleinman and Good, Culture and
Depression; O’Nell, Disciplined Hearts; Kitanaka, Depression in Japan. On addiction, see, for
example, Meyers, Clinic and Elsewhere; Garcia, Pastoral Clinic; Knight, Addicted, Pregnant,
Poor; Raikhel, Governing Habits.

16. See, for example, Hejtmanek, Friendship, Love, and Hip Hop; Béhague, “Psychiatry,
Bio-epistemes, and the Making of Adolescence”; and Jenkins and Csordas, Troubled.

17. See, for example, Giordano, Migrants in Translation; Duncan, Transforming Therapy;
Reyes-Foster, Psychiatric Encounters; Pinto, Daughters of Parvati; Lakoff, Pharmaceutical
Reason; and Pandolfo, Knot of the Soul.

18. See, for example, the edited volumes Biehl, Good, and Kleinman, Subjectivity; Good,
Postcolonial Disorders; Good et al., Reader in Medical Anthropology; and Jenkins, Pharma-
ceutical Self.

19. Walker, Moral Understandings.

20. The anthropological tradition of examining morality and health was brought to the
fore by Arthur Kleinman in his seminal work “Experience and Its Moral Modes,” which in-
troduced the concept of “local moral worlds” and their importance for health. Drawing on
this work, Angela Garcia, in Pastoral Clinic, illustrated the importance of local moral worlds
in the context of heroin addiction, and Tanya Luhrmann, in Of Two Minds, discussed the
importance of morality in psychiatric care and the social response to psychiatric condi-
tions. In Extraordinary Conditions, Janis Jenkins also highlighted the role of morality in
shaping ideas about mental health and mental illness. Jenkins and Csordas discussed the
moral qualities of emotion, a topic with its own intellectual genealogy, which they unpack
in Troubled (see, especially, pp. 154—61).

21. For an in-depth discussion of American cultural ideas that shape notions of valued
adulthood for those deemed mentally healthy, please see my first book, Myers, Recovery’s
Edge. The discussion there draws on the work of feminist philosopher Martha Nussbaum,
as well as historian Alexis de Tocqueville (Democracy in America), sociologist Max Weber
(Protestant Ethic), and American “founding fathers” Frederick Douglass (Narrative of the
Life) and Benjamin Franklin (see Pangle, Benjamin Franklin).

22. Walker, Moral Understandings; Blacksher, “On Being Poor”; Mattingly, Moral
Laboratories.

23. Myers, Recovery’s Edge.

24. One reviewer of this manuscript asked what the difference might be between so-
cial capital and moral agency. Social capital has an inherently collective and transactional
quality: you get something collective (group membership, social networks, the capac-
ity for collective social action) out of what you put into the collective group (community
participation, civic engagement). For more about social capital, see Putnam, Bowling Alone.
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While social capital and its components are important to social belonging and mental
health (see, for example, Flores et al., “Mental Health Impact”; and Hirota et al., “Associa-
tions of Social Capital”), moral agency is more nuanced and less transactional. It is based
on the ways one seeks to craft others’ perceptions of one as a “good enough” person, some-
one they will wish to connect with intimately. It is a process of self-making and identity
development that is at once intimate and shared with others and leads to agency in the
world or the loss of that agency (for further discussion, see Holland, Identity and Agency).
When it comes to moral agency, a person does not have to give in order to get; for example,
if people see you as a “good enough” person, they might give you much more than you give
them. People who care about you will make a lot of space for you to try and fail, to have ups
and downs, to edit and regroup and try again. If you feel recognized as a person who can be
loved, then you are better able to try. This is more about a way of knowing oneself and a way
of being known than about social transactions or collective social action.

25. Many thanks to Kim Hopper for countless conversations and access to his unpub-
lished writings on moral agency that helped me think through and develop this concept
further. T also initially drew on an article led by Sara Lewis, “Partners in Recovery,” that
mentions moral agency as a concept related to peer support, but does not expand on it.

26. Myers, Recovery’s Edge.

27. Myers and Ziv, “No One Ever Even Asked Me That Before.”

28. To make this argument, I built on works I used to explore the concept in my first
book, such as Arthur Kleinman’s work on local moral worlds (Kleinman, “Experience and
Its Moral Modes”), Angela Garcia’s work on what it means to be a “good” person in heroin-
using families (Garcia, Pastoral Clinic), and Erica Blacksher’s use of the term moral agency
in the context of her childhood of chronic socioeconomic deprivation to describe the free-
dom to aspire to a good life (Blacksher, “On Being Poor”). I also built on Cheryl Mattingly’s
then recently published work, Moral Laboratories, oftering the concept of everyday life as a
“moral laboratory” that offered intersubjective opportunities for moral experimentation, or
spaces of possibility and critique where, “with action, humans are able to create something
new—to begin something unexpected” (Mattingly, paraphrasing Hannah Arendt, in Moral
Laboratories, 16).

29. Here, I am speaking of life narratives much as anthropologists Eleanor Ochs and
Lisa Capps do, as “ordinary social exchanges in which interlocutors build accounts of life
events, rather than on polished narrative performances,” so that narratives are worked out
between people as they share the making of a coherent story (Ochs and Capps, Living Nar-
rative, 2). Sociologist Michael Bury, in “Chronic Illness as Biographical Disruption,” argued
that the continuing presence of any chronic illness disrupts the life narrative and requires a
revisiting of one’s self-concept. Sociologist Arthur Frank also wrote about the importance
of storytelling for healing—arguing, especially, that even if a person is not able to be the
author of their own lives, they at least need to be the editor (see Frank, The Wounded Sto-
ryteller). Social scientist Andrew Sayer has argued that these editorial skills are essential
to confronting the injustice and inequity experienced by marginalized groups(see Sayer,
Why Things Matter, 209). In my article in Transcultural Psychiatry (“Recovery Stories”), I
explored notions of the life narrative in the context of psychiatric disability. For more on
how self-narratives can be “disrupted” or “colonized” in the context of chronic illness and
so must be reclaimed, see Weingarten, “The ‘Cruel Radiance of What Is”; Brodwin, Ev-
eryday Ethics; Luhrmann, Of Two Minds; Jenkins, “Psychopharmaceutical Self”; Kirmayer
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and Gold, “Re-socializing Psychiatry”; and Lewis, “Narrative Turn in Psychiatry” In addi-
tion, Padgett, in “There’s No Place Like (a) Home,” and Lewis and Whitley, in “A Critical
Examination of ‘Morality;” have argued that power over the self-narrative may be key for
mental health recovery. In the context of early psychosis, specifically, other social scientists
have argued that autobiographical renderings are important. See, for example, Judge et al.,
“Recognizing and Responding to Early Psychosis”; Larsen, “Finding Meaning”; Tranulis
et al., “Early Intervention?”

30. For an initial discussion of John Rawls’s concept of “the social bases of self-respect”
(Rawls, A Theory of Justice), see Myers, “Recovery Stories.”

31. Ideas about dignity, accountability and self-respect initially stemmed from reading
the work of Kim Hopper (including Reckoning with Homelessness and “Rethinking Social
Recovery”). Also influential were Jacobson, “Dignity and Health”; and Ware et al., “Con-
nectedness and Citizenship”—both recommended to me by Kim Hopper. Peopled oppor-
tunities are not social support, but rather “a holistic vetting and recognition of a person or
people offering the opportunity to make further connections” (Myers, “Recovery Stories,”
248). Sayer, in Why Things Matter to People, notes that without the opportunity to even
practice being the kind of person one desires to be, it is impossible to move forward in life.
“Mundane” moralities, he indicates, must be learned between people, and so are learned,
developed, and nourished in social contexts and practiced, which requires opportunities to
practice for a person to get it right. Lewis, Hopper, and Healion, in “Partners in Recovery,”
observed that this kind of opportunity may be most available in the context of peer sup-
port, where a mutual understanding of experiences of psychotic symptoms are grounds for
empathy and kindness.

32. When I say “research team,” I mean it, and I feel very grateful for all the wonderful
people who have helped bring this book to fruition. See Appendix 1 for more details.

33. The word minoritized is meant to denote how systemic inequalities, oppression,
and marginalization place individuals in a socially constructed “minority” status, thereby
rendering them “minoritized” individuals. For more, see Shim, “Dismantling Structural
Racism”; and Sotto-Santiago, “Minority in Academic Medicine.”

34. McGorry, “Transition to Adulthood”

35. Hartmann et al., “At-Risk Studies.”

36. Aceituno et al., “Cost-Effectiveness of Early Intervention”; Correll et al., “Compari-
son of Early Intervention Services”; Malla and McGorry, “Early Intervention in Psychosis.”

37. Bennett and Rosenheck, in “Socioeconomic Status,” found that one important
moderator of the outcomes reported in a major early intervention clinical trial, the RAISE
Early Treatment Program study (see Kane et al., “RAISE Early Treatment Program”), may
have been patient socioeconomic status (SES). Their secondary analysis suggested that the
main trial outcomes were significant for the top 25 percent of the SES distribution of per-
sons enrolled in the trial, but statistically insignificant for the bottom three quartiles of
SES distribution. More research is needed on why early intervention services may be less
effective for those with lower SES and on the advantages people with higher SES may bring
to the program that make it more likely for them to have a positive outcome. These findings,
I would argue, also highlight the potential relationship between moral agency and SES,
something that Blacksher highlights in her seminal paper on the topic, “On Being Poor;” in
which she argues that moral agency is difficult for persons living in poverty to access. The
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findings also indicate how important social determinants of health like SES may be for the
effective treatment of psychosis: we must address the material conditions along with
the moral and the medical.

38. Jones et al., “Recovering the Vocational Self?”

39. Doyle et al., “First-Episode Psychosis.”

40. Anglin et al., “From Womb to Neighborhood”; Anglin, Link, and Phelan, “Racial
Differences in Stigmatizing Attitudes”; Gee and Ford, “Structural Racism”; Metzl, Protest
Psychosis; Oluwoye et al., “Systematic Review of Pathways to Care””

41. At the time of this research, none of our participants were using the label Latinx
to identify themselves. Thus, for this book I have chosen to preserve the ways they self-
identified for this study. However, if researchers specifically use Latinx in their publications,
I try to use the term when reporting that research so as to honor the way their participants
identified.

42. While the metrics for the study set by the National Institutes of Mental Health clas-
sified everyone as African Americans, the Black African participants in the study did not
identify with that term, but did identify with the term Black, and so I used that term in
place of African American unless someone explicitly identified as African American during
the study.

43. The word immigrant implies the desire to permanently move to a country, whereas
the word migrant indicates a person who typically comes and goes seasonally for work. I
have decided to use immigrant here, because none of our participants indicated seasonal or
temporary residence.

44. Myers et al., “Pathways through Early Psychosis Care”

45. Myers, “Schizophrenia across Cultures.”

46. Mindlis and Boffetta, “Mood Disorders”; Selten, Van Der Ven, and Termorshuizen,
“Migration and Psychosis.”

47. Myers, “Schizophrenia across Cultures”; Selten et al., “Migration and Psychosis.”

48. For further discussion, see Selten et al., “Migration and Psychosis.” There was not a
higher prevalence of schizophrenia in sending countries, suggesting poverty or stress alone
caused the higher risk. Moreover, receiving countries outside Europe like Canada and the
United States have more restrictions on who can enter their countries, which may affect
how many migrants are admitted with mental health concerns.

49. Anglin et al., “From Womb to Neighborhood”; Lawson et al., “Race as a Factor
in Inpatient and Outpatient Admissions”; Barnes, “Race, Schizophrenia, and Admission”;
Snowden and Cheung, “Inpatient Mental Health”; Gillon et al., “Ethnicity and Diagnostic
Patterns”; Strakowski, Shelton, and Kolbrener, “Effects of Race and Comorbidity”

50. On misdiagnosis, see Lawson et al., “Race as a Factor in Inpatient and Outpatient
Admissions”; Barnes, “Race, Schizophrenia, and Admission”; Snowden and Cheung, “Inpa-
tient Mental Health”; Gillon et al. “Ethnicity and Diagnostic Patterns”; Strakowski, Shelton,
and Kolbrener, “Effects of Race and Comorbidity” On socioeconomic disadvantage, see
Anglin et al., “From Womb to Neighborhood?”

51. Anglin et al, “From Womb to Neighborhood”

52. Anglin et al.

53. Selten et al., “Biological Mechanisms.”

54. Myers and Ziv, “No One Ever Even Asked Me That Before.”
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55. Shakespeare, As You Like It.

56. Bellah et al., Habits of the Heart.

57. Walker, Moral Understandings; Kendi, Stamped from the Beginning; DiAngelo, White
Fragility.

58. Persons who are working on replenishing moral agency after its loss are featured in
a recent special section of a journal issue of Medicine Anthropology Theory (Brown et al.,
“Experimental Engagements with Ethnography, Moral Agency, and Care”), which includes
pieces about moral agency related to men with histories of military sexual trauma in the
United States (Yahalom, Frankfurt, and Hamilton, “Between Moral Injury and Moral
Agency”); persons with dual diagnoses of serious mental illness and substance use dis-
order in Ireland (D’Arcy, “Swallow Them All, and Its Just like Smack™); drug users and
ethnographers in the United States (Ziv, “I'm Trapped Here”); structural racism and ethno-
graphic work (Brown, “The Stories We Tell or Omit”); Ukrainian War refugees and Khmer
Rouge survivors (Lesley, “The Anthropologist as Audience”); and asylum seekers in Madrid
(Wagner, “Deserving Asylum”).

59. Walker, Moral Understandings.

60. Oluwoye et al., “Systematic Review of Pathways to Care”; Bergner et al., “Period of
Untreated Psychosis”

61. McLeod et al., “Police Interactions”; Nichols, LeBrén, and Pedraza, “Policing Us
Sick”

62. Texas Health and Safety Code, Title 7: Mental Health and Intellectual Disability,
Subtitle C: Texas Mental Health Code, Chapter 573: Emergency Detention.

63. Rosenberg, “Mental Health Issues on the Rise”; US Department of Health and Hu-
man Services, Protecting Youth Mental Health.

64. Myers et al., “Decision Making about Pathways through Care”

1. WORK HARD, PLAY HARD

1. In all quotations, an ellipsis without brackets indicates that the speaker paused. El-
lipses with brackets indicate that the text has been elided in some way and that the gap is not
a natural pause but an omission of some text that seemed irrelevant to me, such as the per-
son saying something repetitive or the response of the interviewer to the person speaking.

2. Kavanaugh and Anderson, “Solidarity and Drug Use.”

3. Many thanks to an anonymous reviewer for this helpful statement.

4. For more on adolescence across cultures, see the special issue of Ethos “Psychological
Anthropology and Adolescent Well-Being,” edited by Jill E. Korbin and Eileen P. Anderson-
Fye.

5. Erikson, Identity, 16, 89.

6. Erikson, 130.

7. The military is one path that is highly ritualized, often in secret ways, but there were
no veterans in my study, so it is not covered here.

8. Van Gennep, Rite of Passage, 13. See also Turner, Ritual Process.

9. Morinis, “Ritual Experience,” 152.
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Mazzoncini et al., “Illicit Substance Use”; and Ouellet-Plamondon et al., “Specific Impact of
Stimulant, Alcohol, and Cannabis Use Disorders.”

26. While “duration of untreated psychosis” (DUP) is a widely used construct in the
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28. Guzman et al., “Examining the Impact of Emergency Care Settings.”

29. Harris et al., “Patients’ Experiences of Psychiatric Care”; Digel Vandyk et al., “Ex-
ploring the Experiences of Persons Who Frequently Visit the Emergency Department;”
Guzman et al., “Examining the Impact of Emergency Care Settings”

30. Bradbury et al., “Lived Experience of Involuntary Transport”; Wise-Harris et al.,
Hospital Was the Only Option.”

31. Elisseou, Puranam, and Nandi, “Novel, Trauma-Informed Physical Examination
Curriculum?”

32. Digel Vandyk et al., “Exploring the Experiences of Persons Who Frequently Visit the
Emergency Department.”

33. Guzman et al., “Examining the Impact of Emergency Care Settings.”

34. Harris et al, “Patients’ Experiences of Patients’ Experiences’; Guzmin et al.,
“Examining the Impact of Emergency Care Settings”

35. Frueh et al,, “Special Section on Seclusion and Restraint”

«

5. USERS AND REFUSERS

. Cocaine Cowboys: The Kings of Miami, dir. Billy Corben (2006).

. Nixon, “Remarks about an Intensified Program for Drug Abuse Prevention.”
. Kendi, “Reagan’s Drugs,” ch. 33 in Stamped from the Beginning.
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. “How Drug Trafficking Is (And Isn't) to Blame”

7. Roberts et al., “Race/Ethnic Differences in Exposure to Traumatic Events”; Cerdeia,
Rivera, and Spak, “Intergenerational Trauma in Latinxs”

8. The provider spent time with Pedro and seemed to be of the same ethnicity, either
of which (or both) made Pedro feel affinity for the doctor. There is growing evidence that
racial and ethnic concordance between patient and provider in behavioral health settings
and a longer length of treatment between the two correlates with a stronger working alli-
ance than discordantly paired patients and providers. Cheng et al., “Association between
Patient-Provider Racial/Ethnic Concordance, Working Alliance, and Length of Treatment.”
Overall, a more diverse mental health care workforce in the United States would better
serve the needs of everyone in our diverse population.

9. In 2016, when Pedro was interviewed, receiving SSI meant that an eligible individual
received a $733 monthly living allowance, which was well below the national poverty level
of $990 per month for one person. US Department of Health and Human Services, “2016
Poverty Guidelines”

10. Social Security Administration, “Disability Benefits.”
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11. See Hansen, Bourgois, and Drucker, “Pathologizing Poverty” In this seminal article,
Hansen and colleagues argue that the 1996 welfare reforms led to an increase in the number
of requests for medicalized forms of support as a new “survival strategy” for families living
in poverty. The authors find that the increased use of permanent-disability incomes as a sur-
vival strategy for poor families empowered individuals. Securing such income by proving
they had a serious psychiatric disability helped them overcome some of the stigma about
being “crazy” as they became a sustaining source of financial support for their families. At
the same time, impoverished persons wanting to access such incomes had to prove they
were disabled enough to deserve care and agree to use therapy and psychotropics, thereby
deepening societal prejudices against the “unworthy poor.” Pedro’s family and others in my
study were using this disability strategy to survive, as Hansen et al. predicted.

12. In some ways, Pedro’s approach is a manifestation of what anthropologist Emily
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UCLA-DMH Public Mental Health
Partnership, University of California,

for psychotic symptoms for the first time
and documents how patients and their

families make decisions about treatment
after their release. Approximately half of

though better outcomes depend on early

support. Los Angeles
In attempting to determine why this is “A beautifully written study of the
the case, Neely Laurenzo Myers identifies complexity of first-episode psychoses
what matters most to young people in that challenge youth, their friends and
crisis, passionately arguing that health family, and care providers, Breaking Points
care providers must attend not only to the I ‘nd‘Ct.ment Ofthimadeq“aﬂes of
medical and material dimensions of care eztg;(s)e;v;czsgﬁ)m; : S

. 5 = . , FTOIESSOoT O edica
but also to a patients moral S TIETE Anthropology, Harvard Medical School

NEELY LAURENZO MYERS is Professor
of Anthropology and Director of the Mental
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Medicine, and Psychiatry.
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